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ABSTRACT

Objective: To validate a questionnaire to assess the impact of dementia on one of the
household members. Methods: Methodological study. The instrument was designed based
on literature review, expert opinion, and researchers’ experience and then applied to a non-
probability convenience sample consisting of 262 family members who live daily with a person
with dementia. The construct validity was studied by exploratory factor analysis, principal
components method, with varimax rotation of the items. Results: An instrument with 30 items
was obtained, distributed in four dimensions:“Emotional dimension,””Economic dimension,”
“Family relations dimension,” and “Support-seeking dimension.” Factor analysis revealed a
total explained variance of 54.96% and a total Cronbach’s alpha of .899. Conclusions: The
instrument presents high internal consistency, grouped into four dimensions, all closely
related to the family’s adaptation to the onset of dementia in one of its members.
Descriptors: Dementia; Family Relations; Validation Study; Nursing; Factor Analysis.

RESUMO

Objetivo: Validar um questionario de avaliagao do impacto da deméncia num dos membros
do agregado familiar. Métodos: Estudo metodolégico. O instrumento foi construido, com
base na revisao da literatura, na opinido de peritos e na experiéncia dos investigadores. Foi
aplicado a uma amostra ndo probabilistica de conveniéncia constituida por 262 familiares de
pessoas que coabitam diariamente com a pessoa com deméncia. A validade de constructo foi
estudada pela analise fatorial exploratdria, método dos componentes principais, com rotacao
varimax dos itens. Resultados: Obteve-se um instrumento com 30 itens distribuidos por
quatro dimensdes “Dimensédo emocional’,"Dimensdo econdmica’,"Dimenséo relagées familiares”
e "“Dimensdo procura de suporte”. A andlise fatorial revelou uma variancia explicada total de
54,96% e um alfa de Cronbach total de ,899. Conclusées: O instrumento apresenta uma
consisténcia interna elevada agrupando-se em quatro dimensdes, todas elas intimamente
ligadas a adaptacéo da familia ao aparecimento da deméncia num dos seus membros.
Descritores: Deméncia; Relagoes Familiares; Estudo de Validagao; Enfermagem; Analise Fatorial.

RESUMEN

Obijetivo: Validar encuesta de evaluacion del impacto de la demencia en uno de los miembros
del agregado familiar. Métodos: Estudio metodoldgico. El instrumento fue construido
basado en la revisidn de la literatura, opinidn de peritos y experiencia de los investigadores
y, en seguida, aplicado a una muestra no probabilistica de conveniencia constituida por
262 familiares que cohabitan diariamente con una persona con demencia. La validez de
constructo fue estudiada por andlisis factorial exploratorio, método de los componentes
principales, con rotacion varimax de los items. Resultados: Obtuvo un instrumento con 30
items, distribuidos en cuatro dimensiones:“Emocional’,“Econémica’,“Relaciones familiares”y
“Busqueda de soporte”. El analisis factorial revel6 variancia explicada total de 54.96% y alfa de
Cronbach total de .899. Conclusiones: El instrumento presenta consistencia interna elevada
agrupandose en cuatro dimensiones, todas intimamente relacionadas a la adaptacion de la
familia delante el aparecimiento de la demencia en uno de sus miembros.

Descriptores: Demencia; Relaciones Familiares; Estudio de Validacién; Enfermeria; Analisis
Factorial.
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INTRODUCTION

According to the Organization for Economic Co-operation
and Development (OECD) Report™, there are about 47.5 million
people with dementia worldwide, and this figure could reach
75.6 million by 2030 and 135.5 million by 2050.

The World Health Organization® reports that Alzheimer’s
dementia represents about 60% to 70% of cases. Dependence
combined with behavioral problems such as delirium, hallucina-
tions, aggressiveness, disinhibition, or other neuropsychiatric
symptoms leads to profound changes in family dynamics®,
which makes it necessary to assess the person’s needs in order
to plan and develop specific and appropriate interventions for
each family.

The family is a social construction representing a collective
way of acting and thinking, which evolves over time according
to the organization and functioning of society®. It is considered a
basic support unit for continuity of care, bearing the responsibil-
ity of caring for members who have lost the ability to maintain
an independent life.

However, there is a high risk of psychological, physical, and
social morbidity among family members, compromising the
ability to deal with the sick person when they live in the same
house®. Family transitions, such as the decrease in the number
of people in the household, its geographical distribution, and the
participation of women in the labor activity, are frequent events
in western society, with negative consequences for the family
network®, making this phenomenon very complex.

Lack of capacity to deal with the needs and the overload
experienced daily by the family members tend to worsen with
the evolution of the condition. That is a worrisome situation due
to this caring relationship’s objective and subjective impacts.

The reorganization between the caregiver, theiill person, and
the family members is essential to identify and maximize the skills
and personal resources needed to minimize the consequences
of the onset of dementia. The repercussions felt by the different
household members can be perceived in diverse ways and in
various spheres: physical, psychological, social, economic, and
relational dynamics?.

In this sense, it is essential to implement new forms of as-
sistance that allow the maintenance of the quality of life of the
different family members and the ill person to minimize physical
and psychological vulnerability®. However, few studies address
the consequences of this disease, the adaptation process, and the
use of health resources by the different family members besides
the primary caregiver.

Families should be integrated into nursing care planning to
identify their needs and thus facilitate the family transition and
adaptation process. Care delivery is assumed to be executed by
the closest people, from neighbors, friends, and family members,
which adds difficulties underlying the new role of caregiver.

The use of assessment instruments in clinical practice allows
for a better understanding of the more subjective phenomena
arising from the care process and constitutes an added value to
support clinical decision-making in nursing®®. Data regarding a
situation of vulnerability are generated and provide multidisci-
plinary teams with improvements in communication processes,
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with a direct impact on the priority and logistics of care and the
dimensionality of time(?. For health professionals to objectively
identify the needs on the physical, psychological, and spiritual
levels of the sick person and their families, they need assessment
tools that provide a more objective, rigorous evaluation and
that systematize the provision of care. The interest of a practice
supported by instruments focuses on identifying the primary
skills and presenting, guiding, and establishing"? the provision
of nursing care.

OBJECTIVE

Validate a questionnaire to assess the impact of dementia on
a household member.

METHODS
Ethical aspects

The research guaranteed participants’autonomy and right of
refusal, at any time and without any prejudice, through telephone
contact or e-mail to the investigator. The study principles were
assured in the informed consent form, signed by the researcher
and the primary caregiver/family member, containing informa-
tion about the study’s nature, duration, methodology, purposes,
and risks.

Authorizations were requested and granted, also via e-mail, to
the respective authors to use the assessment instruments adopted
in this study and to ensure data confidentiality and anonymity,
with the respective coding of all information obtained. The clinical
oversight of a Psychiatry hospital in the North Region, to formal-
ize the data collection, received a request for compliance with
the ethical requirements of the study, and the Ethics Committee
granted a favorable opinion.

Design, period, and place of study

That is a methodological study. The dimensions that make
up the Questionnaire to Assess the Impact of Dementia on the
Family, built and validated by the researchers, were designed
based on the literature review"", which allowed the conceptual
framework of the researcher’s experience, and on the Delphi
study“? carried out in previous stages of a more extensive study.

Data collection occurred between March 2019 to September
2020 with the questionnaire’s distribution and application to dif-
ferent household members up to the 4th degree of kinship and,
whenever necessary, to fill in, they counted with the support of
a reference health professional and/or researcher.

Population or sample; criteria of inclusion and exclusion

The sample was non-probability by convenience, consisting
of 262 family members who live daily with a sick person with
dementia, including families responsible for a person with a
medical diagnosis of dementia living in the home. The study
excluded people with dementia institutionalized in residential
facilities for older people.
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Study protocol

In the different Day Care Centers involved, the health profes-
sional of reference identified the families that met the inclusion
and exclusion criteria and voluntarily agreed to participate in
the study. The Questionnaire to assess the impact of dementia
on the family was applied to the primary caregiver and family
members living with the person with dementia.

Analysis of results

The decision to use parametric and non-parametric statistical
tests to analyze the differences in the impact caused by the onset
of dementia on different household members was intended to
favor the achievement of the study objectives. The first step is
to verify the assumptions inherent to the tests; depending on
the verification of the assumptions and whenever the necessary
conditions for the use of parametric statistics were not met (normal
distribution, n less than 30, investigated variable with an ordinal or
nominal level of measurement) non-parametric tests are used. To
test the construct validity of the instrument, we applied principal
component analysis (PCA), with varimax rotation of the items, using
the Kaiser-Meyer-Olkin (KMO) test and Bartlett’s Test of Sphericity
(BTS) as requirements to confirm the adequacy of the sample for
factor analysis. For the factor analysis to be credible, the following
assumptions were adopted: eigenvalues > 1, exclusion of items
whose factor saturation in the dimension was lower than .30, and
application of the discontinuity principle.

For data treatment, descriptive and inferential statistics were
used with the help of the software Statistical Package for the
Social Sciences, version 25.

RESULTS

A KMO value of .777 was obtained, and Bartlett’s test of sphe-
ricity reached a value of 4647.483 (p=.001), which is considered
agood level™),

Subsequently, exploratory factor analysis was performed to
study the principal components. The PCA revealed the presence of
four components with eigenvalues greater than 1, which explained
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54.96% of the total variance, being factor 1 (Family Relationships)
the one with the highest contribution. The items defining a fac-
tor were considered when their values (loadings) were equal or
greater than .30, with values equal to or greater than .71 being
excellent, .63 very good, .55 good, .45 reasonable, and .32 poor.
However, we must include the minimum acceptable value in the
choice?. The theoretical design of this instrument was made up
of six dimensions:“Economic Dimension,””Emotional Dimension,’
“Family Relations Dimension,”Information and Health Care Seeking
Dimension,”“Social Dimension,” and “Spiritual Dimension,” which
forced an analysis along these lines. However, it was observed that
the level of reliability decreased, which is why the factor model
of four dimensions was chosen:“Family Relationships Dimension,”
“Emotional Dimension,”“Economic Dimension,” and “Support-
seeking Dimension.” The “Information and Health Care Seeking
Dimension” was renamed to the “Support-seeking Dimension,”
taking into consideration the set of items that best characterize
it. Based on the factor analysis, 30 items were excluded since they
were not sensitive to what we intended to assess and did not obtain
saturation in any dimension.

Then, it was created an instrument with 30 items and the
internal consistency, evaluated by Cronbach’s alpha of .899, was
considered good?. It was verified that this division obtained by
factor analysis suggests a construct with rational significance
(Table 1). All factors have high factorial loadings.

Factor 1 defines the Family Relations dimension with nine items
that best characterize it. They are items 1, 2, 3,4, 5,6, 7,8,and 9,
which together explain 19.799% of the total variance. Factor 2
includes ten items that characterize the Emotional dimension,
which, by a weighting factor, are distributed as follows: items
10,11,12,13,14, 15, 16, 17, 18, and 19; together, they explain
16.83% of the total variance. Factor 3 characterizes the Economic
dimension and integrates six items that, by weight, are listed as
follows: items 20, 21, 22, 23, 24, and 25, which explain 11.388%
of the total variance. Finally, factor 5 includes the items of the
dimension Support-seeking, which, by weight, are arranged as
follows: items 26, 27, 28, 29, and 30, with an explained variance
of 7.089%. The instrument’s internal consistency coefficients
were calculated for each dimension, considering the previously
performed PCA. The results will be presented in Table 2.

Table 1 - Factor Analysis of the Questionnaire to Assess the Impact of Dementia on the Family

1.1 easily cope with memory loss.

2.1 deal easily with physical and verbal aggression.

3.1 easily cope with mental confusion/disorientation

4.1 easily deal with inappropriate sexual behavior.

5.1deal easily with evading behaviors.

6.1 easily cope with neglectful self-care behaviors.

7.1 deal easily with impulsive behavior.

8.1 easily cope with changes in pacing.

9.1 deal easily with frustration behavior.

10. | feel exhausted due to the daily contact with the sick person.
11. Ifeelirritated constantly.

12. I have frequent insomnia.

13. | have trouble concentrating.

14. | wonder if he/she understands what is going on.

15. Ithink a lot about the time | spent with the person without iliness.

Components
Family Relations Emotional Economic Support-seeking
728
772
.796
610
.755
.781
.805
726
683
576
685
716
774
497
578

To be continued
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Table 1 (concluded)
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Components
Family Relations Emotional Economic Support-seeking

16. | feel lonely.

17. Ifeel sad.

18. I have feelings of anger and frustration.

19. I wonder about the meaning of companionship.

20. | consider that there was a reduction in the family income.

21. | consider that there was an increase in the medication expenses.

22. | consider that there was an increase in expenses with the hiring of health
professionals for care at home.

23. | consider that there was an increase in the expenses with clinical equipment.

24, | believe that there was an increase in travel expenses (treatments,
consultations, and others).

25. The disease caused an increase in the expenses with structural alterations in
the residence (renovations in the bathroom, bedroom, among others).

26. |feel that | have abandoned some of my personal projects.

27. Ifeel that | have abandoned some of my professional projects.

28. |turn to doctors as the main information resources.

29. Iturn to nurses as the main information resources.

30. The Internet is the main source of information | use.

Variance explained by each factor (%)

.788
747
597
428
.700
745
.800
.846
824
762
518
530
.700
.841
460
19.799 16.83 11.388 7.089

By the analysis of Table 2, we notice the presence of significant  analysis results of internal consistency of the nine items, with
values of the degree of reliability (>.60), being that the Dimension  the correlations of each item with the total of its fitting subscale
“Support-seeking” presents a lower value (.678) but is adequate.  (corrected coefficient) and the alpha value of each dimension if

Theoretically, the “Family Relations” dimension included eight  that same item were excluded. We also integrated the mean and
items, but after testing the PCA, it now includes nine items.The  standard deviation for each item.

Table 2 - Internal consistency coefficients for each dimension in family members of people with dementia

Dimension Items

Corrected Cronbach's
M SD item-total alphaifitem
correlation  deleted

| easily deal with physical and verbal aggression. 140 925 715 .884
| easily cope with mental confusion/disorientation. 158 875 736 .883
| easily cope with memory loss. 160 .873 645 .890
| easily deal with inappropriate sexual behavior. 121 972 .557 .897
Family Relations | easily deal with evasion behavior. 130 .905 681 .887
| easily deal with neglectful self-care behaviors. 136 .882 722 .884
| deal easily with impulsive behavior. 152 934 731 .883
I handle pacing changes easily. 158 .992 .642 .890
| deal easily with frustration behavior. 172 917 .580 .895
Cronpach s.alpha of 899
the dimension
I think a lot about the time | spent with the person without the disease. 175 984 519 .835
I have frequent insomnia. 154 921 624 .825
| wonder if he/she understands what is going on. 186 915 452 .840
| feel lonely. 149 995 713 816
Emotional | feel irritated constantly. 170 842 .604 .828
I have trouble concentrating. 147 904 664 .822
| feel exhausted due to the daily contact with the sick person. 189 .832 487 .837
| feel sad. 133 1.031 .633 .824
I have feelings of anger and frustration. 133 995 462 .840
| wonder about the meaning of companionship. 122 998 325 .853
Cronk_)ach s.alpha of 846
the dimension
| consider that there has been a reduction in family income. 194 910 .659 .865
| consider that there has been an increase in the expenses for the medication. 201 934 667 .864
_ | consider that there has been an increase in expenses for hiring health professionals for 155 1109 701 859
Economic care at home.
| consider that there has been an increase in spending on clinical equipment. 144 1.087 742 851
| consider that there was an increase in travel expenses. 185 .955 752 .850
The disease caused increased spending on structural changes in the residence. 154 1.025 628 .870

Cronbach's alpha of

the dimension 881

To be continued
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Table 2 (concluded)
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Corrected Cronbach's

Dimension Items M SD item-total alphaifitem
correlation  deleted
| feel | have abandoned some of my personal projects. 193 1.089 .540 576
| feel | have abandoned some of my professional projects. 165 1.117 .580 .555
Support-seeking I turn to doctors as the main information resource. 162 1.038 .288 686
I turn to nurses as my main information resources. 175 971 557 576
The Internet is the main source of information | use. 171 1.145 240 714

Cronbach's alpha of

the dimension 678

For the set of nine items in the “Family Relations” Dimension,
the internal consistency coefficients ranged from .883 to .895.
Based on these results, the conclusion was that these nine items
contribute significantly to assessing the impact of dementia
on family relations. No items were eliminated at this stage. The
overall alpha of the subscale is .899, which gives it good internal
consistency since it is higher than the values considered critical
and required for this type of scale (alpha=.70).

In the“Emotional”dimension, the internal consistency values
for the set of ten items ranged from .816 to .853. These results
indicate that these ten items contribute significantly to assessing
the impact of dementia in the “Emotional”dimension. Considering
previous literature on variables that may influence caregiving,
such as burden, spirituality, social support, degree of dependence,
among others™, we believed that the spiritual dimension would
present itself as an essential coping tool throughout the caregiv-
ing process. However, item 68 (“l wonder about the meaning of
companionship”) was integrated into the “Emotional Dimension”
since it achieved more saturation in this dimension. The overall
Cronbach’s alpha of the subscale is .846, which gives it good
internal consistency.

In the“Economic” Dimension, the internal consistency values
for the set of six items ranged from .850 to .870, expressing a
significant contribution to evaluating the economic impact of
dementia on the family. No items were eliminated at this stage.
The overall alpha of the subscale is .881, which gives it good
internal consistency since it is higher than the values considered
critical and required for this type of scale (alpha=.70).

In the“Support-seeking” Dimension, the internal consistency
values for the set of five items ranged from .555 to .714. This
result demonstrates that these items contribute significantly
to assessing the need for support-seeking in families taking
care of someone with dementia. No items were eliminated at
this stage. The overall alpha of the subscale is .678, which gives
it adequate internal consistency since it is close to the values
considered critical and required for this type of scale (alpha=.70).

DISCUSSION

Considering the PCA, it was possible to identify “Family rela-
tions,"”Emotional,”“Economic,”and“Support-seeking” dimensions
after the exclusion of 38 items from the instrument. We tested the
item’s internal consistency for the discovered dimensions through
the Cronbach’s alpha of each one, which allowed us to assess their
adequacy and psychometric quality. That is a relevant aspect
when the intention is to measure a specific latent phenomenon.

Based on the dimensions “Family relations,” “Emotional,”
“Economic,” and “Support-seeking,” significant values of reli-
ability (>.60) were found to be present, with the dimension
“Support-seeking” showing a lower value (.678), although
adequate. The Questionnaire presented good validity and reli-
ability indicators, confirmed by the results of the exploratory
factor analysis, through principal components, the validity of
the discriminant convergent of a.

Regarding the “Family Relations,”“Support-seeking,” and
“Economic”dimensions, the literature points out that different
family members, when faced with the onset of an illness in one
of their relatives, use different coping strategies to adapt to the
changes resulting from the situation.

Study"® shows that the most used strategies when a chronic
illness arises are: reframing, that is, the ability to redefine the
stressful events to adopt a more positive view of the situation
and to restructure one’s functions and roles; passive evaluation,
that is, the family’s acceptance of the stressful events; and ob-
taining social support, amplifying the ability to obtain support
from friends, neighbors or family.

According to authors"®, caregivers show feelings of fear and
uncertainty when facing the possibility of integrating a person
with dementia into an institution, which expresses the importance
of new strategies that empower the informal caregiver for the
different daily needs and that contribute to the maintenance of
the ill person in the community. This study also reinforces the
importance of training, experience sharing, social resources, and
specialized services focused on the ill person and caregivers.
An adequate level of literacy is known to contribute to more
positive health outcomes and more appropriate use of existing
health services/resources"®. Conversely, lower literacy levels
are associated with more hospitalizations, poor adherence to
treatment regimens, and increased mortality'®.

Thus, there is an urgent need for healthcare professionals to
understand how families cope with and adjust to the onset of
dementia to improve the support, training, and skills of informal
caregivers. These measures should be part of daily health care
and social support routine.

From a cultural point of view, the family is responsible for
providing care to the ill person in Portugal. Informal caregivers
should be seen either as partners or customers throughout
the care process. As customers, they need regular care, and, as
partners, they take action as informal caregivers, who should
receive training to provide the best care, also acting as agents
in the readaptation and reintegration processes of people with
dementia®”.
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Dementia is a public health problem with a multifactorial
origin, resulting in high costs to society and the family. For
this reason, one of the most impacted dimensions is the “Eco-
nomic,”in line with the results of other studies®'?, which also
highlighted the economic problems as one of the significant
challenges for informal caregivers.

Research? found that caring for a family member with de-
mentia directly impacts family caregivers since they accompany
the aging process. In the results of this study, we can see that
the more significant the emotional impact, the greater the
burden. The same is true regarding the economic impact felt
by the caregiver, which increases not only the perception of
burden but also the need to look for support.

Authors?" have concluded that the cost of a residential care
stay for a person with dementia can be more expensive, about
1.2 times more than for people without dementia. More subjec-
tive aspects such as the close relationship, the unavailability of
the caregiver, and family issues for the continuity of care needed
at home are more relevant than the functional capacity of theiill
person itself?, In this sense, the proximity relations established
between specialized services and caregivers and the economic
support can promote or prolong the permanence of people with
dementia in their homes.

The onset of these diseases has implications for the life of
the sick person and their entire social support network®". A
study® alerted to the social repercussions on the health and
well-being of formal and informal caregivers. The development
of the caring process goes through the experiences of the family
caregiver, the family reality, and the orientations provided by
multidisciplinary teams and support groups®. In the family
members of this study, it was possible to observe that the more
significant the impact of family relationships, the greater the
need to search for social support. Likewise, when the emotional
impact is more significant, the need to seek support and the
impact of the “Economic” dimension becomes greater.

In the social domain, the care provided to people with demen-
tia is related to increased family conflicts, diminished support,
and social interaction"”. A study!"® reinforces the importance
of informational/integration support, psychosocial care, and
articulation with organizations for a more effective readapta-
tion to the new reality and needs reduction.

In this aspect, this study’s results are similar to another®?,
which verified the possibility that the provision of daily care to
the person with dementia may trigger physical, psychological,
social, and financial problems, in addition to significant family
changes. It was observed that the higher the level of dependence,
the more significant the impact of caregiving on caregivers and
family members of the person with dementia. It was also verified
that, in family members, when the degree of the dysfunctionality
of the person with dementia is higher, the greater the impact on
the family relations dimension. It is noteworthy that, according
to the degree of dependence of the person with dementia, dif-
ferent responses are required in the social/assistance and health
spheres and legal protection measures that regulate and ensure
the rights of the person cared for and the caregiver.

Thus, caregivers should have access and knowledge of the net-
work of services/access mechanisms available in the community
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that provide the development/acquisition of caregiver skills,
which are essential in providing quality care. The challenges
arising from the action of caring modify the family dynamics
and increase the caregiver’s burden®). Family caregivers ex-
perience several types of physical, psychological, emotional,
social, and financial overload, which tend to worsen with the
lack of daily resources necessities, especially in household aid
for hygiene or food care®. Some can experience this situation
with affection, spirituality, and family members’ support?,
The caregiver’s feelings of stress or overload are influenced
by multiple factors such as the type of disease and the older
person’s degree of dependence®,

It is estimated that about 40% of caregivers worldwide
experience a burden, primarily women who care for their par-
ents, spouses, or children®@”, In this same study, Portugal was
one of the countries evaluated with resources in a sample of
3849, presenting a response rate of 57.3%, identifying 15% of
caregivers. As expected, the financial burden is lower in this
group (15.1%) than in another identified in underdeveloped
countries (44.1%). No significant changes were found in the
dimensions of burden evaluated, such as emotional, time, and
embarrassment.

Research® shows that daily measures can mitigate stress,
such as meditation, yoga practices, religiosity, and a positive
relationship between family and caregiver. It is expected that
the provision of care results in economic hardship®. In this
study, this dimension also appeared in practice, associated
with the provision of caretaking to caregivers and relatives of
the person with dementia.

Study limitations

The study showed exciting results but had some limitations.
Although the instrument helps assess the impact of the onset of
dementia on the family, it should be applied to a larger sample
of family members who live daily with the ill person in order
to provide a better understanding of these repercussions, as
well as to assist in the planning and execution of nursing care
provided to the different family members.

Contributions to the field of Nursing

With this study, we hope to have contributed to the continuity
of scientific research in this field by adopting appropriate and
experimental methodologies that allow health professionals to
define better and systematically assess the strategies developed
with the different family members. Assessment tools are an
added value for identifying needs, formulating diagnoses, and
implementing nursing interventions targeted at the different
family members.

CONCLUSIONS

The Questionnaire allows us to assess the impact caused by
dementia on the family. The result of the data’s factor analysis
was an instrument with 30 items, divided into four dimensions:
“Family relations,”"Emotional,””Economic,”and “Support-seeking.”
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The instrument has a good level of validity and reliability, with
alpha values higher than .70 overall, except in the “Support-
seeking dimension. It is a valid and reliable instrument to assess
the impact of the onset of dementia in the family.
Furthermore, it is a vital tool to help nurses in elaborating
nursing diagnoses and implementing more adequate programs
and strategies that aim to minimize the needs of the different
members of the household and the sick person, thus improving
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RIV19074.

REFERENCES

Organisation for Economic Cooperation and Development (OCDE). Health at a Glance 2019: OECD Indicators, OECD Publishing, Paris; 2019.
https://doi.org/10.1787/4dd50c09-en

2. World Health Organization. Global action plan on the public health response to dementia 2017-2025 [Internet]. Geneva: World Health
Organization; 2017[cited 2020 Jul 25]. Available from: https://apps.who.int/iris/bitstream/handle/10665/259615/9789241513487-eng.
pdf?sequence=1

3. Storti LB, Quintino DT, Michelato NS, Kusumota L, Marques S. Neuropsychiatric symptoms of the elderly with Alzheimer’s disease and the
family caregivers' distress. Rev Latino-Am Enfermagem. 2016;24:e2751. https://doi.org/10.1590/1518-8345.0580.2751

4.  Ferreira M, Pereira C, Rodrigues MJ, Paiva M, Figueiredo MH. Ganhos em satde familiar sensiveis ao modelo dinamico de avaliagao/
intervencéo familiar. Rev Investig Inov Saude. 2020;3(2):7-20. https://doi.org/10.37914/riis.v3i2.84

5. MartinsT, Aratjo MF, Peixoto MJ, Machado PP. A Pessoa Dependente & O Familiar Cuidador. In: Peixoto MJ, Machado PP. A sobrecarga e o
stress do cuidador. Enfermagem. Porto; 2016: 93-111.

6. Nascimento HG, Figueiredo AEB. Deméncia, familiares cuidadores e servicos de satde: o cuidado de si e do outro. Ciénc Saude Colet.
2019;24(4):1381-92. https://doi.org/10.1590/1413-81232018244.01212019

7.  Figueiredo M, Martins M. Avaliacao Familiar: Do Modelo de Calgary de Avaliagdo da Familia aos focos da pratica de enfermagem. Cién Cuid
Saude. 2013;9(3):552-9. https://doi.org/10.4025/ciencuidsaude.v9i3.12559

8.  Leite BS, Camacho ACLF, Joaquim FL, Gurgel JL, Lima TR, Queiroz RS. Vulnerability of caregivers of the elderly with dementia: a cross-
sectional descriptive study. Rev Bras Enferm. 2017;70(4):682-8. https://doi.org/10.1590/0034-7167-2016-0579

9.  Pereira R, Guerra A, Cardoso M, Santos A, Figueiredo M, Carneiro A. Validacdo da versao portuguesa do Questionario de Eficacia Clinica e
Pratica Baseada em Evidéncias. Rev. Latino-Am. Enfermagem. 2015;23(2):345-51. https://doi.org/10.1590/0104-1169.0367.2561

10. Gardona RGB, Barbosa DA. The importance of clinical practice supported by health assessment tools. Rev Bras Enferm. 2018;71(4):1815-6.
https://doi.org/10.1590/0034-7167-2018710401

11.  Silva M, Sa L, Marques G. O impacto do transtorno neurocognitivo na familia: scoping review. Rev Paul Enferm. 2019;30(4):1-14. https://doi.
org/10.33159/25959484

12.  Silva M, Sa L. Validagao de contetido de um instrumento de avaliagdo do impacto do transtorno neurocognitivo na familia. Rev Enferm
Referéncia. 2020;5(2):1-8. https://doi.org/10.12707/RIV19074

13. Scarparo AF, Laus AM, Azevedo ALCS, Freitas MRI, Gabriel CS, Chaves LDP. Reflections on the use of Delphi technique in research in nursing.
Rev Rene [Internet]. 2012 [cited 2020 Jul 25];13(1):242-51. Available from: http://www.periodicos.ufc.br/index.php/rene/article/view/3804

14. Vilelas J. Investigacao: O Processo de Constru¢ao do Conhecimento. Edi¢oes Silabo (22 edi¢do). 2017. 146 p.

15. Figueiredo MH, Goncalves E, Marques E, Vitor C, Murteiro A, Lebreiro M, et al. Estratégias de coping na familia da pessoa
portadora de esclerose multipla. Sup Dig Rev ROL Enferm. 2020;43(1):124-8. Available from: https://comum.rcaap.pt/
bitstream/10400.26/31405/1/124-128.pdf

16. VazIDT. A literacia em satide dos cuidadores formais e informais[Dissertacaol. Escola Superior de Satde do Instituto Politécnico do Porto; 2020.

17. Roldéo LIF. Espiritualidade e bem-estar subjetivo em familiares cuidadores de idosos com dependéncia fisica [Dissertacao] [Internet].
Universidade Catdlica Portuguesa: Lisboa; 2015[cited 2020 Jul 25]. Available from: https://repositorio.ucp.pt/handle/10400.14/18058

18. Carvalho A, Araujo LJ, Verissimo, MT. Quando os cuidados continuados chegam ao fim: perspectivas de cuidadores informais sobre o
momento da alta. Rev Enferm Referéncia. 2019;4(22):107-16. https://doi.org/10.12707/RIV19023

19. Carvalho AFL. Internamento na Rede de Cuidados Continuados e o destino pds alta: importancia da capacidade funcional do utente e as
dificuldades do cuidador/familia [Dissertacdo]. Faculdade de Medicina da Universidade de Coimbra; 2016. Available from: https://eg.uc.pt/
bitstream/10316/41231/1/Ana%20Filipa%20Lopes%20Carvalho_tese_completa.pdf

20.

Tobias G. O Servigo Social no apoio as familias de utentes integrados na RNCCI: Configurando os sentimentos, vivéncias e expetativas dos
familiares na perspetiva dos Assistentes Sociais (Dissertacdo de Mestrado). Escola Superior de Satde do Instituto Politécnico de Braganca, 2017.

Rev Bras Enferm. 2022;75(Suppl 4):€20210232 7 of 8



21.

22.

23.

24,

25.

26.

27.

28.

29.

Validation of Questionnaire to Assess the Impact of Dementia on the Family
Silva MSGO, Sa LO, Almeida SSBP, Reis ACRS.

Rabins PV, Rovner BW, Rummans T, Schneider LS, Tariot PN. Guideline watch: practice guideline for the treatment of patients with
Alzheimer’s Disease and other dementias. Focus. 2017;15(1). https://doi.org/10.1176/appi.focus.15106

Folle AD, Shimizu HE, Naves JOS. Social representation of Alzheimer’s disease for family caregivers: stressful and rewarding. Rev Esc Enferm
USP. 2016;50(1):79-85. https://doi.org/10.1590/50080-623420160000100011

Ferreira DPC, Coriolano MGWS, Lins CCSA. The perspective of caregivers of people with Parkinson's: an integrative review. Rev Bras Geriatr
Gerontol. 2017;20(1):99-109. https://doi.org/10.1590/1981-22562017020.160088

Ramodn-Arbués E, Martinez-Abadia B, Martin-Gémez S. Determinants of Caregiver Burden: study of gender differences. Aten Primaria.
2017;49(5):308-9.https://doi.org/10.1016/j.aprim.2016.07.003

Cesério LMS, Chariglione IPFS. A percepcao de familiares cuidadores frente as mudancas ocorridas apds um diagnéstico de deméncia. Rev
Bras Geriatr Gerontol. 2018;21(6):768-80. https://doi.org/10.1590/1981-22562018021.180123

Melo R, Rua M, Santos C, Novais S, Mota L, Principe F, Silva M. Intervencao de enfermagem e coping na transi¢ao para cuidador familiar. Rev
Investig Inov Saude. 2021;4(1):61-73. https://doi.org/10.37914/riis.v4i1.119

Viana MC, Gruber MJ, Shahly V, Alhamzawi A, Alonso J, Andrade LH, et al. Family burden related to mental and physical disorders
in the world: results from the WHO World Mental Health (WMH) surveys. Braz J Psychiatry. 2013;35(2):115-25. https://doi.
org/10.1590/1516-4446-2012-0919

Leite BS, Camacho ACLF, Queiroz RS. A vulnerabilidade dos cuidadores de idosos com deméncia: revisdo integrativa. Rev Pesqui Cuid
Fundam. 2017;9(3):888-92. https://doi.org/10.9789/2175- 5361.2017.v9i3.888-892

Pires CL, Duarte N, Paul C, Ribeiro O. Custos associados a prestacao informal de cuidados a pessoas com deméncia. Acta Med Port.
2020;33(9):559-67. https://doi.org/10.20344/amp.11922

Rev Bras Enferm. 2022;75(Suppl 4):€20210232 8 of 8



