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Abstract

The figure of the caregiver of dependent elderly people is presently the subject of a large
volume of scientific publications. In various disciplines of health and social sciences,
an analysis of the terminology referring to these caregivers, specifically those who are
untrained and unpaid for such care, in recent scientific publications, is considered neces-
sary. This chapter makes a comprehensive analysis of the characteristics and needs of
caregivers of elderly dependents with Alzheimer’s disease. From a realistic and practical
point of view, it is the impact of research on improving the quality of life of caregivers
which is important. In addition, this analysis attempts to complete a process addressing
theoretical and methodological aspects, in which various problems are detected, for their
effective application in the field of care of dependency.

Keywords: overburden, Alzheimer’s patients, caregivers, intervention, quality of life

1. Introduction

Sometimes, living longer involves dependence on care in which the needs become more and
more obvious. One of the most frequent causes of such dependency in the elderly population
is Alzheimer’s disease. Over 35 million people were suffering from some type of dementia in
2010 and world forecasts for 2030 and 2050 double and triple this figure, respectively [1]. In
this urgent scope of action, the World Health Organization [2] takes a stand by identifying
dementia as one of today’s priority public health problems.

Even though there are a multitude of care models and resources placed at the service of these
patients [3, 4], a large part of this population receives care within their own family setting
[5]. This is why the volume of research analyzing the profile of the family caregiver, skills
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for their patient’s care, and improving their relationship with the patient has intensified [6].
In this field, the concept of caregiver overburden [7] and its repercussion on their physical
and mental health, social relations, mood, etc., as well as their quality of life [8], is of special
interest.

This chapter provides a complete analysis of the characteristics and needs of the caregivers
of the elderly who have become dependent because of Alzheimer’s disease. All of this is from
a realistic and practical viewpoint that what is important is the repercussion of research on
the improvement of the quality of life of the caregiver. Furthermore, this analysis attempts to
make a complete review covering all the theoretical and methodological where problems are
found in their effective application in the area of care of dependency.

First, the terminology used to refer to the different caregiver profiles is reviewed, and the
problem which could arise in research on the subject as a consequence is analyzed. Once
the specific profile to be studied has been identified, the needs that should be considered in
an intervention for this specific caregiver typology are discussed. At this point, having set
the basis for intervention, we propose an inventory for evaluating caregiver overburden in
Alzheimer’s patient family caregivers who have no specialized training.

2. Conceptual approach to the concept of caregiver

The term “care” is widely used and has been studied from different approaches, especially
in the areas of study which refer to overburden of the caregiver [9-11], associated factors
[12-15], or instruments for its measure [16-18].

On a conceptual level, the contributions of Heidegger [19] in developing the phenomenologi-
cal concepts of care and cure are significant. From this perspective, care becomes the way in
which human beings exert control over themselves, or, in other words, feel that they are in
possession of their own existence or not. In this phenomenological discourse, the relationship
established between lifestyle and state of health-illness is important to the extent that they
are closely related to care. It is precisely through care behavior that daily structure is formed,
where man is positioned between satisfaction of his needs and health.

As inferred from Heidegger’s theoretical proposal, although the action of caring for someone
is inherent in human nature, the concept as such is relatively new. This novel character of the
terminology related to care reveals difficulties in its operationalization and its limits for use in
the concept of caregiver, especially in research [20].

The traditional definitions of caregiver have been characterized by elements related directly to
the tasks typical of caregiving [21]. Nevertheless, sometimes emotional aspects are included,
which, according to authors such as Pearlin et al. [22], are inevitably present in the caregiving
relationship. These authors define caregiving as “the behavior expression of commitment to
the wellbeing or protection of another person” (p. 583).



Overburden in Alzheimer's Patient Caregivers
http://dx.doi.org/10.5772/intechopen.69148

2.1. Types of “family” caregivers

In spite of the surge in the concept of the caregiver since the 1970s, to date, there is a wide
diversity in the terms used synonymously in the literature, making this a concept vulnerable
to lack of specificity [23].

In the study of the concept of the caregiver, attention has been given to the skills necessary to per-
form the work [24], the consequences or impact it has on their well-being [25], and even the pro-
file itself [26]. But in any case, it deals with a word that maintains a close bond with the family.

Family care models, in which one member undertakes care of another who has become depen-
dent, make family dynamics a variable of interest [27]. Such is the bond created between the
caregiver and his relative that in fact studies have revealed that even after the patient has been
admitted to an institution, the relatives still keep acting as caregivers [28].

Starting out from the family context as the source of care, different questions may be asked
which lead to different senses of the term. The most basic would be the answer to the ques-
tion, who is providing the care? In this case, there are two specific possibilities, a relative or
someone in the immediate social circle, such as neighbors, family friends, etc. In any case, it is
someone significant to the person receiving the care.

Some of the terms identified in the literature include the concept “informal caregiver,” and
characterize them as those who perform the work of caring for dependent persons in their
home, without being associated to any health care and/or service entity [29].

When full responsibility for care falls on a single person, normally someone in the immediate
social circle, without training in the tasks of caregiving and for which no payment is received,
some authors [30] use the term “primary informal caregiver.”

Although they sound similar, and their meanings are as well, the use of the terms “primary”
and “main” caregiver is differentiated.

“Primary caregiver” is discussed in the literature with regard to attention to the most imme-
diate and basic needs (physical and emotional), with affective involvement, and therefore an
important figure for the person receiving care [31-33]. Other studies have chosen the term
“main caregiver,” but with the same characteristics as the first. That is, again, a person who
is close to the recipient and gives priority attention to their physical and emotional needs in a
commitment to continuous assistance [34, 35].

Another question that could be derived from the use of different terms is with regard to the
type of work done by the caregiver [36]. For example, while some caregiving work may need to
be meticulous, other tasks deal with protection or help. The view of the patient is also different
depending on the term applied. Assistance is directed at a necessarily vulnerable individual and/
or who is unprotected, whereas the term attention is oriented toward a goal of intervention, more
toward action than covering primary needs. Thus, the particular use of concepts, such as help,
care, assistance, or attention, becomes the basis of the ambiguity in which the caregiver works.
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2.2. The main caregiver of elderly dependents

Caregivers form a social class in itself [37]. From this perspective, different models are pro-
posed for analyzing the figure of the main caregiver, with direct involvement in intervention
and help strategies.

The caregiver-resource model defines the main caregiver as an instrument for optimizing
attention given to the dependent, so their well-being falls onto a second plane. In this case, the
purpose of intervention is to maintain or increase informal help as much as possible. Thus,
caregivers are trained in patient needs and how to care for them, that is, provide them with
the skills necessary to perform caregiving work adequately. Professional caregivers may often
include family members who give care as a resource collaborating in the dependent person’s
care [38].

In the caregiver-client model, the recipient is understood as a secondary receiver of formal
services. Therefore, the need argued is for the main caregiver to have recourse to services
during intervention that improve their quality of life and decrease the negative impact of care-
giving on their own well-being. From this perspective, interventions would include the main
caregiver as a vulnerable agent, and therefore with important needs that have to be covered
by help and/or relief services, alternative service resources, and training in strategies to lessen
overburden [39].

To start with, the care of a family member in one’s own home is something conceived of as
natural, to the extent that it is a responsibility expected from the family. However, if the care-
givers do not have social help or do not have access to the resources necessary for it, they are
going to be compelled to develop “home” remedies for their care and to transform/adapt their
homes [40], which are then no longer natural contexts for the family to live together in, and
become a substitute for a service center.

Since the beginning of the century, there has been exponential growth in the population over
65 years of age and a noticeable increase in those over 80 [41]. Demographic reports show the
prevalence and incidence of illnesses that are plainly higher in the more advanced age groups,
as well as chronicity, disability, and dependency rates. Neurological pathologies are one of
the most costly groups of diseases for the health-care system and for the society as a whole,
since in addition to the process of the illness itself, there is a psychological impact, diminish-
ing quality of life, disability for work, loss of social skills, and the burden of caregivers and
dependency (p. 175) [42].

2.3. Review of the terminology used to refer to the caregiver in scientific publications

At the present time, the figure of the caregiver of elderly dependents is the subject of a large
volume of scientific publications [43]. In various health-care and social science disciplines, the
terminology used to refer to caregivers is often confusing [44]. Some of the difficulties identi-
fied on a conceptual level of care are related to the lack of operative definitions and terminol-
ogy incoherent with its multidimensional character [45] and the concept of overburden [46].
From a more operative approach to the design of effective intervention with caregivers, it
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may be said that the existence of problems for its conceptual delimitation leads to trouble dif-
ferentiating case-specific care typologies [47]. This specificity in data processing is precisely a
characteristic which should be present from the moment a study is proposed, directed toward
a specific type of care, instead of a generic typology which is only theoretically common to all
caregivers [48].

From this viewpoint, the terminology referring to the caregiver, especially for those who have
no technical training and are unpaid for their caregiving labor, must be analyzed in recent
scientific publications. Therefore, a review of the terminology used in scientific publications
on the subject was done to provide data on the current state of the problem described [49].

The study methodology consisted of systematically reviewing scientific literature on the sub-
ject. Publications in several different international databases were reviewed for this, compar-
ing two production periods, 19962005 and 2006-2016.

Given the characteristics and scope of database coverage, the descriptors in Spanish and/
or English (“family caregivers,” “informal caregivers,” and “non-professional caregivers”)
are presented. For all cases, it is limited to the search in the title of the document. In addi-
tion, the results were filtered by the document type “journal article,” and were limited to the
search at the time interval. As for the language of the publication, the options “Spanish” and
“English” were selected in the databases that have this filter, and they were manually revised
in the cases for which they did not have this function. On the other hand, for the selection of
publications, the inclusion criteria are established, which were applied in the manual review
of the titles, in each of the databases. The established inclusion criteria were as follows: (1)
journal articles, (2) papers published in Spanish or English, and (3) containing the title of the
descriptors used. On the other hand, for the exclusion criteria, the following were applied: (1)
work that deals with the care of a relative, but does not include the terminology analyzed in

the title, and (2) works published in a language other than Spanish or English.

The preliminary results suggest a more frequent use of the term “family caregiver” in pub-
lications, both in English and in Spanish. At the same time, differences were detected in the
use of terminology, with attention to variables such as production period, subject matter, and
type of journal. The Z-statistic was applied for comparative analysis to check for significant
differences in percentages.

First, examining the scientific production periods (Table 1), it is observed that in general, the
volume of publications including the descriptors (both in Spanish and in English) in the title
was higher in 2006-2016. However, when the percentages of the two periods are compared, the
term “family caregivers” (in Spanish) is significantly more representative (Z = 3.91; p < 0.001)
in 1996-2005 than in 2006-2016. The same thing occurred for the English descriptor (“family
caregivers”), which was significantly higher (Z = 4.48; p <0.001) than in 2006-2016.

The percentage use of the descriptor “non-professional caregivers” (in Spanish) was also sig-
nificantly higher (Z = -2.02; p < 0.05) in 2006-2016. It was also in this second period when a
significantly higher percentage (Z = 6.84; p < 0.001) of the descriptor “informal caregivers”
appeared in the titles.
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Descriptors 1996-2005 2006-2016

N % N %
“family caregivers” (in Spanish) 65 3.66 104 2
“non-professional caregivers” (in Spanish) 0 0 12 0.23
“informal caregivers” (in Spanish) 39 2.19 124 2.39
“family caregivers” 1430 80.60 3907 75.39
“non-professional caregivers” 1 0.05 17 0.32
“informal caregivers” 239 13.47 1018 19.64
Total 1774 100 5182 100

Table 1. Number of publications containing descriptors in the title by production period.

No significant differences in the total percentages of the number of publications that included
each of the descriptors in the title by subject (Health Sciences and Social Sciences) were found
for any of them in 2006-2016. However, the descriptor which appeared the most in the title
was “family caregivers” (in Spanish) in both Health Sciences and Social Sciences (Table 2).

In Health Sciences, the descriptor most used in nursing publications was “family caregivers”
(in Spanish) (n = 34), followed by “informal caregivers” (in Spanish) (1 = 21). In Geriatrics,
“informal caregivers” (in Spanish) was in first place (1 = 6) followed by “informal caregivers”
(n =3) in second.

The secondary subject matter Generalities stressed more frequent use by publications that
included the descriptor “family caregivers” (in Spanish) (n = 10) in the title, followed by
“informal caregivers” (in Spanish) (1 = 3).

On the other hand, in the Social Sciences, in Psychology, the term most frequently used was
“family caregivers” (in Spanish) (n = 16) and second “informal caregivers” (in Spanish) (1 = 8).

Descriptors Health Sciences Social Sciences

N % N %
“cuidadores familiares” (in Spanish) 48 44.85 17 44.73
“cuidadores no profesionales” (in Spanish) 2 1.86 3 7.89
“cuidadores informales” (in Spanish) 35 32.71 15 39.47
“family caregivers” 19 17.75 3 7.89
“non-professional caregivers” 0 0 0 0
“informal caregivers” 3 2.80 0 0
Total 107 38

By authors. Source: Dialnet database (2006/2016).

Table 2. Number of publications containing the descriptors in the title by subject.
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This one “informal caregivers” (in Spanish) was also in first place (n = 7) in Sociology/Social
Work, followed by the term “non-professional caregivers” (in Spanish) (n = 2).

Finally, the number of articles that contain each of the descriptors in the title, classified by
journal (Table 3), shows a trend toward the preferential use of the term “family caregiv-
ers” (in Spanish) in nursing journals (Aquichan, International Nursing Review, and Index
de Enfermeria), Geriatrics (Gerokomos and Revista Espafiola de Geriatria y Gerontologia),
and psychology/education/multidisciplinary (Anales de Psicologia and European Journal of
Investigation in Health, Psychology and Education).

Descriptors Journals No. of titles

“cuidadores Aquichan 6

familiares” (in

Spanish) Gerokomos.: Revista de la Sociedad Espafiola de Enfermeria Geridtricay 3
Gerontologica
International Nursing Review 3
Index de Enfermeria 2
Revista Espanola de Geriatria y Gerontologia 2
Revista Ciencia y Cuidado 2
Anales de Psicologia 2
European Journal of Investigation in Health, Psychology and Education 2
Investigacion y Educacion en Enfermeria 1
Evidentia: Revista de Enfermeria basada en la Evidencia 1
Respuestas 1
Enfermeria Global 1
Metas de Enfermeria 1
Cultura de los Cuidados 1
Clinica y Salud 1
Duazary 1
Facultad Nacional de Salud Publica 1
Revista de Psicologia 1
Revista de Calidad Asistencial 1

“cuidadores no Revista Espanola de Geriatria y Gerontologia 1

}S);(;izissi}?)n ales” (in Metas de Enfermeria 1
Clinica y Salud 1
Estudios Financieros: Revista de trabajo y seguridad social 1
Humanismo y Trabajo Social 1
Revista de Derecho Social 1

Revista del Ministerio de Trabajo e Inmigracién 1
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Descriptors Journals No. of titles

“cuidadores Enfermeria Clinica 2

informales” (in . ,

Spanish) Revista ROL de Enfermeria 2
Enfermeria Global 2
Trabajo Social y Salud 2
Gerokomos: Revista de la Sociedad Espanola de Enfermeria Geridtrica y 1
Gerontologica
Revista Espanola de Geriatria y Gerontologia 1
Revista Multidisciplinar de Gerontologia 1
International Journal of Developmental and Educational Psychology 1
Aquichan 1
Hygia de Enfermeria 1
Actas Espafiolas de Psiquiatria 1
International Nursing Review 1
Metas de Enfermeria 1
Neurologia 1

“family caregivers” Research in Nursing and Health 4
Cancer Nursing an International Journal for Cancer Care 4
Revista de Pesquisa: Cuidado é Fundamental online 4
Investigacién y Educacién en Enfermeria 3
Journal of the American Geriatrics Society 2
Nursing Research, an AJN Company Publication 2
Aquichan 1
American Journal of Occupational Therapy 1
Sociology of Health & Illness 1

“informal caregivers”  Journal of the American Geriatrics Society 3
Documentos de Trabajo (FEDEA) 1
Cancer Nursing an International Journal for Cancer Care 1

By author. Source: Dialnet database (2006/2016).

Table 3. Number of publications with the descriptors in the title by journal.

In addition to representative journals in the disciplines mentioned above, the descriptor “fam-
ily caregivers” (in Spanish) was found in titles in journals in other disciplines, such as law
(Revista de Derecho Social) and social work (Estudios Financieros, Humanismo y Trabajo

Social, and Revista del Ministerio de Trabajo e Inmigracion).

The term “informal caregivers” (in Spanish) was used the most as part of the titles published
in nursing journals (Enfermeria Clinica, Rol de Enfermeria, and Enfermeria Global) and social

work (Trabajo Social y Salud).
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Of the two English descriptors, more titles were found with “family caregivers,” most of
them in nursing journals (Research in Nursing and Health, Cancer Nursing and International
Journal for Cancer Care, and Revista de Pesquisa Cuidado € Fundamental Online).

When the descriptor “informal caregivers” was entered, the most frequent presence was found
in publications in geriatrics journals (Journal of the American Geriatrics Society). Finally, no
journals with publications that included the term “non-professional caregivers” in the title
were found in the database searched dated in the last decade.

These data suggest that, in spite of a generalized trend toward the use of the expression “fam-
ily caregivers” (in Spanish) (and “family caregivers” in English), it would be necessary to
review the characteristics of each of the caregiver profiles in each concrete case.

One of the reasons for these differences in the use of terminology could be related to the desire
to differentiate this type of caregiver from the assistance provided by health-care profession-
als [50]. Another of the questions inherent in this diversity of terms is the volume of publi-
cations generated in a certain discipline. Since, as seen in the data found by subject matter
(and secondary subjects), even though not significant, differences were observed in the use of
terms such as “non-professional caregivers” (in Spanish), more frequent in the social sciences
(especially sociology and social work). This diverse use of the terminology also occurs in jour-
nals published in different scientific disciplines and/or professional fields.

In brief, the trend in the use of terminology associated with caregivers without technical training
who are unpaid for their work has been identified and described. The need for updating terms
and a proposal for alternatives sufficiently operative to overcome the difficulties in comparing
the results of different studies where concepts related to caregiving are dealt with are justified.

3. Needs for intervention in the family caregiver without specialized
training: variables related to overburden levels

Alzheimer’s disease continues at present to be the most frequent type of dementia and one
of the main causes of dependency in the population over 65 years of age [51]. It affects all
the dimensions of life (emotional, cognitive, and social) of the patients, and in turn leads to a
series of consequences which make it extensive to their closest family setting [52]. Therefore, it
is of interest to analyze the patient-caregiver relationship to find out the feelings present in the
caregiver, as a result of interaction with the patient [53]. Caron and Caron [54] found that the
family response to the impact of the diagnosis may vary from negation to overprotection and
even aggressiveness in care. According to the authors, all this would be to reduce the anxiety
which incoherencies in interaction with the patient can cause.

Information on the diagnosis of Alzheimer’s disease is currently under debate, with no unanim-
ity yet arrived at. The details that surround the communication of the diagnosis are complicated,
and affect both the patient and caregivers [55]. Scientific literature on the subject has found
advantages in making and communicating the diagnosis to the person affected [56, 57]. Some of
these advantages are ending the feeling of uncertainty by knowing the changes they are under-
going better, having information on the course and evolution of the disease, its treatment and
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the options for care available, as well as taking part in planning short-term goals, and participat-
ing in decision-making on care to be received in the more advanced stages.

Some authors believe that communicating Alzheimer’s diagnosis to the patient involves
more negative effects than positive. Some of the arguments from this perspective refer to the
moderate effect of available treatments, lack of understanding as cognitive deterioration pro-
gresses, in addition to a diagnosis based on probability, so knowledge of the diagnosis could
have negative effects on the health of the person affected [58].

It is usually thought that a timely, precise explanation of the diagnosis and its implications
is basic to better planning and management of the disease [59]. In the study Who cares? [60],
in which caregivers were asked what type of information they received in the diagnosis, half
of them provided information on the disease and the medication available. However, few of
them received any information on the resources and help available to the caregiver.

After the critical moment of the diagnosis, the caregiver is left in a situation of uncertainty
and uneasiness. This is due in part to ignorance of the disease and the care it requires. In this
situation, prior beliefs the caregiver has about the disease may positively or negatively influ-
ence the feeling of burden. Along this line, some authors [61] affirm that the more negative
beliefs of the caregiver are, the more likely intense feelings of overburden, thereby making the
caregiver more vulnerable to stress and anxiety.

In the case of family caregivers, the responsibility for providing quality care and the anxiety
of not having technical preparation for it can lead to risk to their mental health [62, 63]. These
and other concerns about ignorance of the disease and the care it requires arise at the critical
moment of diagnosis of the disease [64], moment at which the caregiver is the most vulner-
able to the feeling of burden. Situations such as these become more evident in the case of
Alzheimer’s patient caregivers, since they have the added difficulty of not having an early
diagnosis and the consequent negative impact on emotional responses of the caregiver which
usually affect the quality of care. Situations such as these, which become more evident in
caregivers of Alzheimer’s patients, must have already dealt with the added difficulty of not
having an early diagnosis, with the consequent negative impact on the emotional responses
of the caregiver, and which usually affect the quality of care. Therefore, training of family
caregivers in symptomatology and evolution of the disease, or in the management of daily
situations, could reduce the level of overburden and even largely avoid its appearance [65]. It
is therefore a matter of providing the caregiver with tools that assist in approaching stressful
situations that take place during care and interaction with the patient.

The care of a dependent person is often associated with significant risk to the health and well-
being of the caregiver [66]. The burden perceived by the caregiver is related to the functional
state of the patient, the time devoted to care, social support, and perception of their own
health condition [67]. In a sample of non-professional caregivers, it was observed that almost
50% evaluated their health as poor or very poor [68].

In other cases, more somatic complaints [69], more frequent demand for and use of health-
care services and drugs have been found in caregivers [70]. Depression is often a problem in
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non-professional caregivers; however, the proposals for intervention continue to be mostly
palliative [71]. Thus, there are proposals for intervention programs based on solving the prob-
lems to prevent clinical depression in family caregivers [72].

Another problem that arises up for caregivers of Alzheimer’s patients is variability and evo-
lution of their psychiatric symptoms and behavior, making them more dependent. In this
respect, some authors [73] positively correlate this symptomatology with the feeling of burn-
out in caregivers of this type of patient. The European survey [60] showed that carers found
that difficulties in performing daily activities, such as washing, and behavioral symptoms
are the most problematic to cope with, and they were the reason for seeking help in just as
many cases as cognitive problems. Behavioral symptoms such as aggression and personality
changes, which often cause a familiar to behave completely out of normative, are especially
distressing for carers.

Given the impact of neurodegenerative diseases such as Alzheimer’s, it becomes necessary to
give attention to the variables that can deteriorate the main caregiver’s well-being, but also
to the extent that it is going to have a direct or an indirect repercussion on the quality of care
being given, from a psychosocial adjustment approach [74]. Most of the initiatives along this
line concentrate on recovering physical health and reestablishing support networks and the
personal and social well-being of the caregiver, who after several years of dedication to such
care has developed a considerable burden [75].

In short, knowing the specific needs of the caregivers and the real situation of their care is
the first step in defining adequate support, not to reduce overburden as much as to avoid its
appearance by finding out what the critical needs are from the beginning.

4. Evaluation of overburden in caregivers without specialized training in
Alzheimer’s patients

The above review of both terminology and needs of a specific caregiver profile suggests the
necessity for taking another step further and materializing these contributions in the proposal
of a burden evaluation instrument that enables approach to the difficulties with which care-
givers are faced before they develop into a certain degree of overburden [76].

Although a wide variety of resources for the evaluation of the caregiver’s burden is available
[17], a stable preference since the decade of the 1990s for the reiterative use of generic scales
such as the Zarit has been observed [7].

The Zarit Caregiver Burden Interview (ZBI) was originally an interview for evaluating pri-
mary caregivers of patients with dementia. This interview, with items found based on the
most frequent areas mentioned by caregivers (according to the experience of the authors
themselves), caretaker health, psychological well-being, finances, social life, and social rela-
tions, was administered to a sample of caregivers. It consists of 29 items which the caregiver
answers with the best choice from “not at all” to “extremely” [77].
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The Revised Memory and Behavior Problems Checklist is an instrument designed to evaluate
the behavior problems of patients with dementia, although in the original study, the sample
was composed of patients and their caregivers. As described by the authors, the instrument
may be used for medical, cognitive, or psychological evaluation in any older person. It con-
tains two subscales, one of them concentrating on observable behavior of the patient and the
other on the reactions of the caregiver. The test is a 24-item self-report which the caregiver
answers on a five-point Likert-type scale. It is reliable and validated, with an alpha of 0.84 for
the patient behavior subscale and 0.90 for caregiver burden [78].

The Caregiver Appraisal Inventory (CAI) was derived from two different projects, one in
which a relief program for caregivers of persons with dementia was carried out, and another
called “institutionalization study,” in which they followed the process of caregiving in the
time elapsed between the application of the family for admission in an institution and the
first month after admission. It is made up of 21 items (two for evaluation of the caregiving
domain, 10 for the subjective burden, five for satisfaction or positive aspects of care, and four
on impact). Concerning psychometric properties, internal consistency is acceptable on all the
subscales [79].

Finally, for construction of the Caregiver Burden Inventory, a sample of caregivers of per-
sons with senile dementia, Alzheimer’s, or organic syndrome was used. The CBI establishes
a multidimensional five-factor model of burden (related to the restrictions on caregiver time,
feelings of being “left out” with respect to their peers, psychological well-being, social, and
emotional burden). It is made up of 24 items which the caregiver answers on a four-point
Likert-type scale. The psychometric properties found by the authors were a Cronbach’s alpha
of 0.85 for the time and developmental burden factors, 0.86 on the factor psychological bur-
den, 0.73 on social burden, and 0.77 on emotional burden [80].

In line with the contributions described above, a model is proposed that argues for the devel-
opment of an instrument to evaluate the specific needs of the family caregiver of Alzheimer’s
patients [45]. Therefore, the following factors should be considered for early detection of
burnout in this concrete profile of caregivers (Figure 1). On one hand, the authors propose fac-
tors related to the caregiver, such as reaction (feelings) to the diagnosis, physical health, and
knowledge of the illness. On the other, attention is given to the factors related to the patient,
such as level of dependence. Finally, special attention should be given to the symptomatology,

FACTORSFOR
ANALYSIS
|
I L] L T 1
REACTIONTO
DIAGNOSIS PHYSICAL KNOWLEDGE OF LEVEL OF SYMPTOMATOLOGY
(FEELINGS) HEALTH THE DISEASE DEPENDENCE

r'_]_'l

PSYCHOLOGICAL BEHAVIOURAL
|CAREGIVER) |PATIENT)

Figure 1. Factors of necessary for analysis of the family caregiver.
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which in this case is presented as a two-dimensional factor, caretaker psychological symp-
tomatology, and patient-behavioral symptomatology.

From this perspective and for the purpose of validating an instrument for early detection
of the needs of family caregivers of Alzheimer-type dementia patients enabling the design
of early intervention to avoid overburden syndrome in the caregiver, the Inventario de pre-
dictores de sobrecarga en cuidadores familiares sin formacion especializada de enfermos de
Alzheimer (Overburden Predictor Inventory for Alzheimer’s patient family caregivers with-
out specialized training) (IPSO-CA24) was developed. It is an evaluation instrument with a
multidimensional approach to overburden in line with the current trend of considering the
characteristics of patient and caregiver needs together. The psychometric properties are ana-
lyzed based on a descriptive study with a sample of caregivers. Starting from the results of the
firstimplementation of the instrument, it is possible to identify six dimensions which function
as overburden predictors [81]. Both the questionnaire and scales are available at the following
link: www.grupocuidadores.com/ipso.
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