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Profile of children adolescents and their caregivers assisted by a
Home Care Program

Perfil de criancas adolescentes e seus cuidadores assistidos por um Programa de Atencao
Domiciliar

Fernanda Elisa Pereira Mariani', Elysangela Dittz Duarte?, Bruna Figueiredo Manzo?

Objective: to identify the sociodemographic and clinical profile of children, adolescents and caregivers assisted
by a Home Care Program. Methods: a descriptive, exploratory and retrospective study. 42 medical records data
from patients aged between zero and 18 years were collected. Results: the population assisted in the program
was predominantly male (61.9%), less than 6 years (59.5%) diagnosed with neurological diseases (40.0%).
Most patients had up to ten visits of the multidisciplinary team (40.5%), those patients remained in the Home
Care Program for 6 months. Regarding therapeutic procedures, 42.9% of the patients underwent gastrostomy
and 31.0% underwent tracheostomy. As for the caregivers, 95% were women, and of these, 52.4% did not work.
Conclusion: the main conditions of health and the care required during the hospitalization by the program
were identified, which require training of the health professionals to perform this task at home.

Descriptors: Home Care Services; Pediatrics; Public Health.

Obijetivo: identificar o perfil sociodemografico e clinico de criancas, adolescentes e cuidadores assistidos por
um Programa de Aten¢do Domiciliar. Métodos: estudo descritivo, exploratdrio e retrospectivo. Foram coletados
dados de 42 prontuarios de pacientes com idade entre zero e 18 anos. Resultados: a populacdo atendida no
programa foi predominantemente do sexo masculino (61,9%), menor de 6 anos (59,5%), com diagnéstico de
agravos neurologicos (40,0%). A maioria dos pacientes recebeu até dez visitas da equipe multiprofissional
(40,5%) e vinculou-se ao Programa de Aten¢ao Domiciliar por 6 meses. Em relacdo aos dispositivos terapéuticos,
42,9% dos pacientes usavam gastrostomia e 31,0% apresentavam traqueostomia. Quanto aos cuidadores, 95%
eram mulheres e, destas, 52,4% nao exerciam atividade laboral. Conclusédo: foram identificadas as principais
condig¢des de satide e os cuidados demandados durante a internagdo pelo programa, os quais exigem preparo
dos profissionais para sua realizagdo no domicilio.

Descritores: Servicos de Assisténcia Domiciliar; Pediatria; Satide Publica.
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Introduction

Home care is an alternative to the increasing
number of patients with chronic diseases who require
continuous comprehensive care. It is a method in
the field of rehabilitation and health promotion,
aimed at the quality of health actions in the area
@), It is a strategy that pursuits the reversal of the
hospital-centered model and the expansion of health
care coverage to patients with chronic diseases®?),
especially when enabling care to the patient resulting
from nuances of care. It has advantages as follows:
individualized and more humanized care, greater
participation of the family, possibility to remain at
home, and decreased risk of hospital infections and
government expenditures®.

The World Health Organization considers that
home care is a health service which aims at assisting
individuals in any age group, making it possible for
the care that previously required hospitalization to be
performed at home and in the community®.

The role of nursing staff in home care is
regulated by Resolution of the Federal Council of
Nursing®, one of the attitudes expected from nurses
is to be a mediator between the caregiver and the care
actions developed. This professional is responsible for
identifying clinical changes and evaluating the social
network of care involved, identifying the skills and
difficulties of caregiverst®.

In Brazil, children who require continuous care
of health, including those dependent on technology,
have their social vulnerability increased due to the
scarcity of public policies®19. There is still lack of
national records of prevalence of children dependent
on technology at home. A study made in Santa Maria-
RS, Brazil, showed that the complications with babies
coming from neonatal therapy requiring specialized
health care were 58.5%19.

That confirms the need for the production of
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knowledge about the characterization of households,
the profile of the children and their caregivers, and
the care required, in order to favor integration with
public policies and also to implement care practices,
among them those based on fundamental knowledge
of nursing.

The city of Belo Horizonte-MG, Brazil, setting of
this study, has a population over 100,000 inhabitants,
it contemplates the criterion of existence of public
services of home care and it was selected for the
implementation of political strategies in this scope,
the levels of primary, outpatient or hospital care.
Under this perspective, the county instituted the
Home Care Program in the county, state, federal and
philanthropic public units®.

Regarding the children, object of this study,
the Home Care Program has specific criteria to
assist children who require special care, with the
main diagnoses related to genetic and neurological
diseases acquired in the first months of life. The ones
diagnosed with terminal stage requiring palliative
care were inserted in this context, as well as those with
chronic diseases, dependent on procedures such as
oxygen therapy, mechanical ventilation, gastrostomy,
parenteral nutrition or medication, therefore they
need nursing assistance 2,

The program offers technical and scientific
support and promotes the autonomy of patients and/
or caregivers who are responsible for the care, with
health professionals, decreasing the susceptibility
to complications resulting from the use or improper
technique of procedures, such as the incorrect
administration of drugs(3>12,

The production of knowledge about home
care in the pediatric population and their families
is limited, indicating the need for productions that
leverage this kind of assistance as well as contribute
to a comprehensive, safe and quality care. Thus, it
was defined as objective of this study to identify the
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sociodemographic and clinical profile of children,
adolescents and caregivers assisted by a Home Care
Program.

Methods

It is
retrospective type. The study was made with data from

a study descriptive, exploratory and

the Home Care Program of a university hospital in the
city of Belo Horizonte. In this program, home care in
pediatrics was accomplished through the planning of
the steps of assistance, whose regulations included
the indication of the patient, and the development
and implementation of a treatment plan assured up
to the time of hospital discharge. The patients who
were hospitalized in the institution, lived near the
area covered by the Basic Health Unit, and who had
the consent of the family or responsible caregiver
and fixed housing with conditions to host them, were
included in the program.

For the data collection, the registers of
information on the services rendered to children and
adolescents assisted in the period from October 2010
to October 2012, including all doctor records, totaling
42 people attended, were used.

An instrument created by the authors, which
allowed to obtain sociodemographic and clinical data,
was used. The following variables were collected
from the medical records: sex, age, skin color, place
of residence, diagnosis concerning the hospitalization
in the program, class of medications used during
hospitalization in the program and number of
visits received during home care. The variables for
characterization of caregivers were sex, education,
occupation and marital status.

The data were transferred to a databank

inserted in the Statistical Package for Social Sciences,

version 17.0®, and were submited to descriptive
analyses of frequency of events.
The

requirements

study complied with the formal

contained in the national and
international regulatory rules of research involving

human beings.

Results

42 children and adolescents were studied,
of which 25 (59.5%) lived in Belo Horizonte and 17
(40.5%) in the metropolitan area, predominantly male
(61.9%) in the age group ranging from zero to 6 years
(59.5%), and 15 to 18 years old (35.7%). Information
for observation of skin color were not registered in 22
(52.4%) medical records.

Regarding the clinical profile of children and
adolescents, the following issues were observed:
the diagnoses for the hospitalization in the Home
Care Program, the classes of drugs used during the
monitoring by program, and the use of therapeutic
aids (tracheostomy and gastrostomy) and neurological
devices (ventricular peritoneal shunt and external
ventricular shunt), and the type of food used. It is
worth highlighting that each of the participants had
more than one simultaneous occurrence for each of
those variables.

During the monitoring period in the Home Care
Program, most children and adolescents had more
than one diagnosis, which referred especially to di-
seases of neurological etiology (40.0%), followed by
respiratory diseases (29.0%), genenitc (29.0%) and
neoplasms (26.0%). Regarding the use of drugs by pa-
tients, multivitamins were the most common (45.0%),
followed by anticonvulsants (40.0%). anxiolytics, hyp-
notics and antidepressants totaling 34.0%, antacids,
24.0% and antineoplastic 21.0% (Table 1).
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Table 1 - Medical diagnosis of the hospitalization and
classes of drugs used in the Home Care Program

Variables n (%)

Diagnosis of hospitalization
Neurological 17 (40.0)
Genetic 12 (29.0)
Respiratory 12 (29.0)
Neoplastic 11 (26.0)
Cardiac 8(19.0)
Metabolic 5(12.0)
Gastrointestinal 4(10.0)
Psychological 1(2.0)
Renal 1(2.0)

Classes of drugs
Multivitamins 19 (45.0)
Anticonvulsants 17 (40.0)
Anxiolytics and hypnotics/antidepressants 14 (34.0)
Antacids 10 (24.0)
Corticosteroids/antibiotics 10 (24.0)
Antineoplastic 9(21.0)
Antihypertensive /bronchodilators 8(20.0)
Analgesics 6 (14.0)

As for therapy, 42.9% underwent gastrostomy,
31.0% 16.7%,
ventricular peritoneal shunt during the period of

underwent tracheostomy and
assistance by the Home Care Program. Regarding
the food, 45.2% used special industrialized formula
and home food concomitantly, and 23.8% only used
industrialized food.

Concerning the caregivers, the mother was the
primary caregiver (95.0%); 57.1% were married or
livingin a stable union, and 52.4% did not work outside
the home environment. School record of caregivers
were not shown in 54.8% of the records. However,
those who were chosen, 28.6% had highschool
education, followed by 14.3% with gradeschool.

As for the monitoring period of assistance
by the Home Care Program, 73.8% of children and
adolescents were monitored for a period of less than

six months.
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Discussion

Thechangeinthehealthprofile ofthe population
and the increase in the life expectancy enabled the
creation of a new perspective in health care: home
care. It is a welfare technological model that requires
investments in public health. This type of care began
in the United States and allows the development of
actions at home that achieve the three levels of care
(primary, secondary and tertiary), favoring health
promotion, self-care and the prevention of diseases
and risks. It can be divided into home assistance/care
and hospitalization, according to the complexity of
procedures and health technologies involved®?.

Home Care programs established throughout
the country enable a greater number of children to be
assisted, thus allowing a continuous, humanized and
quality assistance.

Although this is a current and effective strategy
for health promotion in Brazil, focused on caregiver/
patient dyad, there are programs which are below to
what is recommended to obtain a health care scenario
adequate to the improvement of the quality of life
of the population. There is still a lack of full service
skills such as public health policies; planning and
implementation; partnerships, collaboration, support
and leadership®¥.

The knowledge of the sociodemographic and
clinical profile of children, adolescents and their
caregivers can contribute to the achievement of some
of these sKkills. In this research, it became clear that,
in the Home Care Program, patients were mostly
less than 6 years of age, had more than one health
problem and used continuous medications such as
multivitamins, anticonvulsants anxiolytics, hypnotics
and antidepressants, besides having undergone
tracheostomy and ventricular peritoneal shunt.

The knowledge of this profile explains the need
of planning for care that covers varied complexity
actions, from identification of demands of material
and technological resources to make the continuous
care at home and the necessary logistics feasible as



Profile of children, adolescents and their caregivers assisted by a Home Care Program

well as the knowledge and necessary skills to the team
that will assist the families and their patients.

It was also observed that the most common
diagnoses in children during the period of inclusion
in the program were neurological, respiratory, gene-
tic and neoplastic diseases. The data found here agree
with the survey made in 2004, in which the neurolo-
gical diseases are more representative (27.0%), follo-
wed by neoplastic diseases (17.0%)®51, This fact is
described similarly in a study made in Santa Maria, in
2004 and 200541,

In the study which evaluated the condition of
the child coming from a intensive care unit, the use
of trace elements and anticonvulsants had a higher
prevalence and also pointed the use of gastrostomy,
ventricular peritoneal shunt catheters for dialysis
and the use of chemotherapy as well as the usual
care such as bathing, changing position, changing
clothes, infection prevention and skin care®”. This
factor confirms the data found in this study, in which
multivitamins and anticonvulsants were the most
commonly used classes of drug, just as the most
used therapeutic procedures were gastrostomy,
tracheostomy and ventricular peritoneal shunt.

The care provided in home care programs have
brought a direct impact in the hospital discharge rate,
which implies greater availability of hospital beds
for patients assisted in a situation of emergency and
in critical health condition. This discussion is shown
in a study that describes home hospitalization in the
National Health System, to present the benefits of
home care in Fortaleza, CE, Brazil, with the creation
of the Program Homecare of Ventilatory Assistance(*®.

In this research, the authors stressed that the
creation and development of the program made it
possible to reduce hospital infections and deaths,
according to rates stablished by the National Health
Surveillance Agency. These data support the need
for investments in studies intended for home care,
given the possibility of increased survival of patients
with chronic diseases linked to dependence on health
technology resources®,

Although  with  obvious benefits, the
implementation of the Home Care Program brought
discussions on the role of the family and the primary
caregiver. The program supports the maintenance of
its actions concerning the caregiver, whether formal
or informal, generating overload charges, doubts
and uncertainties from those who have such role.
The mother is presented as the primary caregiver
of children under chronic conditions, taking the
responsibility to solve the needs of the child, living the
overload and affect dyad®?.

In the present study, the mother was the
protagonist of care, so attention also needs to be
directed to her during home care. The moments of the
home visit are appropriate to approach and recognize
the challenges and the opportunities that mothers
have to ensure the care of the children. Different
information and observation can be used by the team
so that, with the caregiver, can formulate strategies
of care for the mother and child. There is no need to
create possibilities to ease the burden resulting from
the numerous activities undertaken by caregivers.

The low schooling of the caregiver in this
study was similar to other studies of this nature®7,
probably because it is a sample of the public health
service, which does not have resources to pay
for another caregiver, overloading the maternal
role in the household. It is therefore crucial that
professionals inserted in the Home Care Program
develop systematic guidance to caregivers. Proposals
of guidelines should observe and respect the culture,
creativity and the physical proximity of the caregiver
to the care receiver®,

Health professionals should use different
training strategies, considering the reality of each
individual and family, providing individualized,
humanized and safe care**!®), They should also
develop skills to transmit knowledge in the best way,
so that care is rendered to ensure the recovery of the
patient and the maintenance of health with better

quality of life for caregivers and care receivers¥,
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Conclusion

The research allowed to know the profile of the
population assisted by a pediatric Home Care Program,
which had mostly children between zero and six
years, patients with neurological, respiratory, genetic
and neoplastic disorders. Gastrostomy, tracheostomy
and peritoneal shunt ventricle were the most used
procedures. Almost all of the caregivers were women,
and most of them did not work.

The quality of information available in the
medical records needs improvement, especially in
the description of information on the caregiver, in
the attention of the handwriting, which sometimes
was not legible or unintelligible, complicating a more
accurate diagnosis of the care rendered at home.

The results enable a more effective targeting of
care for children with special health care needs and
nurture the development of joint actions of the team
with the caregivers, thus ensuring care and support
for mother and child related to the care rendered by
the mother in this home and care process.
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