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Thematic: evidence-based practice.

Contribution to the discipline: the results of the present study
show that, worldwide, home services with relationships with ne-
cessities and special conditions improve their quality of life and
that of their caregivers or family members by promoting support to
health technologies and relief of symptoms resulting from health
disorders, in addition to reducing caregiver or family burden. These
actions are innovated, therefore, with technological advances, it is
possible to perform a remote monitoring or use digital technologies
that enable the approximation of the professional with the caregiv-
er,as well as the recovery of the health of these children. This favors
nursing and professionals who work at home in the performance
of humanized and comprehensive care.



Abstract

Objective: Analyzing the results of scientific publications on profes-
sional home care for children and teenagers with special health needs.
Materials and method: An integrative review with articles published
between 2009 and 2020 conducted in the BDEnf, Lilacs, Medline/
PubMed databases and in the SciELO electronic library. The data were
analyzed in four stages: data reduction; display of the data; comparison
of data; drawing and verification of completion. Results: There were
identified 5,641 articles; after the application of the inclusion and ex-
clusion criteria and disposal of duplicates, 637 articles were chosen for
the reading of titles and abstracts, of which 61 were selected for full
reading and of these, 28 composed the final sample. The offer of re-
mote support actions and concern in training caregivers regarding the
technical-scientific aspects of home care was identified, in addition to
promoting the improvement of the quality of life of children/teenag-
ers and their families. A gap was evidenced regarding the identification
and management of pain by home service professionals. Conclusions:
The performance of home services to this specific population focus-
es on the demands of care with health technologies and on promoting
symptom relief, reducing the workload of caregivers and assisting in
dehospitalization.

Keywords (Source: DeCS)
Homebound persons; home nursing; caregiver; child; teenager.
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ninos y adolescentes con necesidades especiales
de salud: una revision integradora

Resumen

Objetivo: Analizar los resultados de publicaciones cientificas acer-
ca de la atencion domiciliar profesional a nifios y adolescentes con
necesidades especiales de salud. Materiales y método: Una re-
visién integradora con articulos publicados entre 2009 y 2020 re-
alizada en las bases de datos BDEnf, Lilacs, Medline/PubMed y en
la biblioteca electrénica SciELO. Se analizaron los datos en cuatro
etapas: reduccidn de los datos; presentacion de los datos; compara-
cion de los datos; disefio y verificacién de la conclusién. Resulta-
dos: Se identificaron 5 641 articulos; luego de la aplicacion de los
criterios de inclusion y exclusion y descarte de los duplicados, se
seleccionaron 637 articulos para la lectura de titulos y resimenes,
de los que 61 se seleccionaron para la lectura integral y de estos 28
compusieron la muestra final. Se identificaron la oferta de acciones
de soporte remoto y la preocupacién en capacitar los cuidadores en
cuanto alos aspectos técnico-cientificos del cuidado en el domicilio,
ademas de la promocién de lamejoria de la calidad de vida de nifios/
adolescentesy sus familiares. Se evidencié lalaguna en relacién con
la identificacion y el manejo del dolor por los profesionales de los
servicios domiciliares. Conclusiones: La actuacién de los servicios
domiciliares a esta poblacién especifica enfoca en las demandas de
cuidados con las tecnologias en salud y promocién de alivio de los
sintomas, disminuyendo la carga de trabajo de los cuidadores y aux-
iliando en la deshospitalizacién.

Palabras clave (Fuente: DeCS)
Personas imposibilitadas; atencién domiciliaria de salud;
cuidador; niflo; adolescente.



Assisténcia profissional no cuidado domiciliar
de criangas e adolescentes com necessidades
especiais de saude: revisao integrativa

Resumo

Objetivo: analisar os resultados de publicagdes cientificas acerca
da assisténcia domiciliar profissional as criancas e adolescentes
com necessidades especiais de saide. Materiais e método: revisio
integrativa, com artigos publicados entre 2009 e 2020, realizada
nas bases de dados BDEnf, Lilacs, Medline/PubMed e na bibliote-
caeletronica SciELO. Os dados foram analisados em quatro etapas:
reducgdo dos dados; exibigdo dos dados; comparagio dos dados; de-
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senho e verificagdo da conclusdo. Resultados: foram identificados
5 641 artigos; apos a aplicagdo dos critérios de inclusdo e exclusio e
descarte das duplicatas, foram eleitos 637 artigos para a leitura de
titulos e resumos, dos quais 61 foram selecionados para a leitura na
integra e destes, 28 compuseram a amostra final. Identificaram-se
oferta de agdes de suporte remoto e preocupagdo em capacitar os
cuidadores quanto aos aspectos técnico-cientificos do cuidado no
domicilio, além da promogao da melhora da qualidade de vida das !
criangas/adolescentes e seus familiares. Evidenciou-se lacuna com 5
relagdo a identificacdo e ao manejo da dor pelos profissionais dos :
servigos domiciliares. Conclusdes: a atuagio dos servigos domicili- 5
ares a essa populagio especifica tem foco nas demandas de cuida- :
dos com as tecnologias em salide e na promogao de alivio dos sin- 5
tomas, diminuindo a carga de trabalho dos cuidadores e auxiliando ;
na desospitalizagio. :

Palavras-chave (Fonte DeCS) !
Pacientes domiciliares; assisténcia domiciliar; cuidador; crianga; :
adolescente.
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Introduction

Child health care in Brazil has undergone advances evidenced by the
reduction in infant mortality, increased access to health services,
high vaccination coverage and decreased malnutrition. This result-
ed in the stagnation of neonatal mortality rates and an increase in
the survival of premature children with chronic diseases (1).

In view of this change in the context of children’s and youth health,
there was the emergence of a group internationally entitled as
“Children with Special Health Care Needs”. These are children who
present changes in their health status related to chronic conditions,
functional limitations, need for recurrent use of complex health
services or considerable risk of developing physical, developmen-
tal, behavior and emotional alterations. In general, they present de-
mands for comprehensive and sometimes continuous and intense
care (2). In Brazil, this group was named as “Child with special health
needs” (Crianes) (3).

Because they also present specific care demands such as medica-
tion use, technological and development support, and habit modi-
fication, some Cubs can be clinically fragile. Thus, many families of
these children and teenagers are socially vulnerable because they
have low per capitaincome, aggravated by the restriction of the num-
ber of people who contribute financially to income due to the need
for time of some of the family members to dedicate themselves to
their care (4).

Depending on the special need for health, hospital admissions are
recurrent and prolonged in this population group, resulting in an in-
crease in the demand for care that, in the hospital, is performed by
the members of the multidisciplinary team, but which, after clinical
stability and hospital discharge, can be performed at home by the
family (5). Therefore, the family is fundamental for the continuity
of care because it is directly involved in the actions of meeting the
basic needs of life up to the handling of complex health devices (6).

For home care, guidance on the management of devices and how
to deal with their specificities is necessary. This training of the care-
giver should be conducted from the moment of hospital admission.
However, a study pointed out that these guidelines are provided in
a segmented and sectorized way, in which professionals work with
minimal integration, resulting in a multiprofessional gap and diver-
gent information to families (7).

In Brazil, to meet the health demands of the Crianes and guide their
families, it is necessary professional follow-up, either through punc-
tual care, or continuous, according to each case, by multidisciplinary
teams. In the public health system, these teams are linked to home
care (HC), defined as a modality of health care “characterized by a set
of actions to prevent and treat diseases, rehabilitation, palliation and
health promotion, provided at home, ensuring continuity of care” (8:1).



The AD, in the country, is effected by Primary Care and/or the Home
Care Service and proposes the provision of multiprofessional sup-
port and technical-scientific knowledge for family caregivers to con-
tinue comprehensive and humanized care, which allows the keep of
astable health condition for people who have some disease or chronic
disease (9).

Therefore, the AD is configured as an ideal strategy to ensure the in-
tegrality of health care and meet the needs of families and continu-
ous and complex care of the Crianes, because they go to the home
equipped with technological devices such as: gastrostomy, tracheos-
tomy, mechanical ventilation, oxygen therapy, nasoenteral tube, fully
implanted catheter (10).

Therefore, to integrate the knowledge about this modality of health
care promoted to the Crianes as a subsidy to professionals working
in The A, the aim of this study is to analyze the results of scientific
publications on professional home care for children and teenagers
with special health needs.

Materials and methods

This is an integrative review of the literature, which was conduct-
ed in six phases: 1) identification of the problem, elaboration of the
theme and the guiding question; 2) search of literature in electronic
databases and libraries and selection of articles according to inclu-
sion and exclusion criteria; 3) data collection and categorization of
articles; 4) critical analysis of the included studies; 5) interpretation
of the results; 6) presentation of the review (11).

The preparation of the guiding question was based on the PICO
strategy, acronym for Participants, Interest and Context (12), in
which: P — children and teenagers with special health needs; | —
home care; Co — performance of professionals of home care ser-
vices to the Crianes.

Thus, the theme of this review is based on the following question: how
has the performance of health professionals who compose home care
services for children and teenagers with special health needs been?
For classification purposes, the concept of home care services,
present in the Virtual Health Library, was considered as: “commu-
nity health services and nursing services that provide multiple and
coordinated services to patients in their homes” (13). These home
care services provide the visit of nurses, health units, hospitals or
organized community groups that use specialized professional staff
in the health area.

The literature search was conducted between December 2019 and
February 2020, updated in March 2021, in the following databases:
Nursing Database (BDEnf/VHL), Latin American and Caribbean Lit-
erature on Health Sciences (Lilacs/VHL), Medical Literature Analy-
sis and Retrieval System online (Medline/PubMed) and electronic
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library Scientific Electronic Library Online (SciELO). We chose to se-
lect these bases because they are the most used in nursing research.

The Descriptors in Health Sciences (DeCS), in Portuguese and Span-
ish: Paciente domiciliares (Personas Imposibilitadas), Assisténcia Domi-
ciliar (Atencién Domiciliaria de Salud), Visita Domiciliar (Visita Domicil-
iaria), Crianga (Nifo), Adolescente (Adolescente). In English, the DeCS/
Medical Subject Headings (MeSH): child, adolescent, homebound
persons, home care services, house calls.

The search strategy for obtaining the primary studies was per-
formed through arrangements between descriptors and Boolean
operators (AND and OR) with parentheses and quotation marks.
In SciELO, Lilacs and BDEnf, the following search strategy was
used: (teenager OR child) AND “home patients” OR “home care” OR
“home visit” and its correspondents in Spanish and English; at Med-
line, Mesh: (child OR teenager) AND “homebound persons”; (child
OR teenager) AND “home care services”; (child OR teenager) AND
“home care services” AND “house calls”.

The inclusion criteria of the studies were publications between 2009
and 2020, available in full, in Portuguese, English or Spanish, which
presented individuals aged between o and 18, and that portrayed
the proposed theme. Exclusion criteria were theses, dissertations
and monographs, reviews, editorials, papers presented at scientific
events, book chapters, obituary and letters to the editor.

The titles and abstracts were read independently to ensure that the
elected articles met the question and inclusion criteria established.
In cases of divergences, there was discussion among the research-
ers to reach consensus.

The process of selection and organization of articles occurred man-
ually, based on the full reading and the use of a validated data ex-
traction instrument for integrative review (14). This stage was per-
formed independently by the two researchers, and the following
steps were followed: data reduction, with the removal of the main
results of the articles and coding for their better management; dis-
play of the data with the creation of a thematic framework, in which
all articles and their respective codes are gathered; comparison of
the data, in which patterns were identified in the codes, organizing
them into groups with similar results, to which different colors were
assigned for better definition of categories; and, in the final phase of
drawing and verification of the conclusion, the synthesis of the result-
ing groups and their appointment into categories were carried out to
enable the discussion (11).

Results

A total of 5,641 articles were identified, which, after applying the fil-
ters according to the inclusion criteria, resulted in 828. After the dis-
posal of the manuscripts in duplicate, 637 (11/SciELO, 177/Lilacs, 26/



BDEnf and 423/Medline) had their titles and abstracts read exhaus-
tively, to verify whether they answered the study question. A good

of 576 articles were excluded because they were not in Portuguese,
English or Spanish (1 article); do not present individuals aged be-
tween o and 18 years (39 articles); not to be articles (9 works); not to
respond to the research objective (527 articles).

After this stage, 61 articles were selected for full reading and, of
these, 28 composed the final sample (Figure 1). Of the 61 studies, 32
were excluded for not answering the research question (2/SciELO;
3/Lilacs; 27/Medline) and one for not corresponding to the estab-

lished age group (Lilacs).

Figure 1. Flowchart of the process of selecting articles in databases.
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Of the articles, eight (28.5 %) were published in 2016; four (14.2 %)
in 2019; (10.7 %) in 2015 and 2014; (7.1 %) in each of the following years
2013, 2017 and 2018; (3.5 %) in each of the years 2010, 2011, 2012 and
2020. In 2009, no studies addressing the theme were found. Re-
garding the research design, 24 (85.7 %) were quantitative studies,
one (3.5 %) qualitative and three (10.7 %) addressed qualitative and
quantitative methods (Chart 1).

The special health needs identified were related to diseases of re-
spiratory (15), renal (16), neurological, cardiovascular, genetic, con-
genital, neoplastic and metabolic (17), infectious etiology (18). The
professionals who performed home care were nurses, doctors,
physiotherapists and occupational therapists (10).

After in-depth reading of the articles, the results were organized
into three categories: Assistance to children and teenagers with ev-
ident symptoms and/or using health technologies; Factors that in-
terfere with or promote health-related quality of life; Professional
performance in home care with the family caregiver.

In addition to the categories listed, it was evidenced that AD brings
benefits to the health system, because it optimizes the occupation
of hospital beds by reducing the frequency of hospitalization. This
can lead to the minimization of trauma to the Crianes by the low-
er exposure to stressors and the reduction of costs with hospital
health expenses.

Table 1. Characterization of articles and categories listed on professional care in home care to children and teen-
agers with special health needs.

Author/year of
publication, database and
country

Title and method

Category 1. Child and

teenager assistance with
obvious symptoms and/or in
use of health technologies

Category 2. Factors that
interfere with or promote
health-related quality of life

Category 3. Professional
performance in home care
with the family caregiver

Rossetto V, Toso BRGO,
Rodrigues RM, Viera CS,
Neves ET, 2019 (10)
SciELO
Brazil

Development care for children
with special health needs in
home care at Paran4, Brazil

Quantitative

Care with health devices
related to oxygenation,
urinary elimination and
feeding; rehabilitation; drug
dependence; use of diapers;
fully implanted catheter; and
other particular care.

Prado AF, Salinas FP,
2013 (15)
Lilacs
Chile

Home non-invasive ventilatory
care in children: initial impact of
anational program in Chile
Quantitative

Noninvasive mechanical
ventilation assistance.

Reduction of hospitalization;
quality of life; decreased of
anxiety.

Provision of continuing
education to parents regarding
the management of the disease

and equipment.

Ellis EN, Blaszak C, Wright
S, Lierop AV, 2012 (16)
Medline
United States of America

Effectiveness of home visits
to pediatric peritoneal dialysis
patients
Quantitative

Decrease in peritonitis, related
to care at the time peritoneal
dialysis .

Family guidance on the use,

storage and administration

of medicinal products and
peritoneal dialysis and on care
for the environment/machine.

Groh G, Feddersen B,
Fihrer M, Borasio GD,
2014 (17)
Medline
Germany

Specialized home palliative

care for adults and children:

Differences and similarities
Quantitative

Care for children with
neoplasia, metabolic
diseases, nervous system,
circulatory and congenital
with improvement of the
symptoms presented (pain,
fatigue, cognitive impairment,
dyspnea).

Increased probability of
survival.

Improves caregiver quality
of life by decreasing care
overload, anxiety and
depression.

Cantero MJP, Rodriguez
AM, Cardona ALU, Ortiz
AJ, 2014 (18)
Medline
Spain

Domiciliary parenteral
antibiotic therapy: A
prospective analysis of the last
12 years
Quantitative

Administration of antibiotic
therapy.

Reduction of hospitalization
and complication rates.

Guidance to family caregivers
regarding the administration of
medications.




Author/year of
publication, database and
country

Title and method

Category 1. Child and
teenager assistance with

obvious symptoms and/or in

use of health technologies

Category 2. Factors that
interfere with or promote
health-related quality of life

Category 3. Professional
performance in home care
with the family caregiver

Mariani FEP, Duarte ED,
Manzo BF, 2016 (19)
Lilacs
Brazil

Profile of children, adolescents
and their caregivers assisted by
ahome care program
Quantitative

Care with health devices
related to oxygenation,

feeding, neurological disorders

and drug administration.

Groh G, Borasio GD,
Nickolay C, Bender HU,
Von Luttichau |, Fihrer M,
2013 (20)
Medline
Germany

Specialized pediatric palliative
home care: A prospective
evaluation
Qualitative and quantitative

General care for children with
subsequent symptom control.

Improves the quality of life of
caregivers/children.

Relief of the burden of care
for caregivers, support for
their activities of daily living,
as well as psychological and
psychosocial support.

Han Y], Park D, Lee B,
Choi YH, Suh DI, Lim BC,
etal, 2015 (21)
Medline
Korea

Home mechanical ventilation
in childhood-onset hereditary
neuromuscular diseases: 13
years’ experience atasingle
center in Korea
Quantitative

Care with invasive and
noninvasive mechanical
ventilation, tracheostomy,
nasogastric tube and
gastrostomy. Decrease in
hypoxia episodes.

Reduction of hospitalization;
the survival rate.

Yeager A, LaVigne AW,
Rajvanshi A, Mahato B,
Mohan R, SharmaRetal.,
2016 (22)
Medline
India

Can Support: Amodel for
home-based palliative care
delivery inIndia
Qualitative and quantitative

Administration of medications,
insertion of bladder and gastric

catheters; pain relief and
palliation.

Guidance to family members
regarding simple nursing tasks,
such as wound treatment.

Lindley LC, Mixer SJ, Mack
JW, 2016 (23)
Medline
United States of America

Home care for children with
multiple complex chronic
conditions at the end of life:
The choice of hospice versus
home health
Quantitative

Care for children with
cardiovascular conditions,
anomalies and decreased

functional status.

Training of family caregivers;
ease of access to pediatric
reference hospitals.

Chong LA, Khalid F, 2016
(24)
Medline
Malaysia

Pediatric palliative care
athome: A single center’s
experience
Quantitative

Palliation and care with health
devices related to oxygenation,

urinary elimination and
feeding. Difficulty in pain
management.

Tiberg|, Lindgren B,
Carlsson A, Hallstrém |,
2016 (25)
Medline
Sweden

Cost-effectiveness and cost-
utility analyses of hospital-
based home care compared

to hospital-based care for
children diagnosed with type
1diabetes; arandomized
controlled trial; results after
two years’ follow-up
Quantitative

Promoting parents’ satisfaction
with home care. From the
presentation to the family of
strategies for the management
of diabetes that have an impact
on daily life for alonger period.

Lindley LC, Nageswaran S,
2017 (26)
Medline

United States of America

Pediatric primary care
involvement in end-of-life care
for children
Quantitative

Relationship between home
care and approximation
with primary care; beyond
decreased predisposition to
cardiovascular, psychological
and functional problems.

Chong PH, De Castro
Molina A, Teo K, Tan WS,
2018 (27)
Medline Singapore

Pediatric palliative care
improves patient outcomes
and reduces health care costs:
Evaluation of ahome-based
program
Quantitative

Decreased pain
during follow-up.

Reduction of hospital
admissions; improve of
emotions; quality of life

related to health.

Reduction of caregiver care
burden.

Carvalho AJL, Ferreira HM,
Borges EF, Borges Junior
LH, de Paula ALT, Hattori

WT etal., 2019 (28)
Medline
Brazil

Analyses of the effectiveness of
a Brazilian pediatric home care
services: A preliminary study
Quantitative

Decreased infection rates,
procedures (laboratory and

imaging tests) and readmission.

Lee YH, Lu CW, Huang CT,
Chang HH, Yang KC, Kuo
CSetal., 2019 (29)
Medline
China

Impact of ahome health care
program for disabled patients
in Taiwan: A nationwide
population-based cohort study
Quantitative

Care of tubes or catheters and

treatment of wounds.

Reduction of the risks of
hospitalization and the use of
emergency services.
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Author/year of
publication, database and
country

Title and method

Category 1. Child and
teenager assistance with
obvious symptoms and/or in
use of health technologies

Category 2. Factors that
interfere with or promote
health-related quality of life

Category 3. Professional
performance in home care
with the family caregiver

Naicker SN, Richter L,
Stein A, Campbell L,
Marston J, 2016 (30)

Medline
South Africa

Development and pilot
evaluation of ahome-based
palliative care training and
support package for young
childrenin Southern Africa
Qualitative

Adequate pain management
during home follow-up.

Greater permanence of the
child in the home; favoring the
approach of the child with the

family members.

Promotion of support and
preparation of the family for
the experience of death, in
addition to the mediation of
learning for the performance
of home care.

Tang MH, Lin CK, Lin WH,
Chen CH, Tsai SW, Chang
YY, 2011 (31)
Medline
China

The effect of adding a
home program to weekly
institutional-based therapy
for children with undefined
developmental delay: A pilot
randomized clinical trial
Quantitative

The home activity program
resulted in average functional
progress when compared to
institutional therapy in terms
of cognitive, language, motor
activities and social domains.

Guidance and training on home
management of children with
developmental delay through

rehabilitation activities.

Maynard R, Christensen E,
Cady R, Jacob A, Ouellette
Y, PodgorskiH etal., 2019
(32)
Medline
United States of América

Home health care availability
and discharge delays in children
with medical complexity
Quantitative

Tracheostomy, gastrostomy,
nasogastric tube, jejunostomy,
nasal cannula, mechanical
ventilation, among others.

Delayed initiation of home care
reduces the quality of life of
children and increases the risk
of infection.

Zuurmond M, O’Banion D,
Gladstone M, CarsamarS,
Kerac M, Baltussen M, et
al., 2018 (33)
Medline
Ghana

Evaluating the impact of a
community-based parent
training program for children
with cerebral palsy in Ghana
Quantitative

Significantimprovement in the
physical and emotional health
of the child and improvement
in some aspects in infant
feeding (some children were
malnourished).

The home support to the
parents provided an increase
in the number of patients and
significantimprovementin the
knowledge and confidence of
the family caregivers.

Ferre CL, Brandao M,
Surana B, Dew AP, Moreau
NG, Gordon AM, 2017 (34)

Medline
United States of America

Caregiver-directed home-
based intensive bimanual
training in young children with
unilateral spastic cerebral
palsy: A randomized trial
Quantitative

Improved bimanual dexterity

and occupational performance.

Training for performing
exercises at home to
improve bimanual hand
control, increasing parent-
child interaction; remote
professional follow-up (online).

Mankikar D, Campbell C,
GreenbergR, 2016 (35)
Medline
United States of America

Evaluation of ahome-based
environmental and educational
intervention to improve health

in vulnerable households:

Southeastern Pennsylvania

Lead and Healthy Homes
Program
Quantitative

Reduction of hospital
admissions and medical
consultations.

Health education for the
adaptation of the environment
and asthma control.

PereraH, Jeewandara KC,
Seneviratne S, Guruge C,
2016 (36)
Medline
SriLanka

Outcome of home-based
early intervention for autism
in Sri Lanka: Follow-up of a
cohort and comparison with a
nonintervention group
Quantitative

Improvement of eye contact,
response to name, social
reciprocity, imitative
behavior and pointing.

Guidance and training to
stimulate, in a playful way, at
home, the social interaction

and communication of children.

Lorentzen), Greve LZ,
Kliim-Due M, Rasmussen
B, Bilde PE, Nielsen B,
2015(37)
Medline Denmark

Twenty weeks of home-based
interactive training of children
with cerebral palsy improves
functional abilities
Quantitative

Improvement of activities of
daily living resulting in greater
school participation and
leisure.

Eskow KG, Chasson GS,
Summers JA, 2015 (38)
Medline
United States of America

A cross-sectional cohort study
of alarge, statewide Medicaid
home and community-based

services autism waiver program

Quantitative

Improved skills in activities
that could be performed
independently.

Support for family members
provided an improvementin
the quality of life of the family.

Hoyt Drazen C, Abel R,
Lindsey T, King AA, 2014
(39)

Medline
United States of America

Development and feasibility of
ahome-based education model
for families of children with
sickle cell disease
Qualitative and quantitative

Conducting educational
actions on the milestones of
development, learning and
skills appropriate for early
childhood.

Potterton J, Stewart A,
Cooper P, Becker P, 2010
(40)

Medline
South Africa

The effect of a basichome
stimulation program on the
development of young children
infected with HIV
Quantitative

Positive effect on the
neurodevelopmental status of
children with HIV.

Guidelines for performing
activities that stimulate
neurodevelopment.

Dangel T, Kmie¢
T,Januszaniec A, Wazny B,
2020 (41)
Medline
Poland

Palliative care in g children with
neurodegeneration with brain
iron accumulation
Quantitative

Aid in the control of pain
and other symptoms; brain
stimulation; administration of
medicines; oxygen-therapy.

Family support for home care
addressing emotional and
spiritual aspects.

Source: Own elaboration.
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Discussion

HC is recognized for effective actions of rehabilitation, palliation,
health promotion, prevention and treatment of diseases. It aims to in-
crease the autonomy of the user, family and caregiver, taking responsi-
bility for the management and operationalization of care or home hos-
pitalization. It requires qualified health professionals who offer home
support to the user and their caregiver (8), according to the discussion
of the following categories.

Child and teenager assistance with obvious
symptoms and/or in use of health technologies

The performance of health professionals in home services is focused
on technological health support, especially the care of invasive and
noninvasive mechanical ventilation, tracheostomy, gastrostomy, ox-
ygen therapy, peritoneal ventricle bypass, nasoenteral/nasogastric
tube, fully implanted catheter, urinary catheters, as well as assistance
to symptoms presented by the child and teenager such as pain, fa-
tigue, cognitive impairment, and dyspnea (10, 15-24, 27, 29, 30, 32, 34).

The conduction of these care stems from the fact that the Crianes
present a prominent subgroup: children and teenagers with com-
plex chronic conditions (CCC). These are characterized as multisys-
temic diseases that permeate their birth, growth and development,
often leading to technological dependence and prolonged stay in
hospitals (41).

The CCC was responsible for the prevalence of 84.2 % of pediatric
hospitalizations, especially genetic and congenital anomalies (80.8
%), respiratory diseases (68 %), neuromuscular diseases (47.3 %) and
gastrointestinal diseases (42.4 %). After hospital discharge, many
required home health technologies, such as gastrostomy (29.6 %),
oxygen therapy (7.4 %), special milk formulas (4.4 %) and noninva-
sive mechanical ventilation (2 %) (9 %).

It is evident that children with CCC have multidimensional needs,
depending on professional care plus family care (42). Thus, refer-
ral to HC can be effected and bring benefits, such as the reduction
of suffering caused by hospitalization and increased availability of
beds for acute conditions (9).

Another potential of HC is related to the increase in the quality of
care for health technologies, evidenced in research conducted with
children on home peritoneal dialysis and their families (16). In this
study, there was a decrease in the rates of peritonitis in children
after professional interventions at home when compared with the
incidence of this complication only with family care.

Another group of Crianes that stood out was that of children and
teenagers in palliative care in receiving home care, because, in ad-
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dition to support with health technologies, they needed special
attention to symptoms arising from their health conditions (17, 22-
24). A study in Germany pointed out that, after the involvement of
the pediatric palliative home care team, the companions perceived
a significant improvement in the symptoms presented by children
and teenagers (17).

This was possible because, when they received treatment in the
comfort of the household, they did not awaken a feeling of sadness
as occurred in the hospital and needed less constant and difficult
visits to the health service (43). On the other hand, a study states
that there is difficulty in recognizing and managing pain, a symptom
prevalent in patients receiving palliative care, and it is necessary to
advance in the conduction of care plans, such as through scales or
protocols that enable the measurement of this vital signal (24).

The construction of the care plan conducted by the home service
team should cover the needs of patients, starting from the evalua-
tion of physical, psychological, emotional, basic diagnosis and un-
derstanding of the social relationships in which they are involved.
Thus, each professional will perform actions that fall into his or
her category.

The services that provide home care excel in the quality of care,
using health technologies required by each child, who experiences
home care. Thus, they provide compliance with the demands arising
from the condition of the Crianes, maintaining the possible stability,
which results in a better quality of life for the child and his/her family.

Factors that promote or interfere with health-
related quality of life

Itis evident the increase in the quality of life related to the health of
the Crianes after the interventions of the professionals who provide
home care, in the following aspects: reduction of hospital rehospi-
talizations and rates of complications such as infections; reduction
in the constant performance of procedures such as laboratory tests
and search for emergency services; improvement of emotions, anx-
iety, cognition, language and activities of daily living; survival rates
(15,17, 18, 20, 21, 26-29, 31, 37).

The increase in hospital stay, triggered by the delay in the beginning
of home care, results in a decrease in the quality of life of the Chil-
dren and an increased risk of infections. A study points out that this
delay is due to the lack of professionals with good financial incen-
tive, adequate workload and migration in search of good working
conditions (32).

Moreover, the multiple hospitalizations decrease their survival, fur-
ther aggravated when CCC is present (45). These adversities are lit-
tle presentin timely home hospitalizations, as pointed out in a stud,
in which the number of hospitalizations, procedures and number of



infections decrease significantly in home services when compared
to hospital services (28).

Therefore, the HC has the potential to reduce the hospital de-
mand and the permanence of users in prolonged hospitalizations,
complementing the care provided by primary care services. In this
perspective, there is a reduction in the use of emergency services,
sometimes required by the Crianes after hospital discharge (29).

Consequently, the increase in home stay and the performance
of these services in an environment in which the Crianes feel
safe, results in the improvement of the quality of life related to
health. Studies that evaluated home palliative services to children
showed that, in the opinion of parents or caregivers, the quality of
life of their children improved significantly after the involvement
of these services (17, 20).

In addition, the involvement of professionals in home care results
in an improvement in emotional state, anxiety and levels of depres-
sion of both the child and the caregiver after home interventions
(15, 17). These benefits are justified by actions such as that of a Ma-
laysian service, which provides 24-hour telephone access, providing
physical and emotional support to its patients and caregivers (27).

Children with neurodevelopmental delay need special attention
from home professionals. Therefore, in the impossibility of an in-
tegral professional, the orientations and training of parents to per-
form home activities bring positive responses to the quality of life
of these children (31). However, for family involvement to become
effective, in ensuring adequate child neurodevelopment, a strategy
used is to fit the routine activities of the family and child and teen-
ager from stimulating activities, as pointed out research conducted
with family members of children with HIV (40).

Another strategy in improving daily activities, which guarantee an
excellent quality of life, such as leisure, school participation, atten-
tion of children with cognitive impairment, is the application of com-
puter interventions in the online modality by parents, prescribed by
professionals and with sporadic follow-up. In this modality, because
itis possible to perform constant and intense interventions, without
the limitations of weekly care only with the professional, the devel-
opment of The Crianes occurs considerably (37).

But the continuous availability of supportis still an essential compo-
nent for the home caregiver, because, in addition to providing safety
and help, it prepares them for the adversities that may arise at any
stage of the disease, either in times of urgency or in the resolution
of the doubts of the caregivers themselves. Therefore, it favors con-
tinuous and comprehensive health care (27).

In view of the above, the professionals of home care services, per-
forming frequent care to the Crianes, guarantee them a longer sur-
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vival, if they have adequate working conditions (18, 20). The con-
stant monitoring, in the physical, emotional and cognitive scope,
using strategies beyond the presence of professionals such as the
use of computers, internet and telephone, makes the improvement
of the quality of life of this public be achieved, which brings benefits
that radiate to family members, parents, caregivers who take care
of these children daily.

Performance of health professionals in the
home service with the family caregiver

In families conformed by Crianes, it is common to observe emotion-
al stress, frustration and disappointment of mothers caused by the
lack of knowledge of their pathology and resources that are neces-
sary for care (46, 47). In addition, the exclusive dedication of moth-
ers in the care of The Crianes, due to the lack of support network
that assists them, causes the abandonment of their jobs, a financial
deficit and lack of self-care, affecting family well-being (48, 49).

Studies indicate that family members also be afraid in the handling
of technological devices, such as tracheostomy (50) and gastrostomy
(51), in the usual care such as bathing and feeding, in the administra-
tion of medication and its long-term effects, being evidenced by un-
preparedness in situations of complication and infection (52).

It is note that the importance that family members must acquire
technical-scientific knowledge to promote adequate care to the
Crianes, being necessary notions of mathematics, disinfection, drug
interaction, handling of health technologies, among others (5).

The performance of home service professionals, portrayed in the
literature investigated in this study, strongly highlights the offer of
technical and scientificknowledge to family members. These actions
are focused on guidance and training on the correct management
of invasive devices, the use, storage and correct administration of
medications and the daily care to Crianes (15, 16, 20, 22, 23, 25).

The recognition of families by health professionals enables their ac-
tive participation in the care process, performing activities safely
(6). This is highlighted in a home care unit in Spain, where profes-
sionals train parents or caregivers to administer antimicrobial ther-
apy intravenously long enough for them to feel safe to continue at
home, in the absence of professionals (20).

Moreover, family involvement is more effective when therapeutic
actions are also delegated to parents and inserted in the daily life
of the family and in the playful activities performed with the Cri-
anes. This occurred in a home intervention program for autistic
children, resulting in an improvement in social interaction, language
and communication (36); in a home exercise program for bimanual
hand control for children with cerebral palsy, resulting in greater fa-
ther-child interaction (34).



Although this family involvement is advantageous, caution is necessary
in conducting therapeutic activities at home, considering that these in-
terventions tend to change the family routine and require the caregiver
to have a psychosocial well-being to implement them. Therefore, it
is up to the professionals to outline with the caregiver the best time
and daily time necessary for the activities to be performed with the
children and teenagers so as not to overload them (34).

Preventive education is also part of the work of health profession-
als of The HC with family members, referring to the monitoring of
child development and the reduction of environmental factors that
interfere in the health status of the Crianes. This was evidenced in
studies in which preventive education modifies parental behavior
for the adaptation of the home environment, making it safer and
with the possibility of conducting activities appropriate to children
and teenagers (39).

These actions of prevention, guidance and training, and the involve-
ment of home services professionals in the care of the Crianes con-
tributed significantly to the reduction of the work overload of the
caregivers. In addition, there was a reduction in their psychological
distress evidenced in the minimum prevalence of diseases such as
anxiety and depression, implying an increase in the quality of life of
family members (17, 20, 27).

The receipt of home care provides families with more time for ev-
eryday life, not turning exclusively to the care of the Crianes, partial-
ly returning to the common activities existing before the presence
of this condition. Moreover, it is emphasized the strengthening of
relationships with relatives and friends, and the decrease in con-
stant family displacement to the hospital, resulting in an increase in
the physical and mental disposition for home care (43).

The family members/caregivers of Crianes are in the act of perform-
ing previously unusual activities. Thus, the services that provide
home care seek to meet the needs of technical and scientific knowl-
edge of family members through prevention actions, guidance and
training, both for care and in actions that improve the mental health
and quality of life of the Children and their families.

Conclusion

The present study allowed the analysis of the performance of health
professionals in home care services to The Created at national and
international level. However, in a continental country like Brazil, not
all municipalities have these services in place. As in other countries,
although with different denominations for AD in Brazil, it can be ob-
served that these services act in the demands of care with health
technologies, promote relief of the symptoms presented and reduce
the workload of caregivers and family members. Moreover, it was
possible to identify the offer of remote support actions and concern
to train caregivers regarding the technical-scientific aspects of the
care of the Crianes and the management of their health conditions.
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The provision of these services is not only limited to the presence
of professionals at home but can also be performed using technol-
ogies such as internet, computers and telephone. This expands and
strengthens the parent-professional relationship, resulting in feel-
ings of safety and improvement of the quality of life related to the
health of parents and Crianes.

Professionals working in the home care service present difficulties
in identifying and managing pain. This is a gap that could be mini-
mized by the implementation of scales and protocols to measure
this signal, generating greater comfort to the child and tranquility
to the family. Another gap in care was the delay in the beginning
of home care, with a subsequent increase in the stay of Crianes in
the hospital.

It should be noted that there was a limitation of the search in the
databases due to the lack of a specific descriptor for Crianes, since
this term encompasses a diversity of groups of children and teen-
agers with special health needs. In addition, the present study was
based on the Brazilian model of home care, so that, as observed in
the reading of the articles, there is a variety of organizations in this
modality of care; thus, it cannot be generalized to all the realities of
the world. Therefore, it is suggested the development of research
with the objective of longitudinally monitoring the performance of
health professionals of home care in other countries of the world,
according to their specificities, focusing on pain management and
the time necessary for the organization of the team and the dehos-
pitalization of Crianes.

This review brings as a benefit the unification of information on The
Services of HC for the Crianes, enabling those interested in the area
to understand them as an aid to dehospitalization. It also subsidizes
professionals in the care of children at home, since it summarizes
the main evidence of the methods used by health professionals in
HC to this public.

Bringing to the fore how professional care has been taking place in
the home care of Crianes can give visibility to this population that,
in fact, requires continuous and comprehensive care, and deserves
to live with dignity. To this end, awareness and changes in the work
process of those who care for them are necessary.

Conflict of interest: None declared.
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