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Abstract

Introduction: The functional performance of children with
cerebral palsy is directly influenced by the therapeutic
guidelines offered to caregivers.

Objective: To evaluate the impact of educational health
interventions in mothers of children with cerebral palsy
about the guidelines of care.

Methods: A qualitative interventional study developed in
three stages between April and October of 2015 in the Nucleo
de Tratamento e Estimulagcao Precoce of the Universidade
Federal do Ceara, Brazil. The participants were six mothers
of children with cerebral palsy. In the first stage we used
the technique of individual semi-structured interviews,
full recorded and transcribed for the apprehension and
exploration of the speeches; In the second stage, taking into
account the saturation and categorization of the speeches,
a protocol was developed and applied by the researchers
divided into eight interventions of health education in the
group of mothers then in the third stage the individual
interviews were redone for new exploration and comparison
of speeches. The analysis of the data of the speeches was
made through content analysis according to the proposal of
Bardin.

Results: Satisfaction reports on receiving care,
improvements in the handling of children, greater safety in the
implementation of therapeutic guidelines, better perception
about the development of the child with the treatment and
higher concern with self-care.

Conclusions: The educational interventions promoted a
better perception of mothers of children with cerebral palsy
about the therapeutic orientations received from the health
team, since they are based on the family-centered model
offering conditions to the mothers for the confrontation
and reduction of the physical overload, emotional and
psychological; through self-care in health, and information
about means and adaptations for the adequate continuity of
child care.
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B INTRODUCTION

The child with cerebral palsy experiences physical,
sensory and sometimes cognitive limitations; the brain
injury affects the individual from the beginning of life,
and although it is not progressive, it has a high level of
incapacitation, negatively impacting quality of life and
requiring caregivers and family members a minimum of
knowledge, dedication and coping capacity'. Functional
performance of children with cerebral palsy is directly
influenced by the therapeutic guidelines offered to
caregivers’. Health education thus becomes a vital
component of early intervention; based on a family-
centered approach or practice, providing mechanisms
and strategies for family empowerment, intensity and
continuity of care, promoting better family adaptation to
children with disabilities, lower levels of stress, anxiety
and family frustration®; In addition to providing children
with many and better opportunities for active practice
within their daily routines®.

It is understood today that the health team must be
able to understand the experiences and guide the parents
and/or caregivers of children with disabilities; to listen
to them and to recognize them as part of a joint strategy
of coping and comprehensive rehabilitation of these
children’. Avoiding harmful attitudes, such as passivity,

B METHODS

It is an interventional research with a qualitative
and descriptive approach!’. The research followed the
Resolution n°® 466/12 of the National Health Council on
research involving human beings and Code of Ethics of
Physiotherapy and Occupational Therapy, it was approved
by the Comité de Etica da Universidade Federal do Ceara,
number 42515715.4.0000.5054.

The study was developed between April and
October 2015, at the Nucleo de Tratamento e Estimulagdo
Precoce - NUTEP, which works at the Paediatrics
Outpatient Clinic of the School of Medicine of the
Universidade Federal do Ceara - UFC. The selection of
the study sample was initiated through the analysis of
medical records available by the institution. Twenty-
four mothers present in the waiting room were invited
by the researchers and staff of the Social Service of
the institution to participate in the intervention. After
clarification about the research, six (06) mothers aged
between 20 and 40 years, with children diagnosed with
cerebral palsy, in varying degrees of motor, cognitive and
sensory impairment, attended and monitored by NUTEP,
agreed to participate in the study. The inclusion criterion
was to be the mother of a child with a defined diagnosis
of cerebral palsy with GMFCS between levels III and
IV, with at least 06 (six) months of treatment; besides
the agreement to participate in the research, the previous
reading and signing of the Term of Free and Informed
Consent.

All the participants presented educational level of
complete elementary education, with ages between 20
and 40 years and low socioeconomic level. Once included
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where parents and families become mere replicators of
what is oriented to them, without the actual knowledge
of the condition of their children and/or the purpose
of the guidelines. The lack of horizontality and the
distance between the health specialist and the family still
represent the main obstacle for the therapeutic guidelines
to be understood and performed effectively within the
routine of children with cerebral palsy; Delaying and/or
even hindering good treatment outcomes or a favorable
prognosis®. It is necessary to define the health strategies,
interventions and the support offered by the health team to
the parents of children with disabilities”.

The present study has the purpose of evaluating
the effects of educational health interventions in the
knowledge of the mothers of children with cerebral palsy
on the guidelines received from the health team during the
treatment of their children. Whereas parental training is
still scarce in the context of basic childcare services; the
great relevance of family-centered approaches and social
support within this context>'°, the results are expected to
provide health education strategies and actions to foster the
empowerment and knowledge of caregivers and families
of children with cerebral palsy, strengthening the bonds
and conditions necessary for the development of the child.

in the sample, the mother was initially invited to attend a
room provided by the NUTEP for an individual meeting
with one of the researchers during the care of the child for
the beginning of the procedures and stages of the study.
The research was carried out in three stages divided
into categories as described below: In the first stage the
individual interviews were recorded and transcribed in full
for the apprehension and exploration of the discourses; In
the second stage, taking into account the saturation and
categorization of the speeches, a protocol was developed
and applied by the researchers divided into eight (08)
health education interventions in the group of mothers
and in the third stage the individual interviews were
redone to new exploration and comparison of speeches.
The discourses of the mothers to be investigated and
interpreted were collected in the first and third stages
(before and after the educational interventions of the
second stage).

The collected material of the speeches went
through a detailed content analysis in view of the steps
proposed by Bardin!?: pre-analysis, material exploration,
treatment of results and interpretation; Each report was
heard and transcribed in its entirety and then divided into
categories for later significance and interpretation of the
discussed on the basis of the literature. All participants
in the survey had the right to confidentiality and privacy;
thus ensuring their preserved identifications. For this we
use designations like: Mother 01, Mother 02... Mother 06...

1nd stage of the study:
The initial data to be investigated were collected
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from April to May 2015 through individual interviews
and recorded with the consent of the participants. The
interview had a guiding imperative or request: “Tell
me about your child’s condition and the directions
you received or are receiving from the therapists
who attend you here at NUTEP; their difficulties, the
positive and negative points in the service”. From then
on further questions were asked and reformulated as
the conversation was ongoing. The interviews had an
average duration of ten minutes.

The following category was taken from the
saturation of the speeches of the 1st stage and was used
as guiding for the development of an interventional
protocol: The resistance and the needs of the mothers
before the therapeutic orientations.

Based on the categorization of the saturation
of the speeches from the first moment of the research
and interpretation of the data collected, a protocol was
elaborated, divided into eight (08) educational health
interventions focused on the main needs reported by
the mothers in the first interviews. Then, participants
were approached and invited to be present at the second
moment of the research and to begin the interventional
stage of the study.

2nd stage of the study:

The protocol with eight (08) educational health
interventions applied by researchers in the group of six
(06) mothers progressed from June to July 2015, once a
week, on Tuesday mornings for two months; taking into
account the categorization of the speeches of the first
stage, focusing on a horizontal approach with therapeutic
orientations and involving activities such as: conversation
circles (with exchange of experiences), interactive lectures
and videos about varied and multidisciplinary themes

B RESULTS

After the meticulous analysis of the speeches
seized in two moments of the interview, two categories
appeared in the text previously:

Category 1: extracted from the initial interviews of
the first stage (before interventions).

Category 2: extracted from the final interviews
in the third stage of the research (after-educational
interventions).

Category 1- The mothers mentioned in their speeches
that some guidance received from the specialist team
are perceived as orders and/or also a critique to the care
given to the child, making it difficult to understand the
benefit of this information. It is observed a great resistance
to the confrontation of these mothers with the condition
of the child leading to high levels of stress, as well as
overprotection, making it difficult to adhere to treatment
and guidelines for home:

[...] in the beginning, I received the guidelines and 1

do not know if it was guidance or was a critique ...

I do not know if it was a question or was a critique...

(Mother 01).

[...] T have difficulty feeding my son and putting

him on his feet [...] I feel that he does not accept
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within the context of cerebral palsy.

The interventions were divided into the following
themes: 1. Definitions, dysfunctions, treatment and
prognosis; 2. Early stimulation; 3. Sensory, visual and
auditory stimulation; 4. Stimulation of language; 5.
Food; 6. Positioning, handling and appropriate postures
of the child and caregiver; 7. Proper use of orthoses; 8.
Environmental adaptations, including furnishings and
specific materials for home continuity in the treatment
of children. 10. Relaxation techniques", stimulation and
self-care guidelines for caregiver mothers (always applied
at the end of all interventions). Then moving on to the last
step of the research.

3nd stage of the study:

After completion of the eight (08) interventions,
in September 2015 the mothers were again invited to carry
out new interviews, with the same guiding question as the
first moment of the study: “Tell me about the condition of
your child and the directions you received or are receiving
from the therapists who attend you here at NUTEP; their
difficulties, the positive and negative points in the service
*“. The speeches were again full recorded and transcribed.
Content analysis ran from September to October 2015;
and as in the first stage of the research, in accordance with
the steps proposed by Bardin'?.

From the speeches and reports of the mothers in
the interviews of the third stage of the study emerged the
category strategies of orientation and support: difficulties
and needs of the mothers; from them the researchers made
a correlation between the discourses in the initial and
final moment of the study in search of relevant results.
Emphasizing that the analysis of discourse and its process
of signification is not only a construction of meanings, but
of processes of construction of reality'.

physiotherapy very well [...] they tell us to do it, but

if he does not want it, I will not do it by force [...]

who knows about my son, I am [...] (Mother 06).

Knowledge about the objectives of the guidelines is
not always understood, as well as about the role played by
the specialist team. Therapeutic guidelines reach mothers
often with vertically language and are often perceived as a
continuous requirement of being submissive to the health
care team®.

Recent studies consider that health staff should
help parents cope with their responsibilities through
horizontal dialogue and interventions based on family
values, preferences, priorities and needs'; consolidating
the therapeutic alliance between the family, the child and
the health care team.

[...] some guidelines I do [...] a little, because of the
routine that we have ... we do not have much free
time to do all the time [...] I do not have time [..]
(Mother O1).

[...] I do not know what the therapists’ function is,
nor the reason for the guidelines [...] I see them
playing with the children ... I do not know if the
treatment is just that or if there is something else
[...] (Mother 02).
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Excerpts from the reports give indications of
claimings by family members and health staff; which
perhaps justifies the surprise, and satisfaction in receiving
acloser look at their needs. There are also losses in physical
health, social participation and the need for a network of
social and family support; as well as a better reception on
the part of the institution. Despite the guidelines offered
by caregivers to be included in care, the mother’s stressful
routine makes it difficult to put these guidelines into
practice, as expressed in the following speeches:

[...] we can never do 100% everything that is sent

to us [...] time that I have is to do things at home

[...] it is very tiring [...] we even try [...] but can

not keep to see if the child has some progress [...]

(Mother 02).

[...] the therapists tell me that I have to do physical

exercises [...] but I can not do [...] I do not have

anyone stay with him [...] (Mother 03).

[...] to put my son on his feet mainly, I need help

for this [...] I'm alone with him all day, so it’s

complicated ... it’s already affecting me even
physically, because now I live with back pain

because of his weight [...] (Mother 06).

[...] it is good to know that someone is worried

about our opinions [...] so it improves for everyone

[...] Mother 03).

Studies indicate that parents of children with
cerebral palsy perceive their own poor health and have
symptoms of depression, stress, and muscle pain; which
leads to a poor quality of life'’; the stress routine of care
a child with disabilities imposes has a negative impact on
the health of their parents'®. It is necessary to establish an
effective network of multiprofessional support services
for children with motor, cognitive and sensory disorders
and their families. Interventions should address parental
needs from the perspective of routine childcare, in view of
the fact that they should enable their capacities, reducing
the negative impact and harm caused by the condition of
children and the affected families.

The educational interventions were based on the
statements extracted in the first stage of the research, these
were guided by the parental needs, being consolidated in
the category 2 as follows:

Category 2 - Guidance and support strategies: difficulties
and needs of mothers:

Mothers demonstrate improved perception and
recognition of developmental progression in children with
treatment; It is considered that receiving clear, accurate
and horizontal information is important for mothers in the
treatment adherence of their children’.

[...] L always had guidance on how to sit my daughter,
give food, how to carry on the arm ... before I did
everything upside down [...] only after I got it right [..]
(Mother 05).

[...] the guidelines help me [...] because I am always
learning to help him [...] (Mother 01).

[...] my son has already developed very well in a year
that he is here [...] and with the guidelines I can already
position him correctly [...] will already be sitting in a
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corner without my support [..] All this is already a

great help to me [...] (Mother 03).

[...] I notice that he learns faster now [...] (Mother 01).

The mothers still reported little ability and/or
knowledge to develop necessary adaptations in relation to
the equipment or materials indicated for the development
of the child. However, there were post-intervention
reports of an improvement in the handling of children;
greater stimulation and safety in the attempts to execute
the therapeutic guidelines. Providing effective guidance
and information to families is often a challenge for the
health care team; this process needs to be improved to
facilitate the process of family empowerment in relation
to the care provided to children®.

[...] some things I am learning now [...] when I

see that there is some kind of difficulty I stop [...]

(Mother 04).

[...] there is activity that they do here, which at

home I can not do [...] because I do not have all the

material [...] (Mother 006).

[...] now I try to sit down with her [...] every day

trying to do something that the therapist spoke ... to

help my daughter in some way [Mother 05].

[...] we get stimulated at home, with activities

[...] I made a book that the therapist taught with

engravings, letters, numbers, figures. We have

heard [...] (Mother 04).

[...] it is also an incentive for us to do things at

home and not only here ... an activity that you think

does not change anything, it changes the child very

much [...] (Mother 03).

Greater concern for self-care emerged from maternal
discourses after interventions. Research calls attention
to the importance of a more careful look at caregivers;
emphasizing the physical and psychological deterioration
on the caregiver results in several health problems®. It
is extremely important an urgent and profound change
in the multiprofessional approach currently used; which
takes into account clinical aspects and their psychosocial,
environmental and spiritual repercussions, both for the
disabled person and for his/her family and caregivers®.

[...] we live for the children, but there at the time

of relaxation we remembered that we also existed

[...] Mother 02).

[...] T was very surprised by the moment of

relaxation ... in the middle of our routine of the day

that was our only moment of calm [Mother 05].

[...] T should have had more time for these

interventions ... I think there is still much to teach

us [...] Mother 04).

[...] the part of the relaxation that she did with us

always in the end, this has to have [...] the therapist

also said that we had to take one day for us ... we
encouraged people to take care of herself, to go to
the hairdresser, to paint her nails, to go out with
her friends, these things ... [ loved it, I liked it [...]

(Mother 03).

The condition of a child with cerebral palsy
does not change ecasily; and even with all possible
accompaniments, the child spends most of his time in his
family environment; demanding from the families and

J Hum Growth Dev. 27(2): 175-181. DOI:http://dx.doi.org/10.7322/jhgd.126857 178



Interventions of health education in mothers of children with cerebral palsy

caregivers mothers an ability to adapt more and more;
this fact therefore demands from the institutions that
meet this profile, a process of continuous surveillance
in offering also, on an ongoing basis, adequate family
support, through interventions with updated information
and guidelines throughout the treatment of the affected
child, and not only at the time of admission. An adequate
social support offered to families of children with cerebral
palsy seems to prevent and attenuate the negative impact
and stress situations; their absence culminates in feelings
of sadness, anger and abandonment, negatively affecting
the family routine and the treatment of children?'.

When it comes to child care, families and caregivers
have always been in the background®. The maintenance
of a similar knowledge and horizontal dialogue between
parents, families and multidisciplinary health care team
seems to be the greatest obstacle and/or challenge for
the acquisition of efficient and effective strategies that
promote a better quality of life for families and caregivers,
a real home care continuity and a better prognosis in the
treatment of children with cerebral palsy. Approaches
that do not address meaningful learning® for parents
and caregivers, and where interventions do not address
the general context in which families are embedded, are
doomed to fail; and only lead health professionals to
commit themselves with orientations®*?,

[...] our meetings were really the much desired
feedback moment I expected from NUTEP [...]
because I realized that at the beginning when we
come in, the directions and feedback is greater, but
in time, they go decreasing [...] this is bad, because
we get lost and do not know what to do (Mother 01).

Il CONCLUSION

The research revealed that the guidelines received
by the mothers from the health team study need to be
appropriate to the environment of each child and their
family. Demonstrating that in addition to the importance of
parental educational interventions in health it is essential to
carry out continuous training for the early stimulation teams
with a focus on the family-centered approach.

Health education strategies that enable the unique
approach of children with cerebral palsy lead to the
development of a therapeutic alliance with a view to
welcoming and linking families and services; empowering
them in the face of the contingent care of these children,
since services are in high demand for care and often fail to
respond to the needs of the child and his caregivers.

In this sense, it was verified that the research serves
as a subsidy for the specialist practice and continuity of
its proposals; since the health education interventions
developed and implemented in this study promoted a better
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[...] NUTEP should create a room for mothers to talk

... teach us how to avoid our pains or get sick, face

our daily activities with our children ... we need to

be well to help in the treatment of children at home

(Mother 03).

[...] I participated in the meetings to really learn, and
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they say things that I do not think are important

[...] some things I take to relevance, others not [...]

(Mother 04).
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interventions for mothers often provoked the feeling of
invasion, fear of not provoking empathy, being judged or
considered incompetent in the performance of her role as
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children with cerebral palsy to the parental interventions,
and the way they see the therapeutic orientations
received. Therefore, it is considered a limitation for this
study the reduced time for the execution of the parental
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perception of the mothers of children with cerebral palsy
about the therapeutic orientations received from the health
care team, since they are based on the family-centered model
and offer conditions for the mothers to the development
of better coping and reduction of physical, emotional and
psychological overload; through self-care, and information
about means and adaptations for the adequate continuity of
child care.

It is suggested to use studies with valid tools
to evaluate the family needs of children with physical
disabilities that can subsidize intervention protocols
that guarantee educational interventions focused on the
priorities of families.
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Resumo

Introdugao: O desempenho funcional de criangas portadoras de paralisia cerebral sofre influéncia direta
das orientagdes terapéuticas oferecidas aos cuidadores. Objetivo: Avaliar os efeitos de intervengdes
educativas em saude no conhecimento de mées de criangas com paralisia cerebral sobre as orientagbes

recebidas da equipe multiprofissional em relagéo ao tratamento de seus filhos.

Método: Estudo intervencional qualitativo desenvolvido em trés etapas entre os meses de abril
a outubro de 2015 no Nucleo de Tratamento e Estimulacdo Precoce da Universidade Federal do
Ceara. As participantes foram seis maes de criangas com paralisia cerebral. Na 12 etapa utilizou-se a
técnica de entrevistas individuais semiestruturadas gravadas e transcritas na integra para apreensao
e exploragdo dos discursos; na 2° etapa, levando-se em conta a saturagdo e categorizacédo dos
discursos, foi desenvolvido e aplicado pelas pesquisadoras um protocolo dividido em oito intervengoes
de educacgédo em saude no grupo de maes e na 32 etapa as entrevistas individuais foram refeitas para
nova exploragdo e comparagao dos discursos. A analise dos dados dos discursos foi feita por meio de

analise de conteudo conforme a proposta de Bardin.

Resultados: Relatos de satisfacdo em receber o cuidado, melhoras no manuseio das criangas, maior
seguranga na execucgao das orientagoes terapéuticas, maior percepgao sobre o desenvolvimento da

crianga com o tratamento e maior preocupag¢ao com o autocuidado.

Conclusao: As intervengoes promoveram uma melhor percepg¢ao das maes de criangas com paralisia
cerebral acerca das orientagdes terapéuticas recebidas da equipe de saude, na medida em que se
baseiam no modelo centrado na familia oferecendo condi¢des as méaes para o o enfrentamento e
redugéo da sobrecarga fisica, emocional e psicoldgica; através do autocuidado em saude, e informagdes

acerca de meios e adaptagdes para a continuidade adequada da assisténcia a crianga.

Palavras-chave: paralisia cerebral, conhecimento, cuidadores, educagao em saude
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