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ABSTRACT
Objectives: to analyze the educational demands of family members of children with 
special health care needs in the transition from hospital to home Methods: qualitative 
research conducted between February and June 2018, using the handbook on creativity 
and sensitivity dynamics, from the sensitive creative method; the participants were nine 
family caregivers of children admitted to a public hospital in Rio de Janeiro; the data were 
subjected to French discourse analysis Results: the educational demands were clinical, 
centered on the categories complex and continuous care, technological care, modified 
habits, medication, development and mixed care, and social, related to the supplies and 
rights of children Final Considerations: the social educational demand has emerged as a 
new demand to be incorporated in the care of these children. The transition from hospital 
to home should be progressive and have the nurse as its coordinator, with the objective of 
providing participatory, safe, quality care, articulated within a social network
Descriptors: Child Health; Health Education; Transitional Care; Health Services Needs and 
Demand; Family

RESUMO
Objetivos: analisar as demandas educativas dos familiares de crianças com necessidades 
especiais de saúde na transição do hospital para casa. Métodos: pesquisa qualitativa realizada 
entre fevereiro e junho de 2018, por meio, de dinâmicas de criatividade e sensibilidade do 
Almanaque do método criativo sensível; participaram nove cuidadores familiares de crianças, 
internadas em um hospital público do Rio de Janeiro, cujos dados foram submetidos a análise 
de discurso francesa. Resultados: as demandas educativas foram de origem clínica centrada 
nos cuidados complexo e contínuo, tecnológico, habitual modificado, medicamentoso, de 
desenvolvimento, misto e de origem social, relacionada aos insumos e direitos das crianças. 
Considerações Finais: a demanda educativa social emergiu como uma nova tipologia a ser 
incorporada ao conjunto de cuidados dessas crianças. A transição do hospital para casa deve 
ser processual, tendo o enfermeiro como coordenador, visando um cuidado participativo, 
seguro, com qualidade e articulado dentro de uma rede social.
Descritores: Saúde da Criança; Educação em Saúde; Cuidado Transicional; Necessidades e 
Demandas de Serviços de Saúde; Família.

RESUMEN
Objetivos: analizar las demandas educativas de los familiares de niños con necesidades 
especiales de salud durante la transición desde el hospital hasta el hogar. Métodos: se trata 
de una investigación cualitativa realizada entre febrero y junio de 2018, mediante dinámicas 
de creatividad y sensibilidad del Almanaque del método creativo sensible; participaron 
nueve cuidadores, familiares de niños internados en un hospital público de Río de Janeiro 
cuyos datos se sometieron al análisis del discurso francés. Resultados: las demandas 
educativas eran de origen clínico centralizadas en los cuidados complejo y continuo, 
tecnológico, habitual modificado, medicamentoso, de desarrollo, mixto y de origen social y 
estaban relacionadas con los insumos y derechos de los niños. Consideraciones Finales: la 
demanda socioeducativa emergió como una nueva tipología a ser incorporada al conjunto 
de cuidados de dichos niños. La transición del hospital al hogar debe ser procesal, teniendo 
al enfermero como coordinador, con miras a un cuidado participativo, seguro, de calidad y 
articulado dentro de una red social.
Descriptores: Salud del Niño; Educación de la Salud; Cuidado Transicional; Necesidades y 
Demandas de los Servicios de Salud; Familia.
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INTRODUCTION

Children with special health care needs (CSHCN) is an expression 
used nationally and internationally to refer to children who have 
chronic, physical, developmental, behavioral or emotional conditions 
and thus make greater use of health services and require assistance 
from different professionals, including nursing professionals(1-2).

In Brazil, CSHCN are classified into six categories, according to the 
demands of care. The developmental category consists of children 
with delayed development, who require psychomotor therapy 
and social rehabilitation services more than other children. The 
technological care category includes children who use life-support 
devices such as gastrostomy, tracheostomy, colostomy, and others. 
In the medication category are those who require long-term use of 
medication such as insulin, anticonvulsants, and others. The modi-
fied habits category encompasses children who need adaptations 
in routine activities such as eating, walking, bathing, and others. 
The mixed care category is composed of children who have more 
than one of the previous demands, except for technological care. 
And finally, the complex clinical care category refers to children 
with all of these demands, including life support technologies(1-2).

CSHCN, with their care demands and chronic conditions, have 
to rely on tertiary health care services, recurrent and prolonged 
hospitalizations, difficult access to primary care and compre-
hensive care in the Unified Health System (SUS). Despite of the 
prolonged hospitalizations, family members of CSHCN reported 
lack of knowledge and misinformation regarding the transition 
from hospital to home, a moment marked by fear and doubt(3).

Studies show that the current models for hospital discharge 
preparation are fragmented and place a high burden on family 
caregivers(4), who claim that they were not prepared by health 
professionals to meet the care demands of children at home(3,5).

Given the CSHCN’ often continuous and complex demands, 
learning how to provide care in the transition from hospital to 
home is a challenge for the family caregiver. Therefore, nurses 
must understand the reality of the families and identify the 
educational demands, which are the information that must be 
acquired and learned as part of discharge planning(1).

International and national studies recommend that discharge 
planning includes educational interventions with family members, 
as they need to be prepared to receive their children at home(6-7). The 
nurse has been highlighted in the literature as the most appropriate 
professional to develop strategies to promote knowledge with the 
family caregiver, to coordinate comprehensive care and the transition 
from hospital to home, and to advocate for CSHCN and their families, 
as they have specialized training and knowledge of health issues(7-9).

Therefore, the nurse must promote a dialogic education process 
with the family caregivers of CSHCN in the transition from hospital 
to home, aiming to know their realities and identify educational 
demands, to create a space for listening, learning and exchange of 
experience between the family members and to reduce doubts, 
anxiety and difficulties related to the care of CSHCN.

OBJECTIVES

To analyze the educational demands of family members of children 
with special health care needs in the transition from hospital to home.

METHODS

Ethical aspects

Given the ethical and legal issues related to the research, data 
collection only began after the research was approved by the Re-
search Ethics Committee of the studied institution, under protocol 
number CAAE78848517.8.3001.5269 and all participants read and 
signed the Informed Consent Form. The Form was presented and 
delivered to participants on a day different from when the data 
collection occurred, when a date for the meeting was scheduled, 
according to the availability of the participant. For an accurate 
registration, all the dynamics were audio recorded in MP3 player, 
with prior knowledge and authorization from family members.

Theoretical framework

In the transition of CSHCN from hospital to home, it is necessary to 
think about preparing the family in a progressive and gradual manner, 
involving the caregivers and respecting their spatial and temporal 
roots, knowledge and skills. Transitions are closely related to time and 
movement, and they can affect health, relationships, expectations 
and abilities, as the person has to incorporate new knowledge(10-11).

Meleis’ theory, which is part of the theoretical foundation of 
this study, points out that situational transitions are associated 
with changes in roles in the various contexts in which people are 
involved. Health-disease transitions encompass sudden changes 
in role when a person goes from a state of health to an acute or 
chronic disease or from a chronic state to a state of well-being, 
which still includes the chronic condition. Organizational transitions 
happen in people’s environment and are anticipated by changes 
that occur at the social, political and economic context(10-11).

The transition of CSHCN from hospital to home must always 
be based on a liberating education, guided by Freire’s concepts of 
awareness and dialogicity. In this sense, Freire(9), who is the second 
theoretical framework adopted in this study, affirms that a valid 
education must start from the concrete person and their concrete 
reality, considering them as humans as this is their ontological voca-
tion. However, this is an educative and transitional process that only 
makes sense if it is based on dialogue and on a genuine concern 
with the real needs and autonomy of these families, which are seen 
here as learners and participants of the teaching-learning process(12).

Type of study

Descriptive study with a qualitative approach, following the Creative 
and Sensitive Method(13), based on the epistemological frameworks 
of critical reflection on participant research, group dynamics of social 
psychology and artistic creation in art-based research. The Creativity 
and Sensitivity Dynamics (CSD) called Handbook was implemented 
from February to June 2018, through four group meetings with 
nine relatives of CSHCN, which lasted for an average of 55 minutes.

Methodological procedures

Study setting

The study was conducted at a public hospital specialized in 
pediatrics in the city of Rio de Janeiro.
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Data source

Data collection occurred through four group meetings, where 
the Handbook Creativity and Sensitivity Dynamics (CSD) was 
applied to nine family caregivers who accompanied CSHCN in 
the pediatric inpatient unit. This CSD worked as a group meeting 
and an educational process with the study participants, as they 
were able to exchange information, experiences and knowledge 
with each other based on the care they provided to their CSHCN.

The first group was composed of two family members, the 
research assistant and the main researcher, while the other 
three groups had three family members, the research assistant 
and the main researcher. Two family members were present in 
two distinct groups.

 
Data collection and organization

The selection and enrollment of participants was based on 
the consultation of medical records of patients admitted to the 
institution and invitation of those who met the following inclusion 
criteria: relatives of CSHCN with recurrent hospitalizations (more 
than 3 hospitalizations per year) and/or prolonged hospitaliza-
tions (more than 30 days), who were over 18 years old, who were 
caregivers of the CSHCN and who were available to interact in 
groups. The exclusion criteria were: relatives who had cognitive 
difficulties and relatives who were not the caregivers of the child, 
even if they accompanied them to the hospital occasionally.

Participants who met the inclusion criteria were personally invited 
by the first author of the article when they were alone, so they did 
not feel embarrassed and were not identified as participants of a 
research. All those invited agreed to participate in the study. Dur-
ing this invitation, the researcher explained, in clear and accessible 
language, the objective of the study and that the CSD would occur 
in a group with other family members of CSHCN, lasting up to 60 
minutes, in a private room in the institution. Upon acceptance, a 
formal invitation was made and a date for the dynamic was sched-
uled according to the availability of the participants.

The speeches of the participants were identified by the code 
name participant and the Arabic number corresponding to the 
order of their inclusion in the CSD (Participant1, Participant 2, 
Participant 3, etc...). The objective of the CSD handbook was to 
know the educational demands of family members of CSHCN 
in the transition from hospital to home. The following question 
was the basis for the creation of an artistic piece: “To care for my 
child at home I must know...”

The CSD handbook was planned after the acceptance of the 
family members, when scientific literature was consulted to de-
termine the care demands of the CSHCN selected. The dynamic 
occurred with images and figures that portrayed care of children 
with special health care needs, such as hygiene, feeding, mobility, 
among others, both in the hospital and at home, provided by 
the first author of the article. The image search was conducted 
in February 2018 on the Google website: www.google.com.br. 
The results were filtered to find images with permission to use. 
For this purpose, the Advanced Search filter called “usage rights” 
was used and the “free to use or share” option was selected, which 
allows using the content as long as it is not modified.

Participants took brief notes of their key ideas about the initial 
question, and then attached the response images and figures on 
a sheet of paper, building a collective handbook. In each group 
a new handbook was built, totaling four of them.

Data collection occurred during the Handbook Creativity and 
Sensitivity Dynamics (CSD), conducted by the main researcher, with 
the help of a trained research assistant with practice in applying 
CSD. The main researcher conducted the dynamic, stimulating the 
participants like a cultural animator. The research assistant contrib-
uted by providing the participants with the necessary material, 
taking relevant notes and recording the audio during the dynamics.

New groups were conducted until the construction of mean-
ing of each demand was understood, since discursive formation 
is influenced by psychoanalysis, historical materialism and the 
philosophy of language, and each person’s history may change, 
so it is unlikely that the theme is exhausted.

 
Analysis of data

Data were analyzed by French discourse analysis(14) in its three 
phases. The first was the construction of the textual corpus, in raw 
empirical material, then transformed into discursive object. The 
second occurred when the discursive object pointed the clues 
indicating the analytical devices that constituted the participants’ 
discourse. The third was the passage from the discursive object 
to the discursive process. The use of analytical devices to reach 
the understanding of the meanings produced by the research 
participants is highlighted in this method of analysis(15).

Two categories of analysis emerged: clinical educational 
demands in the care of CSHCN in the transition from hospital to 
home; social educational demands of CSHCN and their families 
in the transition from hospital to home.

RESULTS

Among the nine family caregivers participating in the CSD, 
there were seven mothers of CSHCN (06 biological and 01 foster 
mother), one grandmother and one father. The age of the partici-
pants ranged from 24 to 59 years. Family income ranged from no 
income to three minimum wages. Of the nine families participating 
in the study, six received social benefits from the government such 
as the Cash Benefit Program (BPC) and the Bolsa Familia (BF), and 
for one of the families this was the only source of income. The age 
of the CSHCN ranged from 4 months to 9 years; all of them had 
demands of care of modified habits, medication, developmental 
and technological care, and seven children with these demands 
also required clinically complex care. The length of hospital stays 
ranged from 97 days to 1000 uninterrupted days.

Clinical educational demands in the care of CSHCN in the 
transition from hospital to home

The educational demands presented were related to clinical 
care, according to the place, space and time of the participants 
in the transition from hospital to home. They were classified in 
six types of care demands: clinically complex, technological, 
modified habits, medication, developmental and mixed care.

Clinically complex care demands place a heavy burden on 
family caregivers, even during the hospitalization.
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What is happening is that my baby [CSHCN 2] is going be five 
months old and he has not gone home since he was born [extremely 
premature], because of his health problems, it is a lot [he has Dandy 
Walker syndrome, severe intracranial hypertension, an external 
ventricular drain and gastrostomy]. In the nursery, we [mothers] do 
not have direct care with the babies, everything was done by them 
[health care team], when they sent him [CSHCN 2] to the infirmary, I 
almost went crazy on the first day, it was very new to me. (Participant 2)

The discourse of Participant 2 reveals that there is a lot of new 
information to be acquired in order to take care of their CSHCN. 
Therefore, nurses must create possibilities for the construction 
of knowledge in a progressive and gradual manner.

Two participants revealed educational needs related to care 
with the gastrostomy and tracheostomy technologies.

The question I have is when he [CSHCN 2] puts this button and I 
don’t know if I can go home. This button, is it us [mothers] who 
take it off, how do we clean it, how do I do it here in the hospital? 
Do I wash it only with saline [physiological 0.9%] and gauze and 
at home I continue doing this? We [mothers] have to take this 
button, take it off, put it on. (Participant 2)

The tracheostomy is fine, but I can’t take care of it. The health profes-
sionals asked me not to do it [tracheostomy care]. (Participant 6)

Care with technological devices in the child’s body is a scien-
tific knowledge that generates educational demands for family 
members that must deal with this device. When the family mem-
bers come in contact with these technologies and have to deal 
with them, they demonstrate the concern to incorporate new 
knowledge and new skills, which are part of nursing knowledge 
and competency, so that their children can be cared for at home.

Regarding the modified habit of feeding, it is necessary to 
understand the educational demands of family caregivers in 
order to help in the transition from hospital to home.

We are studying the ketogenic diet, which helped 100% and stopped 
the crises [convulsive]. The convulsive crises are very rare for her 
[CSHCN 1], really really rare, and sometimes we do not realize she 
is having a crisis [convulsive] because it is too fast, before this diet 
they were very long. (Participant 1)

We have this problem with feeding, with fruits, it is very difficult 
for her to eat fruit, my God! We try to give her fruits [CSHCN 9], we 
offer, but it is very hard. It is still a bit complicated to find a strategy 
for her to eat fruits. She [CSHCN 9] doesn’t eat. (Participant 9)

Participant 1, in conjunction with hospital professionals, are 
experimenting with a different diet, with high-fat, low-carb, and 
normal-protein foods, called ketogenic diet, which is used primarily 
to treat difficult-to-control epilepsy in children. For Participant 9, 
the educational demand is about making their daughter eat fruit.

In medication care, the educational demand was related to 
the administration of medication, what to do in case of seizures 
and home poisoning.

Because as I was already a mother, I had the ability to keep everything 
saved in my phone, the time of medication, I already have everything 
in mind. I always look to see if it is already medication time, because 

when I go out, I leave the medication already diluted in the syringe, 
you just have to give it on the right time. This is a matter of custom, you 
get used to it. She [CSHCN 1] takes four very strong anticonvulsants 
and sometimes we are afraid of poisoning. (Participant 1)

At home, we have to know how to manage it [anticonvulsants]. In 
convulsive crises, if they happen, what do you do? This medication, 
if I forget it, will it trigger a seizure? (Participant 2)

The experience of being a mother to another child and car-
ing for a child with special health care needs who was already at 
home, gave Participant 1 the organization and expertise of already 
diluting medications. However, the number of anticonvulsants 
used to control seizures triggers the fear and the educational 
demand related to poisoning. Participant 2, who has been liv-
ing with their child for less time and has never been home with 
him, has educational demands regarding the administration of 
anticonvulsants, what to do if they forget to administer the dose 
and the possible consequences for the child.

The developmental care demand was related to how to do 
physical therapy exercises with the CSHCN.

My daughter’s body is very soft [she has developmental delay due 
to encephalopathy], she’s hypotonic. I look it up on the internet 
[physical therapy exercises], but what’s the good of seeing it on 
the internet and not knowing how to do it, what if I do a wrong 
exercise and hurt the femur, hurt something? I hold her like a baby 
[CSHCN 1] because she is very soft, but we always have that fear 
of getting it wrong. (Participant 1)

In an attempt to do physical therapy exercises on their daughter, 
Participant 1 tries to solve their educational demands through 
internet videos. However, they are not trained on how to do it 
and are afraid of causing any harm, as they do not know how to 
properly handle the child who is hypotonic.

Social educational demands of CSHCN and their families 
in the transition from hospital to home

The social educational demand was present in the discourse of 
the participants and was related to the right of getting a supply 
of special milk, access to school, the social benefits guaranteed 
by the State and access to school life.

And he [CSHCN 2] is only four months old, and he needs special 
milk. I was wondering where I can go, what can I do so that he 
[CSHCN 2] can get this [special] milk, if he is discharged today. 
But he can only go home if he has this [special] milk, so what do 
I do? [...] Also known as Cash Benefit Program of the Organic Law 
on Social Assistance Welfare Law [BPC/LOAS]. The law guarantees 
free public transport, payment of a minimum wage, medical 
treatment in another state, among other benefits guaranteed 
by law 8742. Here’s the rights and benefits of people with special 
needs” [Participant 2 reads the sentences that composed the 
creation of their Handbook]. It’s just that I haven’t been oriented 
yet and wanted to know about these issues. (Participant 2)

I tried to put S. [CSHCN 4] in a school about 4 years ago, but at 
the time they had no companion [school support professional], 
today he is 4 and has never been to school. (Participant 4)
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Participant 2 had several questions, as they did not know and had 
not received guidance on the rights of their child (CSHCN 1), who 
was 4 months old and had been hospitalized since birth.

CSHCN 4 had been hospitalized for three years, due to their 
continuous clinically complex care; however, before this hospi-
talization, the mother (Participant 4) tried to enroll her child in 
a school, but the Brazilian Inclusion of People with Disabilities 
Act (published on July 6, 2015) did not yet exist, impairing the 
social inclusion of CSHCN 4.

Figure 1 below shows the images and texts related to the 
social educational demands selected by participants 3, 4 and 5 
in the second CSD Handbook:

a day. In emergencies, Participant 5 hires a private mobile ICU to 
transport the child to the studied hospital (about 70 km away).

DISCUSSION

The educational demands related to clinical care that were 
presented by the family caregivers of this study were in the 
categories of complex and continuous care, technological care, 
modified habits, medication, development and mixed care. The 
educational demands are those that require greater training of 
the families, considering that it is the preparation for the transi-
tion from hospital to home.

When dealing with a CSHCN with prolonged hospitalizations 
and complex and continuous care demands, the family usually 
faces an initial disorganization, with changes in their life routine 
and habits. This change in family, associated with the transfer of 
the child and a companion to the hospital, can cause disruption, 
instability and leave scars in their memories. Difficulties in coping 
with and accepting this new concrete reality and feelings such 
as dread, fear and shock may still appear within the family. Thus, 
with hospitalization, family caregivers of CSHCN have to deal with 
care that did not belong to their daily routine, experiencing a 
process of mourning and situational transition(12-15).

The realization of special health care needs, the use of life-
support technology, and the critical care environment and critical 
patients are initial obstacles for the care that will be provided by 
the family. However, with the passage of days, the transfer to less 
complex hospital sectors and the opportunity to be closer to the 
child’s body with the help of the nurse, the family caregiver can 
break the barrier of fear and of the unknown(11-12).

It is important to note that, since the moment of hospitaliza-
tion, the nurse should begin a gradual educational process with 
this family, having in mind the transition from hospital to home(10) 
and always avoiding information overload. In this sense, the 
construction of knowledge about care for children with special 
health care needs and clinically complex care demands must be 
based on horizontal communication and respect for the time and 
space of each caregiver(1,16).

In this context, nurses’ work should be focused on the prepara-
tion of family caregivers for the provision of care in the hospital, 
with a view to the moment of discharge. However, discharge 
needs to be a progressive process and include planning, prepara-
tion of the family, and an individualized therapeutic plan for the 
child, developed in a collaboration between professionals and 
families and initiated in the admission of the child and not just 
at the moment of discharge(1).

Therefore, in the health-illness transition(11), the nurse is respon-
sible for providing innovative, complex and continuous care and 
for educating the family member, respecting their knowledge 
and stimulating reflection, action and empowerment(12). The 
literature points out that family members often feel anxious and 
scared before performing the first care, but the learning process 
should contribute to reduce this anxiety, improving their self-
confidence and skills(1,16).

The educational demands associated with technology were 
related to home and procedural care of tracheostomy and gas-
trostomy. The importance of nurses as educators is highlighted, 

Note: CSD - Creativity and Sensitivity Dynamics.
Figure 1 – CSD Handbook. Created by participants 3, 4 and 5, Rio de Janeiro, 
Rio de Janeiro, Brazil, 2018

Regarding the rights of CSHCN 3, in relation to the city of Rio 
de Janeiro, Participant 3 gave the following statement:

The gratuities granted in the Organic Law of the City of Rio de 
Janeiro will be exercised in the conventional two-door buses, 
through the presentation of the electronic card [Participant 3 
reads the sentence selected by her in the Handbook], which 
is the Riocard, that every child can have, but up until today, one 
year later [in Rio de Janeiro], I could not get it [the benefit of free 
conventional bus] for my son [CSHCN 3], so I think that there is 
a flaw in their work [for granting the benefit]. (Participant 3)

The educational demand presented by Participant 3 is related 
to free public transport, given that their child (CSHCN 3) has a 
chronic disease and is entitled to this benefit, but the guardian 
of the CSHCN has to present proof of residence in Rio de Janeiro 
- which Participant 3 does not have, as they live in Espírito Santo.

Regarding social rights, Participant 5 reports difficulties related 
to transportation:

We [Participant 5 and the father of CSHCN 5] have never looked 
for it because we know they do not have it [a mobile ICU service 
in the city of Seropédica], so we don’t even look for it. It is his right 
[CSHCN 5], but the city [Seropédica] does not have it. (Participant 5)

Participant 5 reported their difficulty with the transportation 
of CSHCN 5, who is 4 years old and requires home care 24 hours 
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as they are responsible for guiding family members on this care, 
so that they learn to manage the technology incorporated in their 
children’s bodies, and can also contribute to overcoming stressful 
moments. Thus, family caregivers deserve special attention, as 
the nurse must respond to their needs, which are mainly related 
to the provision of care(2).

The technological care required for the maintenance of life 
can be a heavy burden on these caregivers; therefore, these 
children should be followed up after discharge by the nurse 
and a multiprofessional team specialized in home care. A study 
conducted in the United States described a good home-care 
nurse as someone with skills and experience caring for children, 
competencies related to medical technology, and knowledge 
about child-specific needs and traits(17).

The clinical educational demands related to modified habits 
included the implementation of the ketogenic diet to reduce 
seizures and the difficulty to include fruits in the diet of the 
CSHCN. The literature points out that eating practices are the 
origin of all life habits and all family beliefs.

In the educational process related to the children’s diet, the 
health professional must be aware that it will not always be 
possible to reproduce the hospital diet at home due to financial 
issues, availability of foods, cultural habits, among other factors. 
In this sense, nurses must develop an educational process based 
on the reality of the family, in a truly dialogic relationship. It is 
worth noting that, for the implementation of an educational 
process with family members of CSHCN in the transition from 
hospital to home, nurses also need to be trained to develop their 
educational skills(1).

The educational demands related to medication show that it is 
necessary to provide information and build scientific knowledge 
on how to administer medication and what to do in case of forget-
ting the medication doses, as family caregivers take on the care 
of the child’s body. The family caregivers who had other children 
and who had more experience with the child with special health 
care needs, including moments at home, could present their care 
practice as example in the educational process, demonstrating 
that the nurse is not the only person that can be the mediator 
in the transition from hospital to home.

The family caregivers of CSHCN develop a support and solidar-
ity network among themselves, and, through their experiences 
and expertise, can eventually educate other family members(18). 
Thus, it is possible to overcome the banking model of education, 
which is aimed at the acquisition of skills and abilities for the 
execution of a certain technique, and the family caregiver can 
be at the center of the educational process, since people teach 
each other, mediated by the world(12).

The educational demand related to the child’s development 
showed that the family caregiver can find other sources for 
learning, such as the internet. However, in addition to theoreti-
cal knowledge, practice is also necessary in this case of physical 
therapy exercises with CSHCN. When the educational demand 
is not met by health professionals, family members with a thirst 
for knowledge seek other sources of information(12).

In this study, social educational demands were prominent 
and represented a new demand to be incorporated into the 
educational process in the transition from hospital to home. 

Family members of CSHCN not only need to provide clinical care, 
but also need to know and have access to social benefits, as they 
often face financial difficulties due to their expenses for specific 
high-cost care, constant trips to hospitals and health services. 
rehabilitation, medication, special diets and other materials(1-7). 
In addition, CSHCN often require full dedication at home, which 
is usually provided by mothers who have to leave work, reducing 
the per capita income of the family, which is often insufficient to 
meet the minimum demands of these children(19).

In some cases, all family income comes from government 
financial aid such as the Cash Benefit Program and the Bolsa 
Família. However, lack of disclosure about social programs and 
benefits leads to lack of knowledge about the rights of children 
with disabilities and a subsequent judicialization to access es-
sential services and equipment(20).

Financial difficulty results in social vulnerability and program 
deficiencies due to invisible official rates and lack of specific public 
policies to address the needs of these children, in addition to 
exposure to illness and death due to discontinuity of medication 
and health treatment(17,21). Social vulnerability is related to unar-
ticulated actions in various sectors of society, such as: access to 
special transportation for disabled people and their caregivers, 
school inclusion with educational support and hospital classes 
when in the hospital. In addition, CSHCN find barriers to obtain 
social benefits such as the BPC, the Bolsa Família, their right to 
receive supplies and special food, among others(19).

A study conducted in Europe found that, on this continent, 
integration of health services for complex care demands is still 
insufficient, with wide variation in systems of care for children 
in different European countries. However, the provision of care 
closer to home for children is a goal of European international 
policy. Progress towards achievement of this goal has been slow 
despite growing evidence that homecare provides a means of 
mitigating the barriers and isolation children and their families 
experience during the transition from hospital to home, can 
significantly reduce hospital utilization, and reduces the cost of 
care for children living with complex care needs(21).

In Brazil, the Unified Health System (SUS) guarantees equal 
access to health; however, difficulties to access health services 
are still present. Therefore, the creation of specific public policies 
directed at this group is essential to guarantee the provision 
of qualified material and human resources to meet the health 
demands of CSHCN in the transition from hospital to home(22).

The guarantee of these rights in current legislation and public 
policies does not mean they are actually respected. The family 
must also be educated, oriented, empowered and aware of their 
rights and the rights of their child, so that they can assure them 
and, when this does not happen, they can resort to judicial 
procedures(19).

Regarding the school inclusion of children with special health 
care needs, a European study highlights that chronic health condi-
tions affect school performance(23). However, in Brazil the difficulty 
is in school inclusion, although law states that education systems 
must organize the conditions of access to spaces, pedagogical 
resources and communication in order to promote learning and 
valorization of diversity and to meet the educational needs of all 
students. Accessibility must be ensured through the elimination 
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of architectural barriers in the building, including facilities, equip-
ment and furniture, and providing school transportation(24).

International literature indicates that an integrated health ser-
vice network and coordinated care improves access to services and 
supplies, reduces emergency care, hospitalizations and hospital 
charges, and facilitates access to social benefits.  International 
literature also highlights that care coordination programs - which 
establish continuous care management and favor access to social 
and care benefits - are broader than traditional discharge plan-
ning. These programs ensure that the child can stay as long as 
possible at home and serve as a central access point and as an 
educational resource for the families of CSHCN(25).

Limitations of the study

This study was developed in a hospital with high technological 
and professional complexity, located in the city of Rio de Janeiro, 
which is a Unified Health System reference for the diagnostic 
investigation and treatment of rare diseases and which has an 
interdisciplinary home care program for CSHCN. Thus, the charac-
teristics of the participants and of the CSHCN may not be similar 
to those found in other health units that also provide care for this 
population. In addition, the number of participants represents 
a limited sample for the comprehensive generalizations of the 
results. Therefore, new studies in other contexts of care such as 
home care and primary health care should be developed.

Contributions to professional nursing practice, health or 
public policies

The study is expected to broaden dialogic education and pro-
fessional institutional practices to favor the transition of CSHCN 
with clinically complex care demands from hospital to home.

It can also contribute to the formation of teams in which 
nurses act as care coordinators in the discharge planning for 

this population, aiming to reduce prolonged and recurrent 
hospitalizations.

CONCLUSIONS

The discourse of family caregivers indicated that the educa-
tional demands of family members of children with special health 
care needs in the transition from hospital to home are related to 
clinical care for the child’s body, in the categories of complex and 
continuous care, technological care, modified habits, medica-
tion, development and mixed care. The participants’ discourse 
highlighted social demands, which should be incorporated in 
the care for CSHCN.

In the development of these educational demands, nurses 
should assume the role of care coordinators, understanding the 
transition from hospital to home as a process initiated in the first 
day of hospitalization and not just near discharge.  As coordinator, 
these professionals must approach the social and cultural reality 
of families in order to promote an active and participatory educa-
tional process, in which family members can expose their doubts, 
fears and insecurity. Thus, this professional will be contributing to 
the reflection/action, awareness and empowerment of caregivers.

It should be noted that when the educational process is de-
veloped in groups and with other family members, the exchange 
of experience enhances knowledge and helps overcoming the 
traditional banking model of education. Family members become 
the protagonists of the educational process and can help each 
other based on their experiences and expertise, forming a sup-
port and solidarity network.

Therefore, educational demands are centered on clinical 
and social care and should be addressed in a group educational 
process with nurses and family members, with the objective of 
guaranteeing the transition of CSHCN from hospital to home 
and the provision of participatory, safe and quality care within 
a social and health care network.
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