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Abstract

Introduction: : Exercise therapy, as applied by a physiotherapist, aims to improve the acquisition of func-
tional skills by children with cerebral palsy (CP). Treatment instructions are given to mothers, but are fre-
quently not followed. Objective: To get to know the meaning of the role of physiotherapy in the treatment
of children with CP, according to their mothers' perception; and to check mothers' compliance with physio-
therapists' recommendations at home. Methods: This was a qualitative study. Interviews were conducted
with 11 mother caregivers. Data were collected through interviews based on a guide questions about the
meaning of the role of physiotherapy in the treatment of children with CP, and about the continuity of care
outside the outpatient setting. All the interviews were recorded, transcribed and analyzed using Bardin's
content analysis technique. Results: These women have a positive perception of the physical therapy treat-
ment; they value and recognize the benefits, by emphasizing that it provides for the physical, psychological
and social recovery of their children. Mothers are aware of the benefits of treatment and that it is impor-
tant to continue treatment at home. They show themselves willing and able to implement the recommen-
dations given by the physical therapist, and demonstrate their constant concern for the welfare of their
children. Conclusion: Physiotherapists should work more intensively with mothers who fail to adhere to
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Resumo

home treatment programs. They should try and identify the reasons for their non-compliance, offer them
guidance, advice, and assistance in order to clarify doubts and help solve difficulties faced by caregivers.

Keywords: Cerebral Palsy. Rehabilitation. Caregivers. Professional-Family Relations.

Introdugdo: O fisioterapeuta busca melhorar a aquisicdo das habilidades funcionais da crianga com paralisia
cerebral. Sdo repassadas orientagées importantes sobre o tratamento para as mdes, que muitas vezes ndo sdo
seguidas. Objetivo: Conhecer o significado do tratamento fisioterapéutico para a recuperagdo de criangas
com diagndstico de paralisia cerebral, partindo do olhar de suas mdes; verificar se essas mulheres cumprem as
orientagées fisioterapéuticas no ambiente domiciliar. Métodos: Trata-se de um estudo qualitativo descritivo-
exploratdrio. Foram realizadas entrevistas com 11 mdes cuidadoras. A coleta de dados foi realizada por meio
de uma entrevista semiestruturada baseada em perguntas norteadoras relacionadas ao significado da fisiote-
rapia na vida da crianga acometida sob o ponto de vista da mde e sobre a continuidade do tratamento fora
do ambiente ambulatorial. As entrevistas foram gravadas, transcritas, e analisadas com o Método da Andlise
do Contetido de Bardin. Resultados: Foi possivel constatar que estas mulheres tém uma percepgdo positiva do
tratamento fisioterapéutico na vida do filho; valorizam e reconhecem os beneficios do tratamento, enfatizando
a recuperagdo da crianga no aspecto fisico, psicoldgico e social. Observou-se a conscientizagdo dessas mulheres
sobre o tratamento e sua continuidade domiciliar; elas se mostram disponiveis e ativas na execugdo das orien-
tacoes passadas, demonstrando-se preocupadas em sempre oferecer auxilio em beneficio do filho. Conclusdo:
O fisioterapeuta deve atuar de forma mais intensiva nos casos de ndo adesdo ao tratamento domiciliar, bus-
cando identificar a causa da ndo realizagdo das atividades, orientando, aconselhando, e oferecendo suporte

para sanar duvidas e dificuldades enfrentadas por essas cuidadoras.

Palavras-chave: Paralisia Cerebral. Reabilitagdo. Cuidadores. Relagdes Profissional-Familia.

Introduction

Cerebral palsy, also called non-progressive
chronic infantile encephalopathy, occurs due
to an injury that affects the central nervous
system. It is characterized by a posture-and
movement-dependent tone regulation disorder that
adversely affects the normal development of the child
(1,2, 3).

The etiology of cerebral palsy is multifactorial and
is related to pre-, peri- and postnatal causes. Prenatal
causes are toxic compounds/effects (medication,
drugs), metabolic disorders (diabetes, malnutrition)
and infections. Perinatal causes include hypoxia, in-
tracranial hemorrhage, prematurity and low birth
weight. Finally, postnatal causes encompass men-
ingitis, cranio-encephalic trauma, encephalopathies
and epileptic syndromes (4).

Cerebral palsy can interfere not only with the at-
tainment of basic motor milestones, but also with
the performance of activities of daily living, such as
bathing, eating, and walking in varied environments.
The problems presented by children with cerebral

palsy cause them to need special care. Such care can
range from basic assistance with activities of daily liv-
ing to more complex health care services and is often
provided by a family member, usually the mother,
who most often takes the role of main caregiver (5, 6).

Parents have to deal with the impact of the di-
agnosis of cerebral palsy on their conceptions and
expectations of their child during pregnancy. This
recreates a new reality for the family and leads to
some changes in their daily lives. The emotional reac-
tions of these children’s parents include mourning,
shock, denial, acceptance and adaptation to the new
reality (7). The whole family continually strives to
adapt to the new situation by changing their daily
activities and routines. These modifications due to
the child's impairment can result in emotional stress,
oscillating feelings and caregiver burden, which di-
rectly influences the way in which the mother and
the family provide care at home. Because of that, the
family needs to develop strategies to effectively ad-
dress the circumstances surrounding the disability
and its impact on family dynamics (7, 8).
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The treatment of children with cerebral palsy should
be performed by a multidisciplinary team composed of
physicians of various specialties, an occupational thera-
pist, aspeech therapist, a psychologist and a physical thera-
pist (2, 9). The physical therapy treatment should take
into account the child's normal developmental stages and
aims to inhibit abnormal reflex activity and pathological
movement patterns, improve muscle strength, flexibility
and range of motion, and promote sensation and sensory
stimulation, in order to reduce disability and improve the
level of functionality of the child (9). Thus, the physical
therapy intervention strategies for children with cere-
bral palsy seek to improve motor skills and functional
performance, and hence promote greater independence
of children with cerebral palsy (10, 11).

The interaction of the physical therapist with the
family is necessary because their joint work makes
it possible to strengthen the father-mother-child
bond, promotes understanding and acceptance of
the disease, and facilitates answering questions and
explaining treatment goals. It also aims to educate
parents about the importance of their participation
in the treatment program. Raising parents' awareness
of their role is essential to encourage the continuation
of care at home, which, in turn, promotes the overall
development of the child, providing benefits for the
rehabilitation process (9, 12).

In this sense, the objectives of this study were: to get
to know the meaning of the role of physical therapy
in the treatment of children diagnosed with cerebral
palsy, according to their mothers' perception; and to
check mothers' compliance with physical therapists'
recommendations at home.

Methods

This was a qualitative, descriptive/exploratory
study. The study population consisted of mothers
of children with cerebral palsy undergoing physical
therapy at the Physical Rehabilitation Centre (PRC) of
the State University of Western Parana (UNIOESTE).
Inclusion criteria were: children of both sexes aged
five years or older who had been undergoing physical
therapy at the PRC of the UNIOESTE for at least six
months. Children under five years old were exclud-
ed from recruitment to ensure that only mothers of
children who had been following a physical therapy
program for some time and experienced the results
of this type of intervention were addressed.

Mothers were contacted by telephone. During
the telephone call they were provided with a brief
description of the study and its requirements, and
provided the opportunity to ask any questions.
Interested mothers were scheduled to meet with the
study team and complete data collection. All study
participants read and signed consent forms prior
to participation.

Data were collected from March to May 2013, us-
ing semi-structured interview based on the following
guiding questions: (1) "For you, what is the meaning
of the role of physical therapy in the treatment of your
child?"; (2) "Are you able to comply with all the physical
therapists' recommendations at home?". All interviews
were recorded using a digital recorder and then fully
transcribed for analysis. To complement the data from
the interviews, after each interview, all obtained infor-
mation and impressions were recorded as observation
notes in a "field diary". Data were collected using a
questionnaire with closed questions regarding: the
mother's age, the child's age and sex, cerebral palsy
classification according to the level of motor impair-
ment, and amount of physical therapy time at the PRC
of the UNIOESTE. Each participant was identified by
the letter M (for mother) and numbered according to
the sequence of the interviews. The transcribed texts
were analyzed using Bardin’s content analysis, which
follows three steps: (1) pre-analysis, (2) exploration
of the material and (3) processing, inference and in-
terpretation of the results (13).

The study was approved by the Research Ethics
Committee of UNIOESTE, Opinion number 258/2012.

Results

During the data collection period, 107 patients
were being seen at the pediatric clinic of the PRC of
UNIOESTE. Of these, 46 (43%) had a diagnosis of
cerebral palsy and 22 were aged five years or older.
Only 11 of the 22 mothers contacted by telephone
agreed to participate.

The mean age of the interviewed mothers was
35.64 (* 15.10) years. With regard to the children,
eight (72.73%) were male and three (27.27%) were
female. Mean age was 6.55 (+ 1.16) years. Four chil-
dren (36.36%) were quadriplegic, 4 (36.36%) were
diplegic and 3 (27.27%) were hemiplegic. The chil-
dren had been undergoing physical therapy at the
PRC for an average of 4.55 (+ 1.22) years. Next we

Fisioter Mov. 2016 Oct/Dec;29(4):757-65

759



760

Domenech ACP, Tavares KO, Ruedell AM, Nobre JRS.

present the results obtained after the analysis of the
answers to the questions posed to the mother care-
givers at the interviews.

The meaning of the role of physical therapy in
the treatment of children diagnosed with cerebral
palsy, according to their mothers' perception

The reading and analysis of the statements made by
the mothers has shown that they see physical therapy as
something essential to the lives and to the recovery of
their children. They perceive itas being an indispensable
treatment for children diagnosed with cerebral palsy.

"Look, the meaning of physical therapy is everything,
simply everything, there is no way to explain it" (M1).
"I believe physical therapy is of crucial importance
for him, he cannot be without it" (M5).

The mothers in the study emphasized the impor-
tance of physical therapy in the recovery process of
their children, stating that it contributes to the mo-
tor development of the children and helps them im-
prove their functionality. They report that physical
therapy helps to prevent complications, sequelae and
disabilities.

“He started doing physical therapy when he was
born, he even received it in the ICU, so I do think
that physical therapy really did help him a lot, if he
hadn't started doing it so early, he wouldn't have
developed himself. [...] it helped him with everything,
balance, to firm up his head and trunk, because a year
and a half ago he was not able to keep his head up
or make walking steps, with the difficulty he expe-
rienced with his hands, physical therapy has helped
with everything and still helps" (M6).

"l always think that if he didn’t do physical therapy
one of his legs could become shorter than the other
because the nerve would atrophy as far as I know;
and maybe there could be a difference of three or five
centimeters between one leg and the other, and then
when he is an adult there is nothing else that can be
done, there is no way to fix his leg" (M7).

"Physical therapy is very important because it stimu-
lates all his nerves, all his functions so he doesn 't have
any problems in the future, because to this day I think
what his future would be like if for some reason he
could no longer do physical therapy" (M10).

The perception of the interviewees included in
this study, is that physical therapy helps children with
cerebral palsy acquire independence and autonomy.
This in turn has beneficial results in terms of all devel-
opmental aspects of the children, both their physical
and motor development, and their psychological and
social development. In addition, the statements show
that the study participants value physical therapy.

"The motor issue, the motor coordination of both his
hands and legs, the ability to get around from place to
place, the independence issue, I think that the role of
physical therapy is to help him become independent,
he is growing up and gradually getting better "(M5).
"The main issue currently being worked on here is au-
tonomy, physical therapy has greatly contributed to
this psychological part of trying to do some activities
alone, of trying to satisfy her needs alone, from taking
off her shoes to everything else, she tries because she
learns here that she can do it, she just have to give
it a try, so this part has helped us a lot too"” (M11).
"It’s like, physical therapy has helped him a lot, both
with walking issue and with the motor issue, and also
with socialization, he was a very shy child, so during
the first months, when we started coming here, he al-
ways cried a lot and wouldn 't leave my lap, nowadays
he goes downstairs by himself because he knows it's
important for him" (M7).

Because they see the results of physical therapy
on their children, mothers try and organize their
schedules so that their children can attend physi-
cal therapy sessions as often as needed. They show
concern for the development of their children and
the prevention of permanent sequelae. For them, the
non-continuation of treatment could be prejudicial
for the development of motor skills.

"l am dedicated and I bring him here because I know
he will improve, he will get better, yes, there may be
some sequelae, but they will be much smaller than
if he did nothing" (M7).

"It’s like this, as far as the coordination is concerned,
he is now in the phase of learning how to walk, and
whenever we miss a day here we can already notice
the difference in his leg, he pulls it up, complains that
it hurts; so we cannot miss one single day here, oth-
erwise we see that he is retrograding” (M1).

"I think physical therapy was a very good thing, as I al-
ready mentioned, many people dont know how to take
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advantage of it, so I don't miss a day, only in case of a
major reason, I drop everything to come over here" (M2).

Mother caregivers recognize the importance of
their role in continuing their children’s treatment
program at home and highlight the importance of
following the recommendations given by the physi-
cal therapists.

"I think we have to take advantage of physical ther-
apy, and when people need to do it, they should do
it right because there is no point in coming here if
you're not doing it right or doesn’t follow their rec-
ommendations at home too" (M2).

"I do follow some ot the recommendations they gave
me, I try and do it with her, I do whatever I can do, and we
have already noticed a great improvement in her" (M4).

Mothers' compliance with the recommendations
of physical therapists

The analysis of the transcribed interviews showed
that some mothers do manage to follow all the rec-
ommendations given by the physical therapists.
Attempting to follow recommendations at home
turns out to be a very time-consuming task for care-
givers. Yet, they strive to carry out these functions so
that good results are achieved.

"If she advises the use of something that might help
him, we try and use it so doesn't have to be without
it and we follow her recommendations” (M1).

"I manage to do it, somehow I find a way to do it, I do,
even those that are meant to be done at night before
bed, I bathe him and everything. [...] you know, I do
whatever I can do at home, there is not a day that
don'tdo it" (M2).

“I manage to do it. I spare some time of my day and
try and follow all her recommendations” (M4).

Some mothers, on the other hand, can only par-
tially follow the recommendations given by the physi-
cal therapists. According to the statements, reasons
for the non-compliance include: lack of time to carry
out the exercises prescribed; insecurity and fear of
not properly following the instructions and hindering
the development of the child; lack of understanding of
directions/recommendations; the non-cooperation of
the child due to the association of the home with lei-
sure time and not with physical therapy procedures.

"Sometimes one doesn’t have the time to do every-
thing one is asked to do, but I try and do the exercises
that I know how to do at home. [...] I'm a little afraid
of doing something wrong at home and jeopardizing
something else. I guess some of it is due to the lack of
information, I would like to learn how to do it right
so that there are no problems" (M10).

"It’s like this, everything that they tell me and I can un-
derstand enough to explain it right to him, [ do" (M1).
"Not everything, because he doesn’t let me at home.
He thinks that time at home is time to lay down, relax,
doesn 't let me stretch him or touch him, there's no way,
it's pretty hard to do physical therapy at home with
him, but sometimes I pull here and there. Depending
on what we tell him to do, he sometimes tries and does
it by himself, but because he does a lot of therapy, we
go out almost every day, he doesn 't want to do therapy
at home, it’s very complicated” (M6).

Mother of children with cerebral palsy frequently
receive no help from other family members, they car-
ry alone the responsibility of following the prescribed
treatment at home. Only two of the 11 respondents
reported receiving help from other family members
with caretaking chores at home. In these cases, the
recommendations of the physical therapists are
passed on to the other family members, in order to
promote the child's development and the rehabilita-
tion process.

"l do whatever I'm asked to do for him, partly me and
partly my mother, because she also takes care of him,
we both do it" (M8).

We do it, I explain it to her father, when he gets home
from work I tell him everything that happened here,
how everything was and what I was told to do so he
can do it too. [...] when we go visit her grandmother
at the farm, I always tell her grandmother what has
been done, what should be done, what we should stop
doing for her and let her do by herself, because she
used to be surrounded by people who wouldn 't let her
do anything by herself, she didnt even had to ask for
something, we would already give it to her. Now it’s
different, now I tell her she should try it and then she
goes and tries and succeeds" (M4).

We also found that some mother caregivers do
not carry out exercises at home because they were
never advised or requested to do so. These mother
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caregivers who have been deprived of information
about treatment possibilities, however, stated that
they were interested in receiving recommendations
to assist in the development of their children.

"It's just that many wont give you recommendations
because they don’t want you to do it wrong, it’s like
the doctor told me, I can’t do anything, only he and
the physical therapist should do something, because
I can harm him if I do it wrong" (M6).

"They never tell me to do anything at home, they have
never told me to do something at home, sometimes |
think it would be nice if they told me to do something
that I could do at home, some kind of exercise” (M3).

Discussion

The results of this study indicate that mothers of
children with cerebral palsy perceive physical therapy
as something important for their children, both for
their motor development, considering its rehabilita-
tion and preventive approach, and for the development
of psychological and social independence. Because
they can see good results achieved with physical ther-
apy, they are committed to therapy and do whatever
it is in their power to follow the recommendations
given by physical therapists and to make sure that their
children attend physical therapy sessions as often as
scheduled. Mothers recognize the importance of their
role in the recovery of their children.

The recommendations given by the physical
therapists cannot be always entirely followed due to
women's role overload and the way they are advised
to care for their children. Thus, physical therapists
need to address mother caregivers differently based
on their needs. Those mothers who were not carrying
out any type of exercises at home reported that the
reason for the non-performance was the lack of rec-
comendation by the physical therapist. Nevertheless,
they showed themselves interested in receiving guid-
ance, in order to ensure the welfare of their children.

A systematic review of the literature has shown
that the motor prognosis in cerebral palsy is asso-
ciated, among other factors, with the therapeutic
assistance offered to the patient. The child's motor
performance changes as he/she receives adequate
treatment from a rehabilitation team, in which
the physical therapist plays a very important role
(14). A variety of physical therapy interventions

are used in rehabilitation for children with cerebral
palsy; the most used include kinesiotherapy, hydro-
therapy, and hippotherapy (15).

Some mothers, as in this study, reported that
physical therapy is essential for the rehabilitation of
their children (16), because it allows them to make
not only physical improvements but also improves
behavior, social skills, autonomy and quality of life,
which evidences the biopsychosocial aspect of this
approach. Thus, physical therapists provide patients
with a holistic treatment approach, not only from
a physical point of view, but also addressing social,
ethical and human issues (17).

An exploratory, descriptive, qualitative study con-
ducted with mothers of children under five years of
age with cerebral palsy has investigated the partici-
pation of parents in the rehabilitation of their chil-
dren and their expectations regarding the treatment
outcomes. The authors have found that mothers who
had received several counseling sessions felt more
secure about carrying out physical therapy exercises
athome. This shows the importance of greater inter-
action between the physical therapist and the family.
The physical therapist's task is to give clarifications
and train the family to perform specific activities,
reinforcing the importance of compliance with rec-
ommendations (9).

A study aiming to evaluate the effects of physical
therapy in combination with guided home exercises
has reported an improvement in functional perfor-
mance and independence, the acquisition of new
skills and better overall motor performance. The
treatment protocol consisted of one-hour sessions,
three times a week for three months. Patients per-
formed kinesiotherapy exercises twice a week. Once
aweek, their parents received guidance and training
in performing exercises at home (18).

These results show that physical therapy combined
with home-based exercises contributes even more to
the recovery of affected patients. Thus, in addition to
encompassing the use of specific techniques, train-
ing should also stress the need for health education
strategies and the provision of information about the
diagnosis, the treatment and the prognosis. Parents of
children with neurological sequelae such as cerebral
palsy usually have many questions about the child's
condition. Informed parents tend to participate more
actively in the rehabilitation process and this impacts
intervention outcomes (19). A study investigating the
influence of the provision of physical therapy guidance
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to caregivers of children with cerebral palsy has found
an improvement in the children's neurological devel-
opment and stated that parental involvement directly
contributes to changing this variable (20).

Thus, there is a need to reflect on the attention
that is given to the parents, especially to the mother,
because she is usually the family member who as-
sumes the responsibilities and tasks associated with
the treatment of the child with cerebral palsy (21).
As evidenced in the statements made by the women
interviewed for this study, in most cases it is the
mother who receives the recommendations of the
physical therapist and implements the treatment.
The mother’s presence and effective participation in
treatment is very important, both in daily care and as
part of the physical therapy team, in order to expose
the child to a greater number of stimuli and enhance
the desired treatment outcomes (9, 16).

Because cerebral palsy is a chronic disorder, the
care demand of the affected child is permanent and
for an indefinite period of time, which places a physi-
cal as well as emotional burden on the caregiver (22).
Thus, itis necessary that other family members help
with caretaking responsibilities. Mother caregivers
should receive assistance with household chores and
the provision of daily care (e.g., with the rotation of
family members). Reinforcing the importance of this
support and of working together is key to overcom-
ing difficulties that may arise in the course of life and
this experience (3, 23). Psychological problems are
common in caregivers of children with cerebral palsy,
regardless of the degree of functional impairment,
and directly impact their quality of life (6, 24, 25).

Some mothers do not carry out exercises at home
due to the lack of guidance from their physical thera-
pists (26), which was also observed in this study. The
discredit given by some professionals makes family
members feel devalued and creates negative feelings
toward the support network that was supposed to pro-
vide care to their children. This compromises the re-
habilitation program (3). The lack of knowledge about
the importance of and how to perform the exercises at
home, and the parents” difficulty in understanding the
recommendations given by the health professionals
are other factors that may contribute to non-compli-
ance. Family members need to be better instructed on
how to care for their children. Health professionals
should listen to these people and then choose the most
appropriate way to guide them by taking into account
the specificities of each particular group (27).

When providing care to children with cerebral
palsy, in addition to the knowledge of the rehabilita-
tion process, physical therapists should gain an idea
of the particularities experienced by each individual
in their family environment. They should get to know
other aspects of the child being treated, in order to
provide individualized assistance to his/her caregiv-
ers, make the treatment more complete, and thus
better contribute to the outcomes of individuals un-
dergoing physical therapy (28).

By providing technical support, constant guidance
and monitoring to family caregivers, health profes-
sionals will improve the quality of their care, making
it more humane (17). The interaction between physi-
cal therapists and families of children with cerebral
palsy is of paramount importance, because it helps
overcome the difficulties associated with the child's
physical limitations and create a bond of trust and
assurance, providing mothers with the opportunity
to share feelings, needs, doubts and concerns with
others. This differentiated approach can encourage
and strengthen the father-mother-child bond, en-
hance understanding and acceptance of the disease,
and promote greater awareness of the importance
of active participation of of all family members in
treatment (12, 29, 30).

Further qualitative studies on children’s percep-
tion of physical therapy are suggested to complement
the data of this paper. Finally, further quantitative
studies are warranted to assess the impact of physi-
cal therapy techniques on the neurogical, psycho-
logical and motor performance of children with ce-
rebral palsy.

Conclusion

The analysis of the interviews indicates that
mother caregivers have a positive perception of the
physical therapy treatment. They value and recognize
the benefits of the treatment, by emphasizing that it
provides for the physical, psychological and social
recovery of their children.

Mothers are aware of the benefits of treatment
to their children and that it is important to continue
treatment at home. They show themselves willing
and able to implement the recommendations given
by the physical therapist, and demonstrate their
constant concern for the welfare of their children.
Physical therapists should work more intensively
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with mothers who fail to adhere to home treatment
programs. They should try and identify the reasons
for their non-compliance, offer them guidance, advice,
and assistance in order to clarify doubts and help
solve difficulties faced by caregivers.
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