NUTRITIONAL COUNSELING OFFERED TO
CHILDREN AND ADOLESCENTS WITH DISABILITIES

Aconselhamento nutricional oferecido a criangcas e
adolescentes com deficiéncia

Consejo nutricional ofrecido a nifios y adolescentes con
discapacidad

Original Article

ABSTRACT

Objective: To evaluate the nutritional counseling offered to children and adolescents with
disabilities in the municipality of Santa Cruz, RN, Brazil. Methods: Observational, cross-
sectional, population-based study, developed from May to December 2013, with 102 children
and adolescents attending a Children’s Rehabilitation Center. We conducted socioeconomic,
demographic, health and lifestyle assessments, and evaluated the received nutritional
assistance (whether they had received nutritional counseling from any health professional in
relation to food and nutrition, how often it occurred and which professional conducted such
counseling). Results: Only 37% (n=37) of parents had received some nutritional guidance.
Regarding the frequency of counseling, only 11.8% (n=4) of the youngsters received it 7
or more times/year; 23.5% (n=8) received it 2 to 6 times/year; and most (64.7 %, n=22)
received it 1 time/year or less. The length of the nutritional counseling was short: the majority
(64.7%, n=22) received only one guidance session throughout the whole period attending
the institution, and less than 15% (n=5) received counseling for more than six consecutive
months. For the majority (73.5%, n=25), the amount of time receiving nutritional guidance
has not reached half of the monitoring period. Nutritional counseling was carried out mainly
by nutritionists (89.2%, n=33). Conclusion: There was a low frequency of nutritional
counseling directed specifically to the disabilities presented by the participants. When such
activity was conducted, it occurred irregularly during the participant’s follow-up, only during
a short period of time, and lacking connection with the monitoring by the multidisciplinary
team.

Descriptors: Child, Adolescent; Disabled Persons; Counseling, Risk Groups Nutrition.
RESUMO

Objetivo.: Avaliar o aconselhamento nutricional oferecido a criangas e adolescentes com
deficiéncia no municipio de Santa Cruz-RN, Brasil. Métodos: Estudo observacional,
transversal, de base populacional, desenvolvido de maio a dezembro de 2013, com 102
criangas e adolescentes atendidos em um Centro de Reabilitagdo Infantil. Procedeu-
se avaliagdo socioeconémica, demogrdfica, de saude e de estilo de vida, assim como da
assisténcia nutricional recebida (se ja haviam recebido orientagdo nutricional de algum
profissional da saude em relagdo a alimentagdo e nutri¢do, com que frequéncia ocorria e
qual o profissional a havia realizado). Resultados: Somente 37% (n=37) dos responsaveis
ja haviam recebido alguma orientagdo nutricional. Com relagdo a frequéncia do
aconselhamento, somente 11,8% (n=4) dos jovens as recebeu 7 ou mais vezes/ano; 23,5%
(n=38) as recebeu de 2 a 6 vezes/ano, e a maioria (64,7%, n=22) as recebeu 1 vez/ano ou
menos. O tempo de duragdo dessas orientagdes foi curto: a maioria (64,7%, n=22) recebeu
apenas uma orientag¢do durante todo o periodo em que foi acompanhado pela instituigdo, e
menos de 15% (n=>5) obteve aconselhamento por mais de seis meses seguidos. Para a maioria
dos jovens (73,5%,; n=25), a quantidade de tempo recebendo orientagdes nutricionais ndo
chegou a metade do periodo de acompanhamento. A orienta¢do nutricional era realizada
majoritariamente pelo nutricionista (89,2%;, n=33). Conclusdo: Houve baixa frequéncia de
aconselhamento nutricional especifico para as deficiéncias apresentadas pelos participantes,
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e quando tal atividade foi desenvolvida, deu-se de forma irregular
durante o acompanhamento no servigo, por periodo de tempo
curto, e de maneira desarticulada do acompanhamento pela
equipe multiprofissional.

Descritores: Crianga; Adolescente; Pessoas com Deficiéncia,
Aconselhamento; Nutri¢do de Grupos de Risco.

RESUMEN

Objetivo: Evaluar el consejo nutricional ofiecido a nifios y
adolescentes con discapacidad del municipio de Santa Cruz-RN,
Brasil. Métodos: Estudio observacional, transversal y de base
poblacional desarrollado entre mayo y diciembre de 2013 con
102 nifios y adolescentes asistidos en un Centro de Rehabilitacion
Infantil. Se hizo una evaluacion socioeconomica, demogrdfica, de
la salud y del estilo de vida asi como de la atencion nutricional
recibida (si ya habian recibido orientacion nutricional de algun
profesional de la salud respecto la alimentacion y la nutricion,
con qué frecuencia se daba y cual profesional la habia realizado).
Resultados: Solamente el 37% (n=37) de los responsables ya
habian recibido alguna orientacion nutricional. Respecto la
frecuencia del consejo solamente el 11,8% (n=4) de los jovenes
las recibié 7 o mds veces al aiio; el 23,5% (n=38) las recibio entre
2y 6 veces al aiio; y la mayoria (64,7%,; n=22) la recibio 1 vez
al afio o menos. El tiempo de duracion de estas orientaciones
fue corto: la mayoria (64,7%; n=22) recibio solamente una
orientacion durante todo el periodo en el que fue acomparnado por
la institucion y menos del 15% (n=35) recibio consejo mas de seis
meses. Para la mayoria de los jovenes (73,5%,; n=25) la cantidad
de tiempo recibiendo las orientaciones nutricionales no alcanzo
la mitad del periodo de consejo. La orientacion nutricional fue
realizada en la mayor parte de las veces por el nutricionista
(89,2%, n=33). Conclusion: Hubo baja frecuencia de consejo
nutricional especifico para las deficiencias presentadas por los
participantes y cuando la actividad fue desarrollada la misma
se dio de manera irregular durante el seguimiento del servicio,
en corto periodo de tiempo y de manera desarticulada del
seguimiento del equipo multiprofesional.

Descriptores: Nifio; Adolescente; Personas con Discapacidad;
Consejo; Nutricion de Grupos Vulnerables.

INTRODUCTION

Persons with disabilities have greater nutritional
vulnerability because of metabolic and pathophysiological
changes associated with the various types of disability,
predisposing to chronic noncommunicable diseases
and other comorbidities”. Increased body fat, obesity,
cardiovascular disease, osteoporosis, changes in the
metabolism of carbohydrates, proteins and lipids, kidney
stones, diabetes, arterial hypertension, dyslipidemia, and
metabolic syndrome are frequently observed.
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The disability may also alter food intake and affect
energy and nutrient intakes®®. Persons with basic motor
deficit may have their oral motor function affected or have
difficulty in controlling movements of the mouth, head,
trunk and/or limbs, which lead to disorders of mastication,
swallowing and/or dysphagia that can result in malnutrition,
dehydration, aspiration and pneumonia”®. In other cases,
there is the need for greater energy intake, since they spend
more energy in the execution of movements®.

Furthermore, behavioral disorders present in certain
disabilities (e.g., refusal to eat, selectivity of food) and
factors extrinsic to the individual himself (e.g., reliance on
third parties to prepare meals, lack of autonomy in choosing
the food, lack of adapted tools, economic hardship, social
isolation) can also intensify the nutritional vulnerability of
.persons with disabilities?.

It is clear, thus, that the attention to food and nutrition
of persons with disabilities must be multiplied, being
imperative an appropriate nutritional counseling geared
towards this population in different life cycles!). Like any
other citizen, the disabled person has the right to promotion,
prevention, rehabilitation and specific diagnosis in health
facilities accredited by the Brazilian Unified Health System
(Sistema Unico de Saiide - SUS)'>1®, in order to attain
comprehensive care and multi-professional assistance
under interdisciplinary approach"®. These fundamental
rights are safeguarded by the National Policy for the Health
of Persons with Disabilities!"¥ and, since the introduction
of the Care Network for Persons with Disabilities!"® by
the Ministry of Health, in 2012, have been increasingly
provided to this population.

Actually, however, it is known that nutritional
counseling for persons with disabilities is still very incipient
worldwide. In Brazil, where around 24% of the population
has some form of disability!’>, there are few studies
investigating this issue, particularly in Northeast states and
the inland of these states, where attention to persons with
disabilities may be weakened. In this sense, this article aims
at filling this knowledge gap, by assessing the nutritional
counseling offered to children and adolescents with
disabilities in the municipality of Santa Cruz-RN, Brazil.

METHODS

This is an observational, cross-sectional, descriptive
study, carried out with quantitative approach. The study
included children and adolescents attending the Monsignor
Raimundo Gomes Barbosa Children’s Rehabilitation Center
(CRC), located in Santa Cruz, in the inland region of Rio
Grande do Norte state. The organization monitors young
persons with different types of disabilities and special needs,
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such as cerebral palsy, mental, physical, auditory and visual
impairment, behavioral disorder, learning disabilities, brain
immaturity, speech disorder, psychomotor disorder, and
autism.

The municipality of Santa Cruz, RN is situated 111 km
from the state capital and stands as the most important city
of the microregion Borborema Potiguar; it is a reference for
this region in the inland of the state, regarding the use of
its healthcare services. In this context, the CRC in Santa
Cruz is a reference unit, not only for the residents in the
municipality, but also for those from neighboring towns,
and monitoring is carried out by a multi-professional
team of physicians, physical therapists, speech therapist,
nutritionist, occupational therapist and psychologist.

The study population consisted of all children and
adolescents between 0 and 19 years of age, of both sexes,
attending the CRC of Santa Cruz in 2013 (n=169). With
the aim of evaluating that population in its totality, all
the young people eligible to participate were invited. The
eligibility criteria were: being monitored at the CRC at the
time of the study, and having their participation allowed by
the person responsible for them. Exclusion criteria were the
occurrence of diseases or health problems that prevented
data collection during the period set for field research, or
abandonment of the CRC monitoring.

Among the 164 young people monitored at the CRC
at the beginning of data collection, 97 participated (one
refused; seven left the CRC before the researchers were able
to invite them to participate, and one agreed to participate,
but abandoned the CRC before being evaluated; 58 could
not be invited by the researchers to participate, because they
were not present at the CRC throughout the data collection
period, or had changed address and/or phone number).
Other five young people admitted to the CRC during data
collection were eligible and included in the study. Therefore,
a total of 102 children and adolescents with disabilities took
part in the study.

Data collection was held at the CRC facilities, in the
period from May to December 2013, through appointment
for the day of regular monitoring, at intervals of consultations
with professionals. Interviews were conducted, addressing
questions on the socioeconomic, demographic, health and
lifestyle characteristics of the children or adolescents,
and the received nutritional assistance as well. They were
asked if any of the health professionals had provided them
nutritional counseling in relation to food and nutrition,
how often it had occurred and what professional had done
it. Information about the disability was collected and its
classification was done following Decree no. 3,298, of
December 20, 1999, and no. 5,296 of December 2, 2004; its
severity level was defined according to criteria adopted by
the Brazilian Institute of Geography and Statistics (/nstituto
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Brasileiro de Geografia e Estatistica - IBGE)' in the 2010
Census. When the person in charge of the child/adolescent
did not know or could not describe properly their disability
(classification, characteristics etc.), such information was
collected from the CRC medical records in order to ensure
data completeness.

Because of the limited time available for data collection
with some participants (residents in other municipalities
and dependent on the schedule set by the Municipal Health
transportation for residence-CRC-residence locomotion),
data incompleteness was observed for some of the variables
investigated, such as number of household members (n=1),
tap water (n=1) and filtered water (n=1) at home, and
provision of nutritional counseling specific to the disability
in question (n=3). For other variables, some participants
did not know or refused to give the answer (e.g., skin color
(n=15), family income (n=16), frequency (n=3) and duration
(n=3) of the nutritional counseling received), which also
contributed to the incompleteness of the questionnaires and
variables constructed from this information.

The study was approved by the Research Ethics
Committee of the Federal University of Rio Grande
do Norte (Opinion no. 487,774, CAAE Protocol no.
12802813.7.0000.5537) and had its execution authorized
by the CRC managers. All procedures were only performed
after clarification of those responsible for the young people
as to the study objectives and procedures, and by signing
the Free and Informed Consent Form, in accordance with
Resolution no. 466, of December 12, 2012, the National
Health Council.

Statistical analyses were performed using SPSS
version 20.0, considering the value of p<0.05 for statistical
significance. The demographic, socioeconomic and health
characteristics of the young subjects were initially described,
with presentation of the variables distribution (absolute and
percentage). Bivariate analysis was subsequently conducted
to investigate the relationship between disability and
nutritional counseling offered to the participants, based on
the chi-square test.

RESULTS

Among the 102 participants evaluated, most were male
(n=55; 53.9%) and between 5 and 9 years of age (n=57;
55.9%). For most of the disabled, the head of the family
was the father or mother (n=94; 92.2%), which studied
up to elementary school (n=57; 55.9%). The daily care
for the disabled was also usually provided by the father
or mother (n=91; 89.2%). Almost 83% of families (n=71)
had per capita income less than half the minimum wage,
and in about 69% of households (n=70) lived more than
four people. Sewage disposal to the public system and tap

Rev Bras Promog Saude, Fortaleza, 28(3): 418-426, jul./set., 2015



Nutritional counseling to disabled persons

water were present in most households (n=79; 77.5% n= 86; The most common deficiencies were mental (n=76;
85.1% respectively), but filtered water was only available 74.5%) and physical (n=11; 10.8%). About 25% (n=25) of
for drinking in 50.5% of households (n=51) (Table I). the subjects faced adversities while eating, such as difficulty

Table I - Demographic and socioeconomic characteristics of children and adolescents with disabilities attending the
Children’s Rehabilitation Center. Santa Cruz, RN, 2013.

Variables n %
Sex 102
Male 55 53.9
Female 47 46.1
Age range 102
0 to 4 years 15 14.7
5 to 9 years 57 55.9
10 to 19 years 30 29.4
Skin color 87
White 46 52.9
Black / Brown 41 47.1
Yellow / Amerindian 0 0.0
Head of the family 102
Father/Mother 94 92.2
Grandfather / Grandmother 5 5.9
Other 2 2.0
Education level of the head of the family 102
[literate 18 17.6
Able to read and write / fundamental school 57 559
High school / higher education 27 26.5
Main caregiver for the disabled person 102
Father / Mother 91 89.2
Grandfather / Grandmother 7 6.9
Other relative 4 3.9
Education level of the main caregiver for the disabled 102
[literate 6 5.9
Able to read and write / fundamental school 65 63.7
High school / higher education 31 30.4
Per capita income* 86
< 0.25 minimum wage 34 39.5
0.25 to 0.50 minimum wages 37 43.0
>0.50 minimum wages 15 17.4
Number of residents at the household 101
Up to 4 persons 31 30.7
> 4 persons 70 69.3
Tap water at the household 101
Yes 86 85.1
No 15 14.9
Filtered water at the household 101
Yes 51 50.5
No 50 49.5
Sewage disposal 102
Public system 79 71.5
Septic tank 17 16.7
Other type 6 5.8

*For this calculation, the value of the national minimum wage (R$ 678.00), effective in 2013, was taken as reference.
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in chewing and swallowing (n=8), difficulty in controlling
the head, trunk and/or limbs (n=11), or multiple difficulties
(n=6). The ability to feed themselves was limited in 18%
(n=18) of young people, half of which (n=9) could not
accomplish this task alone, even with help from people and/
or adapted utensils (Table II).

When evaluating the nutritional counseling offered
to children and adolescents with disabilities, it was found
that only 37% (n=37) of those responsible for them had
already received some nutritional guidance from the start of
monitoring of children/adolescents at the CRC, being more
frequent among those with multiple disabilities or physical
disabilities. The professional who commonly performed
guidance on food and nutrition was the nutritionist (89.2%;
n=33), followed by the doctor or nurse (5.4%; n=2) (Table
1II).

Regarding the counseling frequency, that is, the
regularity in receiving these nutritional guidelines to their
specific disability, only 11.8% of the young persons (n=4)
received them 7 or more times/year; 23.5% (n=8) received
them 2 to 6 times/year; and the majority (n=22; 64.7%)
received them 1 time/year or less. The duration of these
orientations, which reflects the continuity of nutritional
counseling, was also short: most (n=22; 64.7%) received
only one orientation throughout their period of monitoring
by the institution, and less than 15 % (n=5) received
counseling for more than six consecutive months. As a
result, it was found that, for the majority (n=25; 73.5%),
the amount of time receiving nutritional guidelines did not
reach half of the monitoring period in the CRC (Table III),
which lasted, on average, 32.2 months for the population
studied.

Table II - Health characteristics of children and adolescents with disabilities attending the Children’s Rehabilitation Center.

Santa Cruz, RN, 2013.

Variables n %
Type of disability 102
Visual 1 1.0
Auditory 6 2.9
Physical 11 10.8
Mental 76 74.5
Multiple 8 7.8
Period of monitoring in the institution 102
Up to 12 months 38 373
13 to 36 months 28 27.5
37 months or more 36 353
Difficulties while eating 102
None 77 75.5
Chewing/swallowing 8 7.8
Controlling the head, trunk and/or limbs 11 10.8
Multiple difficulties 6 59
Ability to eat by oneself 102
Eats alone, without help from people and/or adapted utensils 84 82.2
Eats alone, but needs help from people and/or adapted utensils 9 8.8
Cannot eat alone, even with help from people and/or adapted utensils 9 8.8
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DISCUSSION

This study found a low frequency of nutritional
counseling specific to the deficiencies presented by the
investigated children and adolescents. Such actions, when
developed, occurred erratically during the monitoring
of the youth in the service, for a short period, and in a
disjointed manner in relation to the monitoring by the
multidisciplinary team. Such assistance moves in the
opposite direction in relation to what is advocated by the
Care Network for Persons with Disabilities in the context
of the Unified Health System®, where access and quality
of services should be guaranteed, with comprehensive care
and multi-professional interdisciplinary assistance.

This scenario becomes even more critical when
considering that the young subjects included in the study
reside in cities of the inland region of a state in the Northeast
of the country, have low socioeconomic status, and depend
on caregivers with low education level. Such situation often
results in limited access to information on proper nutritional
management of the disability and inability to carry out
monitoring in private healthcare services.

It is evident, therefore, that, although the issue of health
promotion and comprehensive care has been increasingly
gaining prominence in Brazil in recent years, there is no
great visibility yet for people who have some form of
disability®.

Access to health promotion services is essential
for the determination of the quality of life and health of
persons with disabilities!®!”. The National Policy for
Health Promotion"® defines health promotion as a strategy
of “health production”, i.e., a set of articulated actions
developed in the public health system of Brazil that can
contribute to meet the needs of society as regards to health.
By promoting these persons’ health, there is a simultaneous
contribution to the prevention of secondary diseases, such
as obesity, hypertension, diabetes and others, that may arise
because of the disability and lifestyle'?.

In this context, nutritional counseling specific to the
particular needs of the disabled person is an important
element to ensure the maintenance of health and prevent
the onset of nutritional disorders. A nutritional guidance is
required, whether individually or for the family, in order to
minimize food monotony and offer a balanced and varied
menu to ensure a better health status!®?”, Despite the
absence of consensus in the literature, specific studies have
reported the positive impact of the nutritional intervention
and promotion of healthy ecating for persons with
disabilities, with positive development in the nutritional
parameters!!2!2,
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In our country, one can notice the lack of services
related to health promotion and prevention for persons
with disabilities®*%, in addition to difficulties in access to
outpatient services in general®, what cause them to look
for care directly at specialized services and hospitals, thus
overloading these establishments and demonstrating that
primary care levels are not accessible to this population®.
In this study, even with access of young subjects with
disabilities to the Children’s Rehabilitation Center, there
was no guarantee that the service would contemplate all
their needs, particularly the nutritional counseling during
their monitoring. The lack of qualified professionals and the
scarcity of service systems or rigour with public policies
meant to provide support for persons with disabilities
constitute major barriers!?.

Considering the importance of the nutritional
counseling, the American Dietetic Association® reinforces
that the nutritionist is essential in health services that
serve people with special needs. These professionals play
a key role in the health team, in the clinical, biochemical,
anthropometric, dietary evaluations of feeding skills, as
well as in the understanding of environmental, social,
economic, and educational factors that affect the therapy
of a person with disabilities. They should develop or adopt
criteria and tools of nutritional screening, assessment and
monitoring, and it is their accountability to guide families
and caregivers about the selection and preparation of foods
as part of their therapy.

However, not only the nutritionist, but all members
of the multi-professional team should be involved in the
nutritional therapy of the person with disabilities, including
as regards the guidance on utensils adapted to help eating or
on food textures and consistencies for safe consumption®.
The fact that, in this study, the nutritional guidelines were
offered mainly by the nutritionist demonstrates the lack of
commitment to the food on the part of the multi-professional
team, which seems to be disregarded as an important
element in the disabled person’s rehabilitation process. It is
thus necessary to strengthen the concept of comprehensive
care in the praxis of these professionals, for them to be
heedful to the magnitude of food and its relationship with
the quality of life in this population.

In health actions directed at persons with disabilities, it
is vital to take into account a mosaic of different needs and
specificities®, since they constitute a heterogeneous group,
which reunites within the same category individuals who
may have different motor, sensory, intellectual or multiple
conditions. In this study, however, the nutritional counseling
was found uneven between different types of deficiency,
which may reflect the professionals’ unpreparedness to
guide the most appropriate diet for certain disabilities,
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such as the mental disability, where less than 30% of the
participants had received nutritional counseling. According
to the American Dietetic Association®, the availability
of continuing education interdisciplinary programs on
nutrition aimed at people with disabilities is important to
expand the professionals’ understanding of these fields of
knowledge.

It is recognized that nutritional counseling for persons
with disabilities is not an easy task because, despite
the existing nutritional vulnerability in this population,
standardized or officially recommended nutritional protocols
for diagnosis, monitoring, and nutritional rehabilitation of
persons with different types of disabilities have not been
developed yet, either in Brazil or in other countries®, nor
recommendations on how to prevent, inhibit, or minimize
nutritional disorders in this group, in order to improve their
quality of life. Thus, decision-making is still unspecific and
based on parameters of the population without disabilities”,
which is inappropriate. In this sense, the American Dietetic
Association® recommends that researchers in the field of
nutrition focus on this theme, for health professionals to be
offered subsidies to develop the most appropriate nutritional
guidelines for each disability.

As observed in this study, it is possible that, in other
health services, nutritional counseling is not being properly
inserted in the rehabilitation process of individuals
with disability who are assisted, and thus the principles
of universality, accessibility, continuity of care, and
comprehensive care are not met as recommended by the
Ministry of Health. It is necessary that the nutritionist, as
well as other health professionals of the multidisciplinary
team, expand the set of food and nutrition actions aimed
at this group, in order to prevent nutritional problems and
increase their quality of life.

It is also recommended that studies similar to this one
be developed in different locations, in order to show the real
scenario of nutritional counseling offered to children and
adolescents with disabilities in Brazil. Such information
is crucial to identify weaknesses in the nutritional care
provided to persons with disabilities and to define strategies
aimed at overcoming such obstacles in the promotion,
prevention, and recovery of health and adequate nutritional
status in persons with disabilities. They will also be useful
to support the planning and implementation of feasible and
effective actions of food and nutrition aimed at this group in
order to prevent and recover nutritional disorders and health
conditions.

CONCLUSION

There was a low frequency of nutritional counseling
specific to the disabilities presented by the participants and,
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when such activity was developed, it occurred erratically
during monitoring in the service, for a short period of time,
and in a disjointed manner in relation to the monitoring
conducted by the multidisciplinary team.
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