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AbstrAct

Objective: This study aimed to understand the information quality offered to the families of children and adolescents with 
myelomeningocele about their rights in health and identify how has been occurred the process of guidance on public health 
policies. Methods: Qualitative research conducted in a pediatric referral hospital in Ceará. Fifteen families participated in a 
semi-structured interview, developed from September 2013 to February 2014. The data were submitted to thematic categorical 
analysis. Results: Families had insufficient information about the rights of their children, aspect that is related to the gaps in 
the orientation transmitted by health professionals and results in economic difficulties due to the high costs with the necessary 
supplies in day to day. Conclusion: The study disclosed the need to expand the training of professionals, improving their skills 
for providing assistance to these families, contributing with information on its rights and autonomy.
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resumo

Objetivo: Compreender o conhecimento das famílias de crianças e adolescentes com mielomeningocele sobre os seus direitos 
em saúde e identificar como tem ocorrido o processo de orientação acerca das políticas públicas de saúde. Métodos: Estudo 
qualitativo, realizado em hospital de referência pediátrica no Ceará, onde desenvolveram-se entrevistas semiestruturadas com 
15 famílias, de setembro de 2013 a fevereiro de 2014. Os dados foram submetidos à análise categorial temática. Resultados: As 
famílias possuíam pouca informação acerca dos direitos de seus filhos, aspecto que esteve relacionado às lacunas existentes na 
orientação dos familiares por parte dos profissionais de saúde. Esse desconhecimento repercutiu em dificuldades econômicas, 
devido aos altos custos com os insumos necessários no cotidiano. Conclusão: Conclui-se ser necessário investir na formação 
dos profissionais, favorecendo a sua aquisição de competências para atuar junto às famílias, de modo a contribuir para a sua 
apreensão de conhecimentos e autonomia.

Palavras-chave: Pessoas com Deficiência; Doença Crônica; Defesa da Criança e do Adolescente; Políticas Públicas de Saúde; 

Meningomielocele.

resumen

Objetivo: Comprender el grado de conocimiento de las familias de niños y adolescentes con mielomeningocele con respecto a 
sus derechos en materia de salud, e identificar como ha sido el proceso de orientación acerca de las políticas públicas de salud. 
Métodos: Estudio cualitativo realizado en hospital pediátrico de referencia en Ceará, donde se han desarrollado entrevistas 
semiestructuradas con 15 familias, de septiembre 2013 a febrero de 2014. Los datos fueron sometidos al análisis categorial 
temático. Resultados: Las familias tenían información insuficiente sobre los derechos de sus hijos, aspecto que se relaciona con 
las lagunas en la orientación transmitida por profesionales de salud y resulta en dificultades económicas debido a los altos costos 
con los insumos necesarios en el día a día. Conclusión: Se necesita ampliar la capacitación de profesionales, confiriéndoles 
habilidades para prestación de asistencia a las familias, contribuyendo con la información de sus derechos y autonomía.

Palabras clave: Personas con Discapacidad; Enfermedad Crônica; Defensa del Nino; Políticas Públicas de Salud; Meningomielocele.
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INTRODUCTION
The neural tube malformations occur in the early stages of 

fetal development, between the third and fifth pregnancy week, 
and affect the primitive neural tube framework that will originate 
the structures of the nervous system, such as the brain and 
the spinal cord. While these compromises can be surgically 
repaired, nerve injuries are permanent and offer different types 
of complications1.

With regard to the world of birth defects, incidence data show 
variation between 0.79 and 6.39 per 1000 live births2. However, 
data of the national literature about this rate are scarce, with 
only a few specific studies. Among these, one held in Minas 
Gerais showed a prevalence of 4.3 per thousand births between 
1990-2000, and another in Recife, found prevalence of 5 per 
thousand births in 2000-20043,4.

Among these malformations, myelomeningocele (MMC) 
represents approximately 75% of cases of spina bifida (defect 
that affects the spinal cord, as well as the structures that protect 
it) being the most severe form as a result of the sequelae resulting 
from exposure of the nerve tissue5,2.

The diagnosis of MMC during pregnancy promotes early 
intervention plan, since at the birth of the child, is indicated the 
surgery, more precisely in the first 24 hours, with the purpose 
to reduce the aggravation of the clinical picture and possible 
sequelae. The most common complications are paralysis of lower 
limbs, skin sensitivity disorders, urinary and bowel incontinences 
and musculoskeletal deformities and sexual dysfunction5-7.

Because of these complications and the need for continuous 
health monitoring and treatment for children and adolescents 
with this malformation, it is necessary the involvement of family 
members. These chronically diseased individuals will face 
several challenges in conducting their daily life activities, mainly 
because of limited mobility and the possible presence of fecal 
and urinary incontinence, situations that require the performance 
of some household procedures such as Bladder Relief Probing 
(BRP), and use of equipment for locomotive support5,8.

Thus, the MMC is considered a chronic disease, since it 
demands uninterrupted treatment, prolonged professional care 
and frequent hospitalizations9. Chronic diseases are the leading 
causes of death and disability in the world, being defined as those 
that have long permanence, slow evolution, usually recurrent, 
and, consequently, contribute to the suffering of individuals, 
families and society, requiring continued attention and efforts 
of a set of equipment and public policies10.

Families are the most engaged social support to children 
and adolescents with chronic disease. On the other hand, they 
need to receive attention from government agencies, including 
health professionals and support networks that favor, as well 
as materials and supplies for the care, also the exchange 
of information and sharing of experiences that will facilitate 
knowledge and therapeutic interventions for maintaining healthy 
life of diseased ones.

Thus, it advocates that for the realization of professional care 
in health services, family care at home and thereby improve the 
life quality of users with MMC, Public Health Policies are needed 
to provide support to their caregivers.

The Ministry of Health, over the past few years, has 
established some laws, decrees and ordinances ensuring 
rights that promote people who have some chronic diseases 
such as: Osteogenesis imperfecta, neuromuscular disorders, 
Down syndrome, autism, among others. However, there is a 
need for the evaluation of existing public policies as to its actual 
implementation and expanded for people with other chronic 
health needs, such as the serious defects of the neural tube, in 
the case under discussion - MMC.

In Brazil, the movement for democratization of health, 
which involved the country in the second half of the seventies, 
favored the construction of the Health Reform Project, and in 
this scenario, was elaborated, in 1988, the current Brazilian 
Constitution, which revolutionized by ensuring, in its Article 196, 
that health is "a universal right and duty of the state, guaranteed 
through social and economic policies aimed at reducing the risk 
of disease and other health problems and universal and equal 
access to the actions and services for its promotion, protection 
and recovery"11.

The discussion about the rights of people with disabilities, 
originating whether or not from a chronic illness, precedes this 
Constitution, even if in a limited way, without so many benefits. 
However, the guidelines relating to public health policies for this 
population and its implementation have been guaranteed from 
that Constitution and its dismemberment.

Thus, one can envision that children and adolescents with 
sequelae of neural malformation can be benefited, especially 
when, depending on the characteristics and level of their injury, 
present disabilities, have limitations for the development of 
activities of daily life and are dependent on care technologies. 
This legally guarantees them to receive some of the rights of 
persons with disabilities, although there are no specific policies 
for that portion of the population12,13.

In this sense, it is emphasized that when the population is 
aware of their guaranteed rights by means of public policies, they 
are aware to judge situations and fight for them. In these cases, 
they also have the opportunity to act with autonomy their role 
in society as citizens, which contributes to the effectiveness of 
these policies14.

In this way, so that children and adolescents with neural tube 
malformations among other chronical diseases achieve their 
rights, it is essential that families receive support and exchange of 
information, sharing of experiences beyond illness and treatment, 
as well as guidance on the existing public policies and actions 
that are developed to reach them.

Thus, viewing in practice many instances of children and 
adolescents with MMC, their demands and needs, which 
transcend hospital treatment, it was perceived the need to study 
the subject, to involve the families of children and adolescents 
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with MMC about their rights to health, and what learnings have 
been built on the existing public policies that contemplate this 
health condition.

Therefore, the research aimed to: understand the knowledge 
of the families of children and adolescents with myelomeningocele 
about their rights in health and identify how the orientation process 
has been occurring about these public health policies.

METHODS
Qualitative study, in line with Minayo, to whom this approach 

falls within the field of subjectivity, with the universe of meanings, 
beliefs and values; space of relation, processes and phenomena 
in a deeper way, that cannot be summarized to variables15. 
Thus, there was the intention to understand a situation from the 
perspective of people who live it.

The project was approved by the ethics and Research 
Committee (opinion nº 401,189) of the hospital object of the 
study, tertiary care unit, reference in attention to children and 
adolescents, located in Fortaleza, Ceará, Brazil. It is noteworthy 
that users with MMC receive ambulatory monitoring in various 
medical specialties and from other professionals.

The participants were 15 families of those users, selected 
based on the following inclusion criteria: being responsible and/
or caregiver of the child or adolescent's family in order to share 
information with the highest level of details about the goals of 
this research be present during the monitoring and treatment 
in hospital and present availability time to participate. Exclusion 
criteria: family members who presented some mental deficit that 
impaired their participation in interviews and have little knowledge 
of the child's or adolescent's daily life.

Semi-structured interviews were conducted from 
September 2013 to February 2014, using a script containing the 
characterization of the participants and questions concerning their 
knowledge about health rights for children and adolescents with 
MMC and in which situation, how and with who, they obtained 
such knowledge. The interviews were recorded and transcribed 
by the researchers, preserving the originality of the speeches.

For the analysis of the information, we decided to adopt 
the recommendations of the Bardin's Categorical Thematic 
Analysis, which guides the dismemberment of a text into units 
and categories through analog groups16. Among the different 
forms of categorization, the investigation through themes is 
considered effective and fast in perspective applied to simple and 
direct speeches. Thus, these steps were followed: pre-analysis; 
exploration of the material; treatment of results, inference and 
interpretation. From The analytical phase resulted the following 
thematic categories: knowledge of the families of children 
and adolescents with myelomeningocele about their rights in 
health; reality of the process of guidance to families by health 
professionals.

All standards of Resolution 466/2012 have been complied 
and some precautions were taken in order to protect the identity 

of the participants, professionals cited in the reports, health 
institutions and the municipalities of origin of respondents. As 
well, respondents received fictitious name and were replaced 
the names of people, services and locations mentioned in the 
speeches for letters, as precepts of Ethics in Research.

RESULTS AND DISCUSSION
Initial results show the socioeconomic characteristics of 

these families and the main clinical complications of children 
accompanied in the service by the illness condition for MMC.

The presence of mothers (14) predominated in the study, 
because, mostly, they were the main caretakers and caregivers, 
with the participation of just a father who exercised this role. 
This corroborates reports of literature pointing the mothers 
as main caretakers to children with special health needs5,17-19. 
Regarding to the age group, it was observed that this ranged 
from 18 to 46 years, with a predominance of participants 
between 30 and 40 years (10), that is, people who may have 
greater life experiences.

In relation to the degree of education, more than half 
had attended elementary school complete or incomplete (8), 
representing a low educational level, which may have influenced 
the understanding of the questions during the interviews, since 
there was a need for further explanation on issues of the study and 
some terms to participants. In this sense, it alerts to the fact that 
this lack of knowledge can limit the performance of households 
in various forms of struggle, as well as their understanding of the 
process of illness and health rights.

Regarding marital status, the majority were married or living in 
a stable union (11), a situation that related to the family dynamics 
after the arrival of the child at home in postpartum period, 
depending on the possibility of the partner to assist or not the 
family financially and in some cases contribute with care. There 
was a predominance of people who did not exercise formal jobs 
(14), and the minority participated occasionally in family farming 
activities (4). In General, the actions of home and child care were 
highlighted, focusing on children and adolescents with MMC, a 
fact that justified the impossibility for some to exercise a formal job 
due to large demands of monitoring to health care and home care.

With regard to origin, only two were residing in Fortaleza, the 
capital of Ceará, and the majority in the countryside of the state 
(7) and the metropolitan area (6), composed of municipalities 
near the capital. With regard to family income, the majority (10) 
lived with one to two minimum wages monthly, highlighting the 
Continuing Cash Benefit (CCB) to children and adolescents, 
because of their disabilities, amounting to a monthly minimum 
wage as currently promoted by Decree Nº 7,617 of 201120.

In relation to children of participants with MMC, prevailed 
the female (10) and the age ranged from 3 months to 13 years. 
With regard to schooling, of the nine children and adolescents in 
the mandatory age (from 4 years) for enrollment in educational 
teaching, six attended the school21.
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The main reasons for which the parents had not enrolled their 
children, according to their reports, were related to the aftermath 
of the MMC, such as the difficulty of walking and family belief 
that the school environment was not suitable for their children. 
For the families, this place presents complications, because the 
absence of schools with physical and structural support that 
could allow the proper study of the child or adolescent. However, 
such justifications are remarkable for the national educational 
guidelines, which advocate free access of these people to a 
quality school environment21,22.

With regard to complications arising from the MMC, it was 
noted, among those who had already been detected with some 
of the sequelae (13), a higher occurrence of children and teens 
with urinary incontinence (11) and/or fecal (10). This finding 
corroborates the scientific literature, because several studies 
show high prevalence of renal and vesical defects in people 
with MMC, neurogenic bladder, which requires the completion 
of intermittent emptying through the BRP23,24.

About the complications of locomotion, four children had not 
yet been diagnosed with this sequel due to age, eight did not walk 
and three had a non-functional march, that is, walk with difficulty, 
needing the wheelchair or other supports for locomotion.

In this sense, it highlights the importance of equipment that 
help those people in moving their limbs during daily activities. In 
the study, eight were using wheelchairs, four had orthotics in the 
arms and/or legs and one was using a walk support. It should be 
noted that some of these users, even requiring such material, 
did not use it due to financial difficulty to acquire or even to have 
access to such equipment through public service.

Knowledge of the families of children with 
myelomeningocele about their health rights

In that category, it was seized the attention of the family 
members about the rights to health and, specifically, in their 
situation when taking care of a child in special condition.

It is important to emphasize that some health rights 
provided by Brazilian legislation give coverage to people who 
have disabilities and chronic diseases, such as neural tube 
malformation, although not specific to these diseases. In this 
sense, depending on the information and knowledge they have, 
the individuals that present this pathology and/or their family 
members will have more opportunities to request them or, by 
judicial process, fight for their benefits. It should be noted that 
once obtained these rights, these people will have, consequently, 
better conditions of survival.

In this regard, it was noted that families had insufficient 
information about the guarantees provided by the law to their 
children. More frequently, they cited the CCB, as shown by the 
transcribed speeches:

Only the little I know is that he is entitled to a benefit 
(Priscila).
[...] I know she has the benefit, and I also know that the 
money is to take care of her (Marta).

These findings diverged partially from the found in another 
survey conducted in Ceará involving people with disabilities, in 
which it noted that they had greater knowledge of their rights, 
despite also reporting failures for its full implementation25. 
However, it should be noted that the study was conducted with 
adults with disabilities, who had longer period of experience 
in the struggle for their rights, which may have influenced the 
degree of knowledge.

In the following study, the financial benefit has emerged 
as one of the most important rights for these families, 
because most do not have subsidies to support its members 
due to the withdrawal from formal employment. In this case, 
the absence of income worsened after the simultaneous 
rise of respondents spending for home care, treatment and 
continuous monitoring of children with special health care 
needs to the health services.

The right to receive materials to the required care at home 
was also commented by family members, who highlighted to 
believe that children and adolescents should be benefited with 
diapers by the government, because it is a frequently used 
material, requiring large monthly investments for acquisition.

I have heard that she is entitled to receive all the materials 
she uses, diaper [...] (Penha).
I think so, these diapers, because I paid more than 100 
reais in her diapers, it is overpriced (Samara).

The complication of urinary incontinence can lead users 
to the need to use the BRP, but comfort can be extended 
with the use of the disposable diaper. However, the Brazilian 
legislation does not guarantee the offer of that product to 
the population with MMC or other special need with similar 
care, although it can be established decrees, ordinances or 
municipal or state laws, to ensure this type of provision. It is 
also highlighted that, in Ceará, such regulations were not found. 
Only existing commercial services that offer discounts on the 
purchase of diapers for the use of people with special needs 
and philanthropic institutions that can offer financial help for 
this or certain acquisitions.

Other emphasized rights in health that correspond legally 
to existing policies were receiving orthotics, medicines and 
materials to perform the BRP12,26 access and quality of health 
services, as a priority27,13. Family members stressed also the right 
to education, leisure and school transportation service.

The only right that I think she has, this orthosis, I think 
the Mayor, someone had an obligation to donate at least 
half (Rafaela).
[I think] better care at the corners [health services], 
because it is kind of complicated [...] (Samara).
Health first, education, transport [...] medicine, diapers, 
cate material [BRP] (Sandra).
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This larger knowledge, beyond the mere understanding about 
the right to receive a financial benefit, has been demonstrated 
only for a small portion of respondents. In addition, the reported 
information was mainly based on assumptions and there is no 
conviction on the part of some families that constituted, in fact, 
rights. It was noted, therefore, real ignorance of many families 
members from different municipalities of Ceará, about public 
health policies that can favor their chronically diseased children 
and help them achieve better qualities of life.

Reality of the process of guidance to families by 
health professionals about their health rights

The results showed that the guidelines received by family 
members appear to be limited in shape, quantity of the contents 
on public health policies, with little resonance in the knowledge 
of the rights of children and adolescents with MMC. Thus, there 
were gaps in the form of guidance and education of families by 
health professionals, in order to allow the family conditions to 
take decent care and the struggle for social and citizenship rights, 
which transcend the receipt of a minimum financial benefit, unable 
to meet the needs of these users. In the reality of these families 
learning resides mainly in the CCB, since they are predominantly 
oriented on the procedures required to obtain it.

Doctor. J, before I left, she gave me a certificate, explained 
every little thing as it was, I sought the benefit, she had 
earned (Marta).
Until this moment, I only heard about the benefit and it 
was the doctor who told me (Mara).

It was observed that , among health professionals, the doctor 
was the main adviser on the rights, by virtue of being responsible 
for drawing up the certificate, with the user's health problem 
report, so that families are able to receive the financial benefit at 
the National Institute of Social Security (NISS), having had thus 
greater emphasis on the provision of information about the CCB.

It should be noted that for the users to have access to their 
rights, being assured the public policies in their favor, it becomes 
imperative greater disclosure about its existence, in order to make 
them known by health professionals and the population14.

Despite being a sector related to this kind of guidance, social 
services was cited by a minority of respondents. In this sense, it 
is emphasized that, according to the professional regulatory law 
states, among the powers of social workers, guide groups and 
individuals in order to identify resources and use them in defense 
and in the care of their rights28. However, through the experiences 
of the participants of this research, it is realized great work of 
these professionals with regard to the guidance on the rights of 
children and adolescents with MMC in most health institutions 
where they are accompanied.

It also highlights the importance of comprehensive care, 
according to which all employees participate actively, with a 
comprehensive overview of the needs of the subject being cared, 
including those not directly linked to this disease. This design 

includes post-discharge care and all necessary guidance on 
home-based care and rights of this child/adolescent, according 
to the Brazilian Laws and Regulations.

A rehabilitation health service stood out in the statements of 
family members, as being of great importance in relation to the 
guidelines, in addition to inform about the financial benefits for 
other data about the various rights and clarify their doubts, as the 
form of ownership, as shown the line:

Hospital X [HR] gave me a paper with everything she 
needed and the laws that are in the Constitution. Then I 
took her to the city hall, that is with about four years. Until 
then I didn't get nothing, I bought. A long time I was buying, 
then the HR guided me to go in the secretariat. He gave 
me a list with all rights, was my salvation (Jane).

The report shows that the referred health institution had 
important role in the life of these families, since, although their 
children have to be accompanied in other pediatric reference 
services from birth, had not received guidance on all rights to 
them. It is noteworthy that the lack of guidance from the beginning 
has imposed great challenges in the everyday life of these people, 
forced to spend high values for the purchase of materials essential 
to the treatment with BRP, essential medication in the presence of 
sequels, among other inputs for the daily care, and transportation 
to health services, these rights guaranteed by the law.

One mother voiced the long period of approximately four 
years, to have access to information on current public policies 
that could benefit her daughter and legal ways to achieve their 
rights. It emphasizes, however, that despite the CCB to be of great 
importance and assistance to these families, other guidelines are 
also fundamental to the families dealing with different sequelae 
of MMC.

This statement is reinforced when it is observed that the 
benefit has proved unable to supply all the demands of those 
expressing the magnitude of the importance of family members 
being trained on the legislation, clearly and in simple language, 
so that people can live better.

However, it is observed by some health professionals, little 
attention to guidance to users about their rights, perhaps by 
ignorance or even absence of training on such policies. In this 
sense, the presence of weaknesses related to clarification, or 
even to social rights, education becomes especially worrisome 
in the institution where the study was conducted, since at this 
location many professionals are working with children and 
adolescents who chronically diseased.

When I left here, the nephrologist just gave me a paper 
with the number of a probe for me to buy [when asked 
about receiving information on the rights of the child, after 
discharge of the reference service] [...] She spent a lot of 
time using antibiotics and medicine for the kidneys, long 
time I bought [not knowing who had the right to receive, 
even being accompanied in a reference center (Jane).
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Despite regulatory provisions contemplated to ensure 
the receipt of medicines and therapeutic material for BRP as 
according to Decrees Nº 3298 and Nº 7,50812,20 for many years 
these families faced financial obstacles to offer treatment and 
proper care for the children, by not being aware of rights provided 
for in Brazilian legislation for decades. To Soares, Moreira and 
Monteiro, there are laws guaranteeing minimum rights for people 
with disabilities in Brazil, however, are little known by most 
people, which affects its effectiveness and applicability29.

It is believed that health professionals who assist chronically 
diseased users since its birth should be the main source of 
guidance for families. So, should clarify the daily care, treatment, 
illness, rehabilitation process and also about the benefits they are 
entitled to promoting the exchange of information and increasing 
their level of understanding about public health policies.

However, was observed in this study, it still has prevailed 
the biomedical character in assisting these professionals, which 
makes it necessary to look beyond illness and the physical body, 
which is more comprehensive, human, involving the various 
dimensions of living of children and adolescents with special 
needs.

In this context, what has been seen in health institutions 
are professionals less committed to users and principles of the 
SUS, which makes it urgent to reformulate the health professional 
training, in order to change the existing social models. To this 
end, the courses should prioritize the formation of technically 
competent people to take care in a humanized form, ethical, 
responsible and with quality30.

Similar research showed that most of those responsible for 
children and adolescents with spina bifida had received guidance 
related to some legal benefits in health services, although only 
slightly over half has been guided by health professionals. Thus, 
it becomes necessary to emphasize social actions on the subject 
among these professionals in order to promote the dissemination 
of information in its context of care17.

In addition to health care professionals, relatives with a 
greater degree of guidance and education may represent a 
source of information for families, as well as others responsible 
for individuals with special needs, the television media, social 
networks and health support institutions.

I know, I think from watching television, then I asked 
him if he [doctor] could give [certificate], then he said he 
gave (Safira).
There is an association, its very good, half the things 
I've learned until today was through the Sspinal cord and 
brain association that has membership in the municipality 
H, then we made part of it. It has the President who is 
a very nice person, he has taught a lot, through it was 
that I entered in those rights, in those few rights that I'm 
knowing (Ezequias).

In a similar context, research developed in Rio de Janeiro in 
order to understand the access to some legal benefits, 33.75% 
of the responsible for people in chronic illness demonstrated 
having received this information in the waiting room of health 
services, during conversation with other relatives, and 12.5% 
through the media17.

About the informal networks of guidance, a study held with 
young Brazilians and Americans who have spina bifida showed 
that they sought support in these areas as well as among 
friends, in order to obtain information about their rights, leading 
to serious problems, due to acquire erroneous information and 
often outdated. On the other hand, young Americans had other 
sources more accessible and reliable in obtaining the information 
(schools, health institutions and associations), facilitating 
awareness of their rights29.

In relation to the information acquired without the guidance 
of health professionals, it was observed that many were also 
focused on financial benefit. Without doubt, the access to this 
benefit has been facilitated, and constitutes one of the first 
guidance provided to the families and that they seek to take 
ownership of, since it represents essential aid to those with low 
socioeconomic status.

Thus, it is essential to train health professionals to work with 
children who exhibit various types and degrees of physical and 
mental disabilities, through the implementation of disciplines 
that address the SUS and its public health policies, especially 
for this excluded population from society as a result of organic 
and social limitations.

In addition, it is also imperative to putting in all the services 
of the health care network, a process of continuing education 
for professionals, so that they can guide the families about the 
benefits provided in the public health policies, to which children 
and adolescents with special needs are entitled. That way, there 
will be a greater degree of understanding of the family and, 
therefore, more access to benefits and a better quality of life.

CONCLUSION
The research enabled to understand the knowledge of the 

participants in the study about public health policies in Brazil 
for children and adolescents with severe neural malformations, 
such as MMC. There was partial understanding of the rights, 
emphasized in monthly financial benefit guarantee for users with 
disabilities resulting from neurological complications, although 
in some cases have obtained this information far ahead. The 
sources of information are different to make them aware of this 
benefit, besides those from the health professionals, however, 
still insufficient and with weaknesses, as regards the search for 
further knowledge of these families.

Thus, the observed aspects in this study infers that the 
ignorance of families and/or user of their rights implies even 
more difficulties and challenges to the everyday life of these 
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people, because they need to fight constantly for acquisition of 
medicines, hygiene materials, equipment of locomotion and other 
inputs necessary for the treatment of children and adolescents 
with MMC.

The weaknesses in the process of guidance and family 
education on the part of health professionals, active in the health 
care network, appears to influence the knowledge of these 
families, since many participants demonstrated not knowing 
the public health policies for the benefit of users with chronic 
situations, in this case, neurological congenital diseases. Such 
diseases present few prospect of recovery of the deficiencies, 
but significant possibilities for rehabilitation and improvement of 
the quality of life and, therefore, the people affected by them must 
be included in multiple instances of social rights and citizenship. 
Certainly, the situation identified in health services becomes an 
obstacle for these families to have more empowerment and take 
advantage of their rights, since they are not properly oriented on 
how they should act to achieve them.

It is necessary to acquire skills and abilities on the part of 
health professionals to enable them to act together with these 
families, thus favoring their greater empowerment with regard to 
clinical aspects of treatment, backed by public health policies, 
making them more autonomous citizens and subject to the 
existing social rights in the country. To this end, it is believed that 
the formation of these professionals must be anchored in debates 
and knowledge of SUS and its guidelines, and their own health 
services should provide, permanently, training programs for these 
important actors in the process of guidance and education of 
families, about public policy and users rights.
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