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Caregivers Objective: To analyze the problems experienced by caregivers of patients with Alzheimer's Disease
Diet (AD) in dietary care.

Methods: An integrative review was carried out, whose guiding question was "What are the
experiences and difficulties reported by caregivers of people with Alzheimer's disease concerning
dietary care?". The search occurred in April/2021 in the following databases: MEDLINE, Science
Direct, SCOPUS, Web of Science, SciELO, and Lilacs. Publications fromthe last 10 years in English,
Portuguese or Spanish were included.

Results: Of the 2,418 articles initially found, the titles of 39 seemed to fit the research objectives.
Of these, 11 articles were selected for full reading, and 8 were evaluated to answer the research
question. A gap in the approach to the problems experienced by caregivers of patients with AD
concerning dietary care was observed. Difficulties dealing with reduced appetite, dysphagia,
inability to remember eating, mealtime refusal, and food repulsion were reported. Allied to this,
caregiver stress was reported.

Conclusion: The main problems experienced by caregivers of patients with AD involve reduced
appetite, dysphagia, difficulty remembering what they have already eaten, refusal at mealtimes,
and food repulsion. Thus, the theme deserves the attention and involvement of health professionals
to focus on the most frequent difficulties and teach caregivers to overcome them.
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PALAVRAS-CHAVE

Doenca de Alzheimer

RESUMO

Objetivo: Analisar os problemas vivenciados por cuidadores de pacientes com Doenca de Alzheimer

Métodos: Foi realizada uma revisao integrativa, cuja pergunta norteadora foi “Quais sao as
experiéncias e dificuldades relatadas por cuidadores de pessoas com doenca de Alzheimer em
relacdo ao cuidado dietético?”. A pesquisa ocorreu em abril/2021, nas bases de dados: MEDLINE,
Science Direct, SCOPUS, Web of Science, SciELO e Lilacs. Foram incluidas publicacées dos ultimos

Resultados: Dos 2.418 artigos inicialmente encontrados, os titulos de 39 pareciam se adequar aos
objetivos da pesquisa. Desses, 11 artigos foram selecionados para leitura na integra e 8 artigos foram
avaliados para responder a pergunta da pesquisa. Observou-se uma lacuna na abordagem dos
problemas vivenciados por cuidadores de pacientes com DA em relacao ao cuidado dietético. Foram
relatadas dificuldades para lidar com a reducao do apetite, disfagia, incapacidade de lembrar que
realizou as refeicoes, recusa no momento das refeicdes e repulsa alimentar. Aliado a isto, foi

Conclusao: Os principais problemas vivenciados por cuidadores de pacientes portadores de DA sao
aqueles que envolvem a reducao do apetite, disfagia, dificuldade em lembrar que ja se alimentou,
recusa no momento das refeicoes e repulsa alimentar. Dessa forma, a tematica merece preocupacao
e envolvimento dos profissionais de salde no sentido de enfocar as dificuldades mais frequentes e

Cuidadores (DA) no cuidado dietético.
Dieta
10 anos, nos idiomas inglés, portugués ou espanhol.
relatado o estresse do cuidador.
ensinar os cuidadores a contorna-las.
INTRODUCTION

Population aging is a universal phenomenon that
has been occurring throughout history but intensified
significantly in the 20th century'. Studies show that
aging is associated with nutritional status and nutrition
due to physiological, gastrointestinal, hormonal,
sensory, and musculoskeletal changes?, which can be
aggravated by chronic diseases and adverse
socioeconomic and family conditions.

With aging, there is an increase in the number of
people affected by dementia in general, particularly
Alzheimer's disease (AD), considered its most common
form in Western European and North American
countries®, representing more than 50% to 75% of
dementia cases*’. It is predicted that by 2050 the
population of people with AD will reach 152 million
people®.

In Brazil, it is estimated that 77% of individuals
with dementia have not been adequately diagnosed’.
However, Feter et al.® reported that in 2016, Brazil had
the second highest age-standardized prevalence of
dementia in the world, with AD accounting for about 70%
of cases.

The Clinical Protocol and Therapeutic Guidelines
of the Ministry of Health state that AD is a progressive
and fatal neurodegenerative disorder, which manifests
itself by cognitive and memory deterioration,
progressive impairment of daily living activities, and a
variety of neuropsychiatric symptoms and behavioral
changes’. Thus, the elderly reach total dependence in
more advanced stages of the disease, demanding
increasingly complex care'. AD usually begins insidiously
and develops slowly and continuously over several years.

As AD evolves, the need for a caregiver arises.
According to Lampert et al."?, a caregiver is an individual
who assists and promotes well-being, health, food,
hygiene, education, culture, and leisure to the
dependent person. Thus, there are two types of
caregivers, the informal and the formal. Informal
caregivers are family members, women (spouses or
daughters) aged 50 or older, and physically and

emotionally close to the elderly person. Formal
caregivers, in turn, can be of two types: 1) people who,
in addition to the domestic work performed at home,
care for dependent elderly people, aiding in their
primary activities and even in the administration of
medications and specific nursing care, without,
however, having any qualification or training for this
specific function; and 2) health professionals, especially
nursing technicians. Only those families with higher
purchasing power, with private health insurance plans,
ensure professional assistance with home care teams,
which have health professionals as formal caregivers. In
this study, when talking about caregivers, we are
referring to the concept of greater amplitude, including
informal and formal caregivers.

It is noteworthy that approximately 80% of the
care of AD patients is performed by family members'!.
In general, these caregivers are women living in the
same household as the elderly person, daughters, or
spouses, with low education levels and performing daily
activities voluntarily'®'2, In the range of necessary care,
nutritional attention stands out because, with increased
dependence, the individual loses the ability to feed
himself/herself'3,

From this perspective, the caregiver needs to be
appropriately oriented to meet the nutritional demands
of the individual with AD. A good strategy to design a
program to prepare caregivers is to know they
experience the most common difficulties. In this sense,
this study aims to identify the difficulties reported by
caregivers of people with Alzheimer's disease regarding
dietary care through an integrative review on the
subject.

METHODS

This integrative review discusses the knowledge
already built up in previous research. The six stages
proposed for this type of study were followed: 1)
definition of the subject and selection of the research
question; 2) establishment of inclusion and exclusion
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criteria; 3) identification of pre-selected and selected
studies; 4) categorization of the selected studies; 5)
analysis and interpretation of results; and 6)
presentation of the review/synthesis of knowledge'".

In the first step, the topic was chosen, and the
guiding question was defined. Since the theme reports
on the problems reported by caregivers in the dietary
care of people with AD, the following question was
formulated: "what are the difficulties reported by
caregivers of people with AD regarding dietary care?”

The formulation of the question was based on
the acronym PICO, where P corresponds to the patient
or population, | is the intervention or interest, C is the
comparison or control, and O is the outcome or result'e.
However, as the objective of the article was to identify
the main difficulties reported, item C, referring to
comparison and control, was excluded.

In the next step, we defined the descriptors and
the databases to be searched. The MEDLINE, Science
Direct, SCOPUS, Web of Science, SciELO, and Lilacs
databases were used. The search for publications was
carried out digitally in April 2021, including publications
from the last ten years.

The search strategy was defined as: the
combination of the primary descriptors "Alzheimer's”,
"Caregiver”, and "Diet", using the Boolean connector
"AND", and the secondary descriptors “Limitations”,
"Problems”, and "Perspective” using the connector "OR".
For the selection of descriptors, the search was done in
the Descriptors in Health Sciences (DeCS), or its
correlates in English language (Medical Subject Headings
- MeSH), and its field of application was the title, the
abstract, and the keywords or subject. The English
language descriptors used for the search were:
"(limitations or problems or perspectives) and Alzheimer
and caregiver and diet” (Table 1). The search was carried
out by two independent researchers who received
previous training from the graduate program to which
the authors are linked.

All articles that met the research question were
included, regardless of the type of study, and that were
published in English, Portuguese, and Spanish, in
scientific article format, with full text, and available
online for free reading and/or download, published in
the last ten years. Repeated studies and review articles,
regardless of type, were excluded.

The articles were initially selected by reading and
sorting by titles and abstracts. A spreadsheet (MS Excel)
was used to organize the search and select the articles

by databases, aligned by authors' names.

The selected texts were read in full and presented
in the form of an analytical chart, with the following
items: authorship, journal, country, objective, types of
study, sample, results, and conclusion.

RESULTS

Table 1 presents the results of the digital search.
One repeated article was found in the MEDLINE
database, which was subsequently excluded. Of the
eight selected articles (Figure 1), three were published
in 2013, one in 2021, one in 2019, one in 2017, one in
2015, and one in 2010. Table 2 summarizes the
information regarding each selected article, including
author/year of  publication, journal, country,
objective/type of study, sample, results, and
conclusion.

The country that published the most on the topic
was England, with four and the most recent publications
(from 2017).

The journals with the most publications were
Dementia and the American Journal of Alzheimer's
Disease & Other Dementias, each with two publications.

It was observed that all articles were qualitative;
only one used focus groups, and the others used semi-
structured interviews. Regarding the type of caregiver
evaluated, only the study by Mole et al.”® evaluated
professional caregivers. The other articles evaluated
informal caregivers, usually family members. This is an
important fact since the perceived difficulty is different.

The main difficulties reported by the professional
caregivers were the restricted time to perform the
activities that they believe help the patient to keep his
or her mind active and to perform some recreational
activity; the presence of pre-established care policies
and models, which limits the possibility of initiatives
that generate more expressive results; the little
knowledge about food and nutritional care in general,
which prevents them from making efficient decisions
when necessary; and the lack of training to promote
effective nutritional care.

Little knowledge and lack of training were also
reported among informal caregivers, who, in addition to
these, also reported concerns related to lack of
experience in the kitchen and lack of time due to the
accumulation of domestic activities.

Table 1 — Publications in databases regarding problems related to dietary care experienced by caregivers of people with

Alzheimer's disease.

Total without

Filter last ten After reading the

R BoplaEn @ e filter years title and abstract
MEDLINE 1,299 1,182 7
Science Direct (limitations or problems 488 305 2
SCOPUS or perspectives) and 1,142 925 28
Web of Science '‘Alzheimer's disease’ and 8 6 2
SciELO caregiver and diet 0 0 0
Lilacs 0 0 0
Total 2,941 2,418 39
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Total articles found in the
databases = 2,941

Total after filter in the last ten
years = 2,418

Total articles excluded
after title reading = 2,379

Total articles selected for
abstract reading = 39

Total articles excluded
after abstract reading = 28

Total articles selected for
full-text reading= 11

Total articles included in
the integrative review = 8

Figure 1 — Selection process of the publications on experiences and difficulties with dietary
care experienced by caregivers of people with Alzheimer's disease.

Besides those, many informal caregivers also
reported difficulties in the management of the feeding
of factors related to the disease progression, such as the
change in food preferences and appetite changes, the
patients’ interference in the act of buying food, change
of behavior at the table, generating “socially
inappropriate” situations, the difficulty of including the
patient in meal-related activities, such as setting the
table, reduction of autonomy, increasing the caregiver's
dependence and sense of responsibility, and generating
forgetfulness of meals in his absence.

Specifically, regarding knowledge, caregivers
reported lacking information about an adequate diet for
weight maintenance, food's effects on health and
dementia, improving memory, for example, and food
and nutritional care in general. This lack of knowledge
hinders the decision-making process. Finally, they
reported a lack of knowledge about written materials
with information about dementia and dietary care
available for reference.

DISCUSSION

This study allowed the perception of a literary gap
in its approach. The eight studies showed that informal
caregivers have difficulties in the dietary care of people
with AD in aspects that involve, in general, a lack of
knowledge, training, and difficulties generated with the
progression of the disease.

Although little has been written about dietary
care, it is already known that the progression of the
disease generates difficulties in general care once the
patient starts to resist hygiene care and medication,
forget places and people, and develops aggressive
aspects. Given this, family caregivers begin to develop
strategies to manage the patient. However, daily

handling generates physical, mental, and social stress
for the caregivers?.

A review published in 2021 shows that the field of
research involving caregivers of patients with AD is still
very much focused on describing the difficulties, with
little focus on attempts to reduce such suffering?’. These
results suggest the lack of training programs for
caregivers of this type of patient. However, there is a
demand for caregiver training related to AD. Such
demand can be met using information and
communication technologies, specifically through the
tools that enable voice and/or videos?.

Regarding the difficulties pointed out by formal
caregivers, we can highlight the difficulty in obtaining
more expressive results from their care due to the
existence of specific policies and guidelines for some
approaches, such as pharmacological therapy, which can
stiffen the adequacy of care to the reality of each
patient. On the other hand, in other approaches, such as
diet therapy, there is no guidance at all. This is what
happens in Brazil with the Clinical Protocol and
Therapeutic Guidelines for Alzheimer's Disease?, which,
for example, mainly mentions pharmacological therapy
but does not mention dietary therapy.

Due to this lack of guidance and specific training
in nutrition, one of the main problems is malnutrition,
becoming a challenge for the caregiver when it comes to
caring for the patient with AD. Thus, knowing the
significant problems caregivers face will enable the
creation of strategies to combat this scenario, to outline
training directed to caregivers, maximizing the quality
of care.

It is known that malnutrition occurs due to low
food intake and that changes in appetite, preferences,
and eating habits are also associated with malnutrition?,
as well as difficulties associated with eating and
drinking, ranging from resistance to changes in taste to
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Table 2 — Summary of publications on difficulties with dietary care experienced by caregivers of people with Alzheimer's disease.

Reference Journal Country Objective/Type of study Samples Results/Conclusion
Mole et al., BMC Geriatrics England Objective: To explore the Health care Difficulties reported:
202113 experiences and perceptions professionals  Restriction of time in care to perform the activities that they think help the
of nutritional care for people and home patient to keep the mind active and perform some activity.
living with dementia at home  care workers The presence of pre-established policies and models of care, for many
from the perspective of professionals, arouses tension and frustration, as they prevent these professionals
health care professionals and from taking initiatives that generate more expressive results.
home care workers. Another major problem reported was little knowledge about food and nutritional
care in general, which prevents them from making efficient decisions when
Type of study: Interpretative necessary.
Phenomenological Analysis Lack of training to promote effective nutritional care for their loved ones.
In conclusion, it is perceived that healthcare professionals and home care workers
need additional training to prepare them better to provide nutritional care for
people living with dementia at home and that policies and models of care also
need to be adapted to allow for a more flexible and personalized approach to
incorporate nutritional care.
Mole et al., Dementia England Objective: To explore and Family Caregivers expressed difficulty with mealtimes due to changes in the behavior of
2019" understand the experiences Caregivers the family member with dementia, who presents changes in appetite,
and concerns of family preferences, and eating habits.
caregivers of people with
dementia at home about
nutritional care.
Type of study: Interpretative
Phenomenological Analysis
Papachristou  American England Objective: To explore the Informal Accumulation of activity with disease progression, in which they began to manage
et al., Journal of impact of dementia Caregivers all aspects of shopping, including finances, travel, food selection, and payment.
201320 Alzheimer's progression on feeding- Regarding food purchasing, restless behavior and frequent questioning of the
Disease & Other related processes from the patient's choice of products in the market made it difficult for caregivers to
Dementias perspective of informal perform such a food purchasing task.

caregivers.

Type of study: Qualitative
study

Lack of knowledge and experience about proper diet, so they maintained a diet
like what the person had before dementia.

For such caregivers, especially the men, eating ready-to-eat food became more
practical and cheaper for the family's daily life.

Difficulty in including the patient in activities involving eating, such as setting the
table, generates increased responsibility and stress.

Another difficulty is the change in food preferences, who start to refuse certain
foods, such as carbohydrates, vegetables, and fruits, which worries the caregivers
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Table 2 — Summary of publications on difficulties with dietary care experienced by caregivers of people with Alzheimer's disease (cont.).

Reference Journal Country Objective/Type of study Samples Results/Conclusion
about not offering a healthy diet and, consequently, directly affects the body
weight of these individuals.
Moreover, the problematic behaviors of care recipients during meals, such as
misusing cutlery or holding food incorrectly, led to an even more significant
increase in caregiver stress.
In conclusion, it is perceived that family caregivers feel unsupported and
uninformed regarding nutrition-related care for individuals with dementia.
Silva et al., The Journal of Canada Objective: To identify the Informal The main dietary challenges reported by caregivers were modifications in food
2013% Nutrition, difficulties encountered by Caregivers preferences and decreased food intake and appetite.
Health & Aging caregivers participating in the In addition, specific problems related to eating practices described by caregivers
Nutrition Intervention Study were decreases in the family member's autonomy and the fact that meals are
(NIS) in the dietary often forgotten when he is not present.
management of a family Despite the great interest of some caregivers in participating in nutrition
member with Alzheimer's education programs to improve the quality of life of their spouses, lack of time to
disease and to gather their do so was the most cited limiting factor.
opinions about the Such findings provide important insights for developing nutrition interventions
intervention. tailored to the needs of older adults with AD and maximizing caregiver
satisfaction with nutrition interventions.
Type of study: qualitative
intervention study Informal
caregivers.
Papachristou Dementia England Objective: To investigate the Informal Many caregivers reported little information about nutrition and diet related to this
et al., experiences and views of Caregivers disease.
20172 informal caregivers about They also reported a lack of knowledge about written materials available for their
information related to food reference.
and support services in Some participants also reported never receiving specific training on performing
dementia. nutritional care in dementia. As a result, making decisions to avoid and prevent
the consequences of dementia, such as memory loss, for example, was more
Type of study: Qualitative difficult, as they did not know what kind of food was appropriate or how to
study administer it.
Many still cannot concentrate on food-related activities because of the lack of
support, which could be temporary services where the patient could go once a
week or support with other everyday household tasks.
Fjellstrom American Sweden Objective: To examine how Informal Most male caregivers were shown to be inexperienced in the kitchen, making it
et al., Journal of people living with people with  caregivers difficult for them to perform their role.
20102 Alzheimer's mild to moderate Alzheimer's  who live Despite some caregivers' experience, working with their spouse in the kitchen or
Disease & Other disease perceive the everyday with going shopping together became a difficult task.
Dementias aspects of food choices, patients

cooking, and work related to
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Table 2 — Summary of publications on difficulties with dietary care experienced by caregivers of people with Alzheimer's disease (cont.).

Reference Journal Country Objective/Type of study Samples Results/Conclusion

food eating and nutritional Planning menus and cooking foods that would be acceptable to the sick partner

concerns such as weight loss. became a daily struggle due to changing food preferences and difficulty in
communication.

Study Type: Qualitative Study Another concern reported is about the effect of food on their spouses’ health, as
many knew the importance of healthy foods and weight management and health
in this disease, but they could not always manage this correctly.

Finally, it is observed that the level of concern is higher in those perceived to be
inexperienced, which in this study were the men.
Ball et al., Nutrition & Australia Objective: To explore the Family Family caregivers described a range of eating and nutrition challenges they
2015% Dietetics perceptions of family Caregivers experienced, including physiological, cognitive, emotional, functional, and/or
caregivers of people with behavioral challenges, e.g., loss of appetite, difficulty swallowing, Aggression,
dementia, with an emphasis Anger, Difficulty coordinating, and forgetfulness.

on feeding-related Most family caregivers reported that they were initially uninformed about

challenges, care burden expected weight changes related to dementia and received little guidance from

attributable to nutritional healthcare professionals about this and other eating problems associated with
support, and practical dementia.

strategies developed to Family caregivers also perceived that there was no training available about

address these challenges nutrition, the needs of people with dementia, or methods to ensure adequate

Type of study: descriptive food intake.

exploratory qualitative The cost of nutritional support, such as food supplements, is a significant
difficulty.

It is perceived that overall, family caregivers feel unsupported and uninformed
about nutrition-related care for individuals with dementia and that healthcare
professionals need to increase the support and education provided to family
caregivers.

Vaingankar International Singapura Objective: To elucidate the Informal Caregivers reported a need for emotional and social support, diverse information

et al., Psychogeriatrics perceived unmet needs of Caregivers about dementia, financial support and guidance, and accessibility.

2013% informal caregivers of people Specifically, caregivers reported the inability of care centers and nursing homes to

with dementia in Singapore.
Type of study: Qualitative
study, using semi-structured
interviews and focus group
discussions as research tools.

cater to the patient's cultural specificities related to food.
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reduced appetite’®. The changes presented leave
caregivers with limited food care options, which affect
them emotionally, causing anxiety. To deal with these
situations, the caregiver must make adaptations and
strategies in routine food care situations'®.

For this reason, both people living with dementia
and their caregivers, whether family members or not,
need guidance, education, and support to assist in daily
living activities, planning, and decision-making, which
are essential to enable a better life. In addition, they
need medical and social services to help organize and
deliver care that ensures that both parties, caregivers,
and people with dementia, can enjoy a safe, social, and
engaged life and that neither suffers emotional,
physical, or financial harm3'.

To this end, a sustainable support system must be
generated over time that avoids overburdening the
caregiver and, consequently, the emergence or
worsening of health problems that may prevent them
from continuing to care for their family member and,
worse, making them a patient as well'?.

The study by de Li et al."* demonstrates that
access to information or services related to food would
help informal caregivers to provide better mealtime care
to people living with dementia. However, many
caregivers stated that they had not received this
information, which can also generate an overload,
negatively impacting the quality and ability to prepare
meals, affecting the nutritional status of individuals with
dementia.

Thus, promoting nutrition education and social
support for informal caregivers and patients potentially
reduces the pressure caused by eating difficulties and
improves the nutritional status of the dementia
patient®2.

One way to lessen this burden on the caregiver is
to guide the difficulties experienced in caring for the
person with AD. A valuable initiative was developed in
the United Kingdom through free online courses for
caregivers of people with dementia, a category that AD
sufferers also fall into, allowing them to learn about the
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