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ABSTRACT

This study aimed to understand the meaning of care given by mothers to disabled child with special needs.
Qualitative, exploratory descriptive research held from March to April 2012, with 08 mothers registered in the
Family Health Units of a municipality in Paraiba, who fulfilled the inclusion criteria: mothers of disabled children
with special needs aged between six months and 10 years old. Data were collected through semi-structured
interviews and analyzed using the Collective Subject Discourse. For mothers, the meaning of care to children with
special needs has proved to be singular, involving specific attention, full of sociocultural values as renunciation
and dedication, and determined by the historical and cultural construction of the role of women in the family and
society. The lack of social support of this care in daily life affects negatively, the family and social dynamics of
mothers. In order to face this reality it is indispensable the support of social networks for child-family binominal.
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support?.
INTRODUCTION In this study, it is understand for special
needs, those that disabled child can present, as

Commonly people with disabilities face dependency for activities of daily living, aid for
limitations in their daily life. These limitations moving, feed themselves. These needs are not
are intimately related to the conditions that allowonly arising from the individual condition of
the exercise of autonomy and their socialdisability, and yes, the dynamic relationship
participation, and may interfere with their between the person and the environment in
occupational development or harm it, cognitivewhich it operates, taking into account the
and psychological, contributing to their social availability of resources of environment and its
exclusiort”. adaptability?.

In this sense, it is responsibility of the |In this sense, the existence of a disability is
families, societies and governments to ensuréiot necessarily that the child requires a
their citizens with equal opportunities in all differentiated resource, depending on the type
situations of life so that they can develop theirand degree of disability, as well as the effects
potential including specific care for those peoplethat result by, in addition to the general
who exhibit demands of special care. Theconditions of the services that will serve as
involvement of individuals or group of indicators of whether or not the use of aid and
individuals and organizations that offer special servicé®.
assistance and necessary assistance to theseThe first space of socialization of a person is
people, in order to help them to start or continuethe family environment, with the birth of a
healthy behaviors, maintaining and promotingdisabled child, suffers changes affecting the
health, which comprises the needed sociafamily, not only in terms of reactions and
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feelings of its members, as well as their structurd=rom this, the objective of this study was to
and functioning. In this process, the family, understand the meaning of care dispensed by
often needs to rethink its organizational structuremothers of disabled children with special needs.
and form as a group, because the care to th§he aim is to contribute to the elaboration of

disabled children with special needs requirespossible strategies to facilitate the confrontation
constant presence of a caregiver who, for they this process

most part, it's the motHer

In this sense, an important part of the
responsibility of the health care of children with METHOD
special needs is assumed by families, being
parents the main caregivers. During the course
of care, they face great challenges that pertain t
both the social limits as the emotional and ofte
express feelings of doubt, insecurity, fear an
uncertaint{f”).

The family contributes to the development

Qualitative exploratory and descriptive study,
arried out in the period from March to April
012, in eight Family Health Units in the urban
qarea of a municipality of Paraiba. Participated
eight mothers of disabled children with special
needs whose collection closing criterion was of

and security of its members in various Ways,Olata saturation. The sele(_:tlon of subjects_was
made by prior consultation to the medical

either by satisfying their most basic needs,recorols of families reaistered in these units
facilitating a coherent and stable development; . , ' cgl ¢! S€ units,
being encouraging a climate of belondhgn seeking to identify children with any disability.

this way, it will be with family members that the From this information, was performed a previous

disabled child with special needs will sustain SOMt2Ct With the family, verifying the existence
personal relationships closer and important inOr not of spec_|al needs. . .

! As a criterion to determine the special needs,
many  cases, the only Ones. The sttidy children should present at least a demand of care
highlights that the family, through the to perform activities of daily living, for example,

relationships built between its members, can,qqjstance to loco-mote and/or feed. It was used
provide to disabled children an environment that, < inclusion criteria: mothers of children aged
promotes development.

! ) ) between six months and 10 years and with
Among family caregivers, the mother is the gnecial needs and as a criterion of exclusion:

main agent of care to the disabled children withygihers with difficulties in communication. The
special needs, assuming an important role an@rpject was submitted to the Research Ethics
responsibility in the conduct of the process of committee, under protocol number: 20111612-
care. Thus, it becomes the fundamental charactqy7g as advocating the Resolution 196/96 of the
in the care and maintenance of the well-being ofNational Health Council, having received a
the child, which, depending on the degree offavorable opinion. The participants signed the
dependency for daily activities, requires Informed Consent Form at the time of the
redoubled attention and supervi§ed interviews, where they received information

In general, mothers feel burdened to take car@bout the research and implications regarding
of the child with special needs, either by excessarticipation.
of responsibilities, time devoted or lack of social The data were collected through semi-
support. The main difficulties presented are ofstructured interview, recorded and performed in
social conviviality, physical and emotional the mothers' homes, with an average duration of
overload, and the complications that result fromtwo hours each, with the following main issues:
the need for permanent monitoring by For you, what is it like to have a child with
ambulatory  health care services andspecial needs? How do you take care of your
rehabilitatior?. child with special needs?

Reflecting about the responsibility conferred  The interviews were transcribed verbatim and
to the mother of disabled child with special analyzed by the technique of the Collective
needs, the issue that has guided this study wa§ubject Discourse (CSB) As imagined by its
What is the meaning of care to the disabled childauthors, the CSD consists in a mode of discourse
with special needs assigned by the mothers@nalysis obtained in verbal statements or in any
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discursive manifestation that can be find in texts  I'm always giving up other things to take care of
and written documents. Structurally, it is  him. | take care of him alone, and it was very
organized from the use of methodological difficult because | never took care of a disabled
figures designated as: Anchor (A); Central Idea Ferj_on' so for ”I‘el_f't was vWe;y d'lﬁ'cuit' Ec”ft Fm
(Cl); Key Expressions (KE) and the Collective €2ding & normal life [..]. When | get off from

. . . work to get him to do treatment, peoplee are
Subject Discourse (CSD). The meanings of these asking if there's no one to take him, becausey onl

figures or steps of an analysis procedure, give paye to take him, because | know it's my
the notion of a process of apprehension of opligation to bring him to know how's his

meanings that arise in all the lines, which display progress in treating [...] | stop doing things déet

a collective thought or the representation of the care of her, sometimes she asked something and |

group about a given theme or isStle say it is ok, sometimes she wants me to play with
In the interpretation of testimonies, were her [..] All he wants to do | do. Because he

established Anchors (A), which resulted in a depends a lot of us and when we don't have time
categorial set of three Central Ideas (CI), thereisevenharder. (CSD)

highlighting the meaning of care to children with In this speech, it is evident the mother
special needs: 1) Care that requires resignatiorsonception that she is only able to provide the
2) Distinguished care of other children and 3)child the unconditionally care, leaving the
Care that requires dedication. From the Centrabersona| issues, such as work, leisure, wills.
Ideas were built the synthesis-speeches, bringingiowever, to take it upon themselves to greater
together all elements of the various testimoniesresponsibility in the conduct of care to disabled
organized according to the answers given to thehildren, engage in such a way that they become

central question of the interview script. the main subject of care, however the result to
conduct life can reflect on their personal and
RESUL TS AND DISCUSSION family relationships.

Study*” about the quality of life of

In the survey, eight mothers aged between 24aregivers of people with special needs, points
to 38 years old participated of which half was Out that the function of taking care of them is
married and other half single. All had anothercommonly exercised by a family member who
son in addition to the disabled child with special@ssumes the role of primary caregiver, becoming
needs. It was noted further, that the familyresponsible, by care. By passing a very high time
income does not exceed one (1) minimum wageattending the needs of the dependent individual,
Towards children, they presented age groughe member may suffer a social stress and have,
between one year and 11 months and ten yea®s a consequence, the removal, often, of their
of age, being six female and two male. Theown family, friends and limitation in their social
deficiencies shown were: physical, auditory andconviviality.
multiple, according to ICD - 10 (International ~ The exclusive dedication to attend the
Statistical Classification of Diseases and Relatedlemands of child survival care with special
Health Problems). needs can reflect on the welfare of caregivers,

Through incursions in the lines of mothers, it leading to a physical, emotional and affective
was possible to apprehend the reality in thewear. To deal with the situation of stress and
experience of these actors, about the care dsuffering triggered by these experiences, appeal
disabled children with special needs. to external moderators (family and institutional

The first mothers' collective speech presentyietwork) and the internal moderators
the meaning of care as that one that gives off ofsociocultural matrix) for copirfty.
something personal to attend the special needs of In this context, it reinforces the importance of
their children. It is evidenced as the mainthe family as centralizing core in organizing
providers of necessary means to guarantee th@sponses to conflicts generated and its
conditions they require to maintain their state ofmediation by the conditions inherent to the

health. disability, since it contributes to the development
Central idea 1- Care that requiresand security of its members in various ways,
renunciation: either by satisfying their most elementary needs;
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facilitating a coherent and stable development; Care performed by mothers of children with
and even encouraging a climate of belonfihg special needs involves unique and complex
The importance of the presence of the family inactions, continuous and intensive in nature. The
child care is indisputable. However, its ability to mother takes the brunt of responsibility in the
care for its members and handle the sufferingcreation of the son. Occurs, thus, a relationship
generated by the impact of outstanding situationsgf mutual dependence between mother and son.
as the experience of disability, congenital|n this way, the mother believes to be fulfilling
malformation or prolonged hospitalization, may bejts role of mothe?. This complex attention
compromised, diminished or abséht required by children becomes a challenge for the
In this perspective, the families who mgthers, who often lack of mediate it with the
experience their living with a disabled son havegther members of the family.
in mind a fundamental element to strengthen  stydy' demonstrates that triggered changes
them in the face of the adversity caused by then family dynamics, due to the presence of a
situation of the child and for the maintenance ofchronic condition, start from the need of
functioning and healthy family interactidté repeated visits to health services, the use of
In this process, studié¥™ highlight the role  medicines, specific care, of recurrences and
of the health professional, which must be basedepeated hospitalizations along the process,
on the establishment of a close relationship andeaching all their members. The inability to deal
continuous with the families, rescuing the with a new situation affects family relationships,
essence of integral care to apprehend the needghether between brothers, between parents and
of the other, taking into account social, cultural children or between spouses.
and affective aspects. Thus, it dislocate the In this sense, the care of these children
centrality of care in the biological for an require adjustments in all familiar scopes, which
expanded care, guided by a sensitive listener anghakes evident the need of family interaction
reflective dialogue. throughout the dynamics and process of care.
In the process, health team and family canTherefore, it is crucial to the active presence of
build together enabling strategies for extendedamily and social groups.

care and multidisciplinary that give account of Many families make explicit difficulties to
the complexity experienced by the family in take care of disabled children with special needs.

their daily lives. These require an expanded support and work in
Central idea 2: Distinguished care of otherfamily groups to exchange experiences and
children: strengthening of potential in the care for the

Because the care is different from the othersether Ch”d.’ through the support that e'ach' member
no way | can handle equal, no, because he neeo@rOVIdeS to each other, thus cpntrlbutlng to the
more. But | treat him normal, | give the same rule Process of restructuring of family dynamics and
for him and his sister [...] | take care of himas rescue of the well-being of &,

normal kid, but the care is different from othei [. Central idea 3: Care that requires dedication:

| didn't want to handle differently, | wanted tdéa
care all the same, but there's no way | can not
handle all the same, no, because he needs mpre [...

He relies heavily on me, he is very different from very great care with him [..] We have to pay

kids of his age. (CSD) attention to him, there are things he doesn't
For mothers, the care of children with special understand, then we have to give a lot of attention
needs is coated with a different meaning of [...] I take care of him as a normal child. | doath
other children. At the same time that is specific, he doctor says, the nurses, | go to the speech
is not distinguished, in essence, from that therapist, | do everything as it is said and I'm
. 9 o ’ running behind.(CSD)
provided to other children. For mothers, the role _ _
is a commitment in the physical, emotional and Some demands of care required by a child
social levels, since, on the condition of With special needs are intense and constitute in

caregiver, is responsible for the provision andchallenges to the family caregiver, especially the
preservation of life of their children. mother. The CSD shows that the uniqueness of

We have to take care, with patience, lots of
patience, if not, he does not go it has to be with
lot of affection, and stuff like that [...] | have
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the care of these children involves an extrememothers, concerns the singular character of this
dedication, expenses with products andcare, involving specific attention, differentiated
medicines and the search for technical androm that afforded to other children. This care is
scientific  knowledge of health care translated by means of socio-cultural values like
professionals. renunciation and dedication, determined by
In the family context, is socio-cultural historical-cultural construction of the role of

determined that the woman is the provider ofwomen in the family and in society.
childcare, elderly and sick people. The Such a situation delegates to these mothers,

legacies of the tradition, dedication, the exclusivity of care to children, making
selflessness, education and fam”ythem realize themselves indispensable, to the
socialization and female solidarity, combined POINt of ~ compromising their ~personal
with the moral obligation that are culturally dynamics and quality of life, with possible

transmitted to the girls of the family, Physiological, re]:mo_tlone_ll and sohC|aI _
contribute to them to internalize the primary co%sequzncgs. t-L € 3|l';uat|on Wofrsenf'\]/cv ?n IS
family caregiver rol&. evidenced in the absence of satisfactory

The legacy of dedicatiéh implies the support reports along the route involving the

preference of women for the development Ofcar':'ahc()afrgfrc‘)llgr??i's imperative that the awareness
the role of caregiver of children, in particular ’ P

those with special needs. These legacie r: hs'::fl'th Ip_rofessmnalsdagd Lamlly mehmbe_rs (I:n
reinforces the role of women to care is a social ef ey 'tles pfresent.el y td.e.se m.ot ers ': E) €
construct ideologically determined, what cr:)n r(;)_ntat:_llt_)n ofsr:]eqa ﬁ(ljg |t|onsh|mpose Dy
constitutes a moral obligation. In this sense, itt e disability of t _el_r_ chl ren_. That W_ay, It

is the responsibility of the women care for the OPENS up_the p053|b|_llty of being establls_h_ed a
whole family, as a moral obligation socio- re!at|on§h|p of sharing care and decisions,
cultural built. reinforcing the autonomy of mothers for that

By being an aciviy essentlyfeminine, is 7% U 80 e el <ooperaton vty e
responsibility of the woman not only the task g

. family
of nursing but also to learn to take care of. In Co .
19 but 8 . : Considering that these families also depend
turn, this implies the necessity of having . o .
. . on the support and nursing care, it is essential
access to information related to knowledge of

the field of healtf). The mother caregiver that this class can contribute with their
. L . knowledge and practices to enhance the
needs a “time”, which is not chronological

. .| bargainin ower of mothers in caring for
bUtZ yes, singular to. egch of them, dependlnq:h”gren gwi?h special health needs.g The
on its context, of their life story, the smaller or monitoring of families, the creation and

larger influence of socioc_ultural matrix_ of encouragement of participation of support
caref, to e_IaI(t])G?rate mechanisms to help in thegroups and health education, as well as the need
controntation. to encourage social support network are essential

Thus, the social support network to Which ¢, 1ho e orientation of the care provided by
she has access, the sharing of information . ihers to children.

experiences and social interactions with . s gstressed the importance of health

healthcare professionals in a dialogical o qtessionals become aware of the existence of this
relationship, can contribute to the exchang€jientele and develop programs of attention and
and the sharing of experiences of care with they 5541t 1o these women. It is necessary to reorient
other members of their social support network. ye nrofessional practice leaving to reproduce the
dominant ideology in the daily activities of cace t
FINAL CONSIDERATIONS disabled children with special needs, thus enabling
the insertion of other subjects in the process of
In response to the objective of this research, itare, in order to built a shared experience in whic
was evidenced that the meaning of care taeveryone can take their part, without overloads or
children with special needs assigned by thearger repercussions for caregiver mothers.
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SIGNIFICADO DO CUIDADO A CRIANCA DEFICIENTE COM NEC ESSIDADES
ESPECIAIS: RELATO DE MAES

RESUMO

Objetivou-se compreender o significado do cuidado dispensado por mées a crianca deficiente com necessidades
especiais. Pesquisa qualitativa, exploratoria descritiva realizada de marco a abril de 2012, com oito maes
cadastradas nas Unidades de Salide da Familia de um municipio da Paraiba, as quais atenderam aos critérios
de inclusdo: mées de criancas deficientes com necessidades especiais com idades compreendidas entre seis
meses e 10 anos. Os dados foram coletados por meio de entrevista semiestruturada e analisados pela técnica do
Discurso do Sujeito Coletivo. Para as maes, o significado do cuidado as criangcas com necessidades especiais
revelou-se singular, envolvendo atengdo especifica, repleto de valores socioculturais como a renuncia e
dedicacéo, e determinado pela construcao histérico-cultural do papel da mulher na familia e sociedade. A falta de
apoio social no cotidiano deste cuidar afeta negativamente a dinamica familiar e social das maes. Para o
enfrentamento dessa realidade é imprescindivel o suporte de redes sociais de apoio ao bindmio crianga-familia.

Palavras-chave: Saude da crianga. Cuidados de enfermagem. Familia. Enfermagem pediatrica.

SIGNIFICADO DE LA ATENCION AL NINO DEFICIENTE CON N ECESIDADES
ESPECIALES: RELATO DE MADRES

RESUMEN

El objetivo fue comprender el significado de la atencion dispensada por las madres al nifio deficiente con
necesidades especiales. Investigacion cualitativa, exploratoria descriptiva realizada de marzo a abril de 2012,
con 8 madres registradas en las Unidades de Salud de la Familia de un municipio de Paraiba, las cuales
atendieron a los criterios de inclusion: madres de nifios deficientes con necesidades especiales con edades
comprendidas entre seis meses y 10 afios. Los datos fueron recogidos por medio de entrevista semi-estructurada
y analizados por la técnica del Discurso del Sujeto Colectivo. Para las madres, el significado de la atencién a los
nifios con necesidades especiales se revelé singular, envolviendo atencién especifica, repleta de valores
socioculturales como la renuncia y dedicacion, y determinado por la construccion histérica-cultural del papel de la
mujer en la familia y la sociedad. La falta de apoyo social en lo cotidiano de este cuidar afecta negativamente la
dinamica familiar y social de las madres. Para enfrentar esta realidad es imprescindible el soporte de redes
sociales de apoyo al binomio nifio-familia.

Palabras clave: Salud del nifio. Cuidados de enfermeira. Familia. Enfermeria pediatrica.
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