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MOTHERS’/CAREGIVERS’ EXPERIENCE FACING REGARDING TH E PAIN OF
THE CHILDREN WITH CEREBRAL PALSY
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Maria Vera LUcia Moreira Leitdo Cardoso**

ABSTRACT

This study aimed to understand the experience of mothers/caregivers regarding pain in the child with cerebral
palsy. This was a qualitative study conducted at the Center for Treatment and Early Stimulation with 21
mothers/caregivers of children with spastic quadriplegia cerebral palsy in November 2010. The Humanistic
Nursing Theory was used, following Paterson and Zderad's phases of phenomenological nursing. Four categories
emerged: reactions of children in pain with spastic quadriplegia cerebral palsy: the call for help; the uniqueness of
the dialogue of children with spastic quadriplegia cerebral palsy with their mothers/caregivers; reactions of
mothers to the pain of the children with spastic quadriplegia cerebral palsy; and, absence of pain in children with
spastic quadriplegia cerebral palsy: perception of mothers/caregivers. The experiences of mothers/caregivers are
established through continuous interaction between the caregiver-child dyad, when the identification of behavioral
reactions and vocalizations occurs, characterizing the communication, and performance of non pharmacological
and pharmacological relief measures, surrounded by mothers’/caregivers’ feelings of concern, fear, anxiety and
guilt.
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human attitude, understanding this relationship
INTRODUCTION of the meanings pain as a tool to direct care with
the family. Humanization of healthcare
Pain is common in children with cerebral permeates respect for the person’s individuality,
palsy (CP) and it is likely that the CP-associatecsimultaneously raising a holistic perception of
neurological damage changes the neurologicathis human being, extrapolating the biological
system and, consequently, the ability tounderstanding of the disease and considering the
understand and communicate PdinChildren  psychological, social and spiritual aspects that
with  cognitive and/or behavioral and/or directly or indirectly influence the health-disease
neuromuscular disabilities have significantly proces§.
restricted autonomy and possibilities of  Given this existential approach, according to
perception, expression and relation&hip Paterson and Zderad’s Humanistic Theory,
The experience of mothers/caregiversnursing implies a particular kind of encounter
regarding pain in children with CP should be among human beings, which arises in response
valued by health professionals, considering thato a perceived need, related to a quality of
they are familiar with the children’s behavioral health-disease that is characteristic of the human
changes, especially when they have mild tocondition. This relationship emerges from the
severe  cognitive  and  communication dialogue between the nurse and the person
disabilities”. involved in care, in which communication
The experience of mothers/caregivers can servshould not be limited to the act of sending or
as a proxy for the identification of pain in thesereceiving verbal and/or nonverbal messages,
children, since they recognize the behavioralemphasizing dialogue in terms of call and
changes presented by children with CP durincresponse, showing that the caller requests help
painful sensations, because they are directhand the responder promotes supfiort
involved in their demand for special care. Understanding how the mother/caregiver of
In this process, the view of nursing must gothe child with spastic quadriplegic CP -
beyond technical and scientific knowledge andconsidered the most serious type when there is
be involved by means of an existential andequal and symmetrical involvement of the four
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limbs®- experiences the pain of her child, Participant observation  with  the
grandchild and/or nephew/niece may assismother/caregiver was performed before and
nursing in managing the pain of those children,after the interview, with daily recording in a
and also value their presence regardincfield diary. On these occasions, we observed
therapeutic decisions for the treatment of pain.  expressions, attitudes, posture, interaction with
Supported by the humanistic theory andothers in the waiting and consultations rooms,

seeking to understand the experiences Oand sometimes beside the child in the neuro-
mothers/caregivers regarding children with CP,sensory stimulation room at NUTEP.

the question arises: What is the experience of the Tpe recording of the characteristics of the
pain of children —with CP for the gypjects was completed before the interview,
mother/caregiver? Therefore, this study aims tCy it the following data: identification of the

understand  the experiences Of pother/caregiver by a nickname, age,
mothers/caregivers regarding pain in childrengq,cation, nationality, occupation and marital
with CP. status. The guiding questions for the interview
were: Do you realize that your child feels
METHODOLOGY pain? How is the pain? How is it for you to
experience the moment when your child feels
This was a descriptive, qualitative study, pain? How do you realize that your child is in
performed at the Center for Treatment andpain? How does he react to pain? At the
Early ~ Stimulation  (NUTEP), Hospital moment he is in pain, how do you react? What
Complex atUniversidade Federal do Ceara do you do when he is in pain? What is the
(Federal University of Cearda-UFC). The meaning of this moment for you? During the
subjects consisted of 21 mothers/caregivers ointerview, a tape recorder was used, so that no
children diagnosed with spastic quadriplegicomissions or loss occurred during the
CP, who were identified with names of Indian collection of information.
spices. Afterwards, the dialogues were transcribed
For this study, we followed the five phasesfor the completion of data analysis and
of phenomenological nursiffy nurse interpretation, following the last three phases
preparation for coming to know; nurse’s of humanistic nursing. In the third phase,
intuitive knowledge about the other; nurse’s nurse knowing the other scientificallit was
scientific knowledge about the other; nurse’snecessary to deviate from the scenario and the
supplementary synthesis about the realitiesstudy subjects to reflect and analyze the lived
she/he knows; and, finally, nurse innerrelations, in order to synthesize themes and
succession from many to a paradoxal one. concepts and thus symbolically interpret the
In the first phase, we studied Paterson ancreality experienced in the past, tracing a
Zderad's Humanistic  Theory  through particular view of the object of stuffy
analytical readings, followed by reflective In this case, thd-YOU relationshipfrom
readings, sources of knowledge aboutthe past had to be glimpsed from a scientific
phenomenology, existentialism, humanisticlook, transposing it tol-IT, seeing the
care, nursing theories, communication, experience of mothers/caregivers as the object
interpersonal relationships, among others. that should be reflected, analyzed, classified,
In the second phase, data collection, wecompared, contrasted, related, interpreted and
sought to intuitively know the other. Nurses categorizetf. After the initial analysis,
related with caregivers among eqflsAt this  intuitive and  scientific knowledge was
moment, the I-YOU relationship was merged, when the lived realites were
established through dialogue, and participanicompared and understood as an object (IT) to
observation and the interview were performed.be analyzed.
This phase was performed in November of |n the fourth phase, we performed the
2010. comparison and synthesis of multiple known
realities, presenting an expanded view on the
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experience of the mother/caregiver regarding screams more. Then he gets very angry, just crying,
pain in children with CP, through the  because he is very calm, except when he's crying.
categories. In the fifth phasejurse inner (Sesame)[...]eve_n the_ expression of his face Jizeea
succession from many to a paradoxal otie he frowns, | realize it is pain. (Caraway)
multiple points of view of the subjects, after  The main reactions to the pain of children
synthesizing, were merged, resulting in awith CP were related to behavior, evidenced by
conception on the experience of reports of irritation, agitation, crying, frowning,
mothers/caregivers regarding pain of their child,changes in movement and muscle tone. We note
grandchild and/or nephew/niece with CP. that behavioral changes were not individually
The project was submitted and approved byassessed, that is, the global and simultaneous
the UFC Research FEthics Committeereactions that occur at the time of pain were

(COMEPE), under protocol n.258/10. described and they were not considered in
isolation.

One of the behavioral changes, identified by
mothers/caregivers, was mood. They explain that
the child exhibited an expected pattern of humor

. ) _ when performing the activities of daily living.
the biological mother; two were granOImOtherS’Changes in this routine could indicate that the

one was an aunt and one was an adoptwnChilol felt pain:

mother. The ages ranged from 17 to 47 years, o . o
most (11) were married, including one who When she is crying a lot, she is not a crying girl,
lived in a consensual union. Regarding SO When sheis in pain, | know right away, she
education, nine had completed secondary S::_S %it:n%risézk ﬂnﬂtcrfviaa lOts[ngr;ﬁgSSh:]'lsot
educat!on, seven had mgo_mplete elementary (pFenneI)Because, y%u knOW},/ he is not a crying
education, three had finished elementary child, so when he is mad, crying, | know it's some
school, only one was illiterate and one had kind of pain [...].(Nutmeg)

higher education. Eight were single and two
were divorced; ten caregivers were without
partners. As for the 21 children, most were
female, ages ranging from seven months tc

eight years, with 18 aged between 28 monthigeere cognitive impairment. Comparisons of

and ten years. _ . behavior were identified as the possible presence
The following results and discussion ¢ pain in children.

resulted in four categories called: reactions of Crying appeared to be a typical manifestation

children in pain with spastic_quadriplegia CP: of pain. However, when it expressed pain, it was

the call for help; the uniqueness of the gifferent from other crying related to situations

dialogue of children with spastic quadriplegia that involved changes in mood.

CP with their mothers/caregivers; reactions of

mothers to the pain of the children with spastic e e s = Wk cps

qu'adrlplegla. CP; anq, absencg Of, Rel In inconsolably crying, unlike other crying, she
children ~with spastic quadriplegia CP:  ¢ries... a cry not even | can cherish. (Clover)
perception of mothers/caregivers. Based on 21 Because she moans, cries, gets agitated, then |
interviews with mothers/caregivers of children  realize she's feeling some kind of pain, then I'l
with CP, most (16) reported that the child felt touch her here [shows the location], touch her ear.

pain, and they described the reactions of the Because she cries, then | realize she feels pain, s
child at that moment: | put my hand on her tummy. She gets irritated

and impatient. (Chili Pepper) | recognize that his
She cries a lot, cries, cries quite a lot, and wihen crying is different, it is more of a suffering cry]
is a stomachache, she shrinks, covers it with her than when he is angry, when he yells, he
littte hand [..] She stretches, she shrinks flounders, | think it's different; usually | reaéz
[...](Basil)[...]he starts crying, angry, when utth it's a painful cry, a long cry, a lot of sufferifg.].
him here [shows the location]it is when he (Caraway)

RESULTSAND DISCUSSION

Of the 21 mothers/caregivers, four were not

Changes in the behavioral pattern,
specifically the child's mood, were pain signals
that were part of the daily lives of
mothers/caregivers of children with CP or with

[...] She keeps crying, angry, she turns around,
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Crying is part of the communication process Mothers/caregivers expressed concern and
of pain in children with CP, as well as in sadness because their children were unable to
children who cannot verbalize it. Associated communicate verbally. They added that it was
with other vocalizations, it helps identify very difficult to understand what was really
whether the child is really in pain or not. happening at the moment of pain or if pain
Therefore, characteristics such as high or lowwas present at the time. Verbal language could
long or quick sounds, associated with moans anhelp the child communicate the pain, so its
crying may suggest that the child feels pain.  apsence interfered with the communication of

The  behaviors indicated by the pain, delaying its identification.
mothers/caregivers were the same present in The statements indicated that synchrony
the scales for the assessment of pain irgstablished from the daily and constant
children with  CP, the most frequently jnteraction between caregiver and child
observed being facial expressions (91.6%)favored communication of wellbeing or better-
crying (90.7%), vocalizations, such as moanspeing of the child. Knowledge of the child's
and whimpers (90.6%), irritability (82.2%) reactions to pain by mothers/caregivers could
and changes in muscle tone (76.6%) assist health.

The most commonly cited behavioral  From this perspective, the nurse’s role is to
patterns of pain were: crying, inactivity, assist human beings’ better-being and
seeking comfort, moaning, restlessnessgyercoming. The effort of humanistic nursing
agitation, irritability, being uncooperative, s directed at enhancing the ability to make
stiff, spastic and tense, sleep deprivation,responsible decisioffs It is recognized that
difficulty satisfying and comforting, and the intersubjective relationship that involves
moving parts of the body. mother/caregiver and child in situations of

In newborns and infants, the pain tended topain consists of a humanistic attitude in order
manifest through crying and certain body to enhance the participation and experience
movements, facial expressions, or evenacquired during long periods of care for the
apathy. In children between one and threechild with CP.
years of age, crying may arise accompanied by Regarding the lack of  verbal
verbalizations or localized gestures in thecommunication, it is common that most
focus area of pain, as well as by certainchildren with CP have difficulty in the
restless, violent or tantrum-like movemétts  gevelopment of functional speech. Anarthria

The uniqueness of the dialogue of children  ¢an be present as a symptom, characterized by
with spastic quadriplegia CP with the inability or articulatory dysarthria, which is
mother s/car egivers defined as a speech disorder, manifested as
In the perspective of verbal communication, Spasticity or hypoton(z.

the absence of speech prevailed in most children, Valuing of the oral communication of the
because only one mother/caregiver reported thechild by the mothers/caregivers can be
her child communicated verbally, which, as justified by the ease and speed with which we
reported, hindered the process of communicatinshare information, sensations and feelings.
with the child. Speech is the most functional and rapid human

well, | don't know what she has, she doesn't g!)?ment that allows effective communication

speak [...] It is very difficult, because she can't ] o
talk, right? I'm worried right away. (Cinnamon) The uniqueness of symptoms of pain in
I'm worried, [...] my son doesn’t know things children with CP was reflected in nonverbal

right, can't speak or express. (Rosemary) Whenmessages. The mother/caregiver and the nurse

he feels some pain, | can't understand if he isshould be alert and motivated to recognize the

suddenly feeling pain, b_ut if he's in trouble, like request for help through the behavior and

novxf, he has a dislocation [._..] He can't Speak’expressions of the child with CP.

can't tell or show me, really just by crying, so | h dial blished .

get very sad. (Sesame) T e dialogue establishe requires  a
humanized view from the mother/caregiver
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and professional multidisciplinary team in  The subtle changes in the pattern of child
order to have an effective response to the pailbehavior suggested an alert to the
of children. The humanistic act, at this mother/caregiver who, according to reports,
moment, is to put oneself in another's shoesdnitiated the assessment, then promotion of its
and subjectively understand behavioralrelief.

changes and expressions that may signal the If | have some pain medication, | give it to her

presence of pain. _ and she starts calming down [...]I get her, put her
We found that the reactions of on my lap, then she starts calming down, calming
mothers/caregivers converged in order to down, go touching her tummy [..]l| go to the

identify the presence and location of the pain, doctor right away. (Cinnamon) | keep her in my
using strategies that alleviated the pain and arms, cherish her, sooth her. (Ginger) I cherish
expressed their feelings. her, stay th_ere with her, then she stops crying,
The identification of pain in children by the right? | cherish her, she goes to my arms, then she
mother/caregiver may be one of the measures Stodps Crﬁ"ﬂg' (Black Peppe2 ! IIS |”n thedhimthﬁk
ana roc er |...| massage ner pe and that helps
to be adopted by the multidisciplinary team for  her caim dOWL_ ](C|0ver)g Y P
assessment of pain in children with CP. We ) ]
noticed that one of the reactions expressed bv Mothers/caregivers associated

mothers/caregivers was trying to verify the Pharmacological and non-pharmacological
presence of pain, as well as its origin: measures  in order to relieve the pain in
children with CP. The offered medicines,

So | put my hand on her little head and it is hot, Promoted massage, provided comfort, care and
that is my opinion [...] so touching her tummy to contact and when they did not observe
know where the pain is. (Cinnamon) Then | go improvement in pain, they sought medical help
and observe where the pain is, if earache, crampsand opinion.
I just grip (shows how) her little ear, becauseythe  An experimental study with participation of
2?gn'qtp2“”(slz‘é"gsgl)yolu \E)vfti?\ 't’hit;“t v\slgssmohsitslysff:i ten children, aged four to 16years,witha cancer
[...](Oregano) I go trying to figure out where gt i d|agn0_S|s L pa_lnful R hat
then, when | identify it, | move to trying to stop the pain level of ghlldren de)creased after the
it[...] (Sesame) application of music (p<0.08¥.

. . " A qualitative study about the experience of
Mothers/caregivers reacted by identitying ynihers in a nursing intervention through

whether the pain was actually present, as Wely, o and conversation, showed that most

. flookindg fol; L5 Lot (e Toh ddo S0, they mothers felt that the child suffered less during
performed observation, touched, assesseyn. nainfyl procedure and, moreover, were

behavioral ~changes, changes in facialgaiisfied by being able to help and participate
expressions, and asked the child where th(in care® : . . . P

source of pain was, in case the child could i ———— K or 2

indicate or communicate verbally. __protocol of measures that could be
s Ar:]study In Tex?s |n.d|car:ed tr;]at Sear:Ch'ngimplemented to relieve pain, especially when
or the source of pain through touch andinere s the possibility of conducting painful
observation was one of the ways used by,qcequres. The protocol should  be
g%[?“‘s to |dgnt|fy pain in children with CP incorporated as an aid to pharmacological and
. In a qualitative research study CondUCtednon-pharmacologicaI measures, yet the
in Switzerland, the parents explained that inindividuality and uniqueness of each child

the first years of a child's life, identificatiori o must be considered, so that the patterns do not

pain reactions was considered difficult, \oqiict the existential and subjective view of
emphasizing that both parents and ch|Idren,[he nurse who deals daily with people’s pain
developed a silent dialogue to express pain(s)

and most emphasized that it took years to be Regarding the pain of their
able to distinguish and interpret pain i
children with CH.

children,
n grandchildren and/or nephews/nieces,
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revealing theitbecause the illness of the child is very painful
and distressing for the family, because it plays

. . . ) )
| get desperate right away, | call my friends, call a very important role in the family’s worltf. .
my sister-in-law and they say: ‘Woman, settle The burden of care of the mother/caregiver

down'. Because | don't know what she has, shedue to dependency and lack of mobility of the
can't speak [...]. (Cinnamon), | get mad, start child causes stress, feelings of anguish and
crying, get nervous, | do everything for that pain fear, leading to damage to his mental and
to go away [...]I get very worried [...] I'm afraid physical healtH'®. Thereby, we find that the
very afraid of, you know, this pain not stopping, | fegjings experienced by mothers/caregivers
am so afraid of that happening [...]. (Fennel) regarding the pain of their children are
Mothers/caregivers expressed a desire to cryinfluenced by the condition of dependence and
get worried, sad, anguished, desperate, nervotthe need for ongoing care of the child with CP.
and generally described the moment when the Mothers/caregivers and family try to adapt
child was in pain as awful, one of the worstto what the complexity of the child care
situations experienced while taking care of them.demands, which can increase feelings of guilt
The child’s age, related to their time together,and/or helplessness, and stress for the
did not influence feelings, because the feelingsfamily™?.
of mothers/caretakers of children aged three, six o ) ) )
and seven years, like Chili Pepper, Red PeppeAbsence of pain in children with spastic
and Caraway, respectively, were similar to thequadriplegia  CP: perception of
feelings of mothers/caregivers of young Mothers/caregivers.
children, such as Clover (10 months) and The experience of parents and the bond
Rosemary (10 months). Other reactions reveale€stablished with the child may sometimes be
feelings of guilt and helplessness: insufficient for assessing specific pain in this
. . . special population, and thus does not result in
If it was any mistake of mine, that | have made,

having given some vitamin to her that she did notperceptlon Of. th(.a e R EEhI e i DY
like, that caused her that pain, | feel guilty. éBa  Mothers/caregivers:

mothers/caregivers reacted,

feelings:

It is one of the worst moments for me, that agony
of hers, | don't know, and sometimes we can’t do
anything. (Ginger) We get sad, right? Nobody can

He never complains. Usually, when a child feels
pain, he gets irritated, but he is calm, doesn't
complain even when he’s hungry, he’s not a crier.

do anything without knowing what he is feeling, |
feel a little agony [...] It's sad, because | wigh
did not feel at all. (Oregano)

(Saffron) She is always well, smiling, never
crying, always good about life. (Mustard) He
can’'t speak and there’s no way of knowing if he is
in pain. (Turmeric) | think she doesn’t feel so
much pain. (Dil) He doesn’t. Because when
you're in pain, you cry, and to this day he has no
pain. (Tamarind)

Pain in children signals that something is
not right, serving as a warning of a possible
problem or disease. Therefore, in most cases,
mothers/caregivers demonstrated feelings of _ ] ]
concern. These feelings appeared due to the Lack of manifestations, such as crying and
difficulty of recognizing the characteristics of i'fitation, determines the absence of pain.
pain experienced by children with CP, becauseAlthough the evidence presented above in this

although they identified the presence of pain,Study indicates that there is presence of pain in

information about intensity, location and ©Pinion to understand the reasons for these

quality of the pain. relations. _
The reaction of mothers/caregivers The limitations of expressions themselves,

converged with the feelings experienced byPerceptions and sensations inherent to CP,
mothers of children who did not have anyMay be related to the difficulty in recognizing

disabilities, especially when we consider thatth€ typical signs of pain. In this situation, it

pain is an organic alert. Therefore, concernWould be pertinent to conduct a follow-up of

disease are expected and even justified,

Cienc Cuid Saude 2014 Out/Dez; 13(4):730-738



736 Lélis ALPA, Cardoso MVLML

for a broader investigation in order to continuous interaction between the dyad
understand what determines their perception. caregiver-child, when there is identification of

Another possibility may be related to lack behavioral reactions and vocalizations,
of knowledge about pain and ways to assess ilcharacterizing communication, and
in these children in particular. implementation of measures of
Mothers/caregivers need guidance and suppolpharmacological and non-pharmacological
to understand that children with CP feel pain,relief, involved in feelings of mother/caregiver
that some signs presented are peculiar and thithat pervades concern, fear, anxiety and guilt.
his limited expression of pain may occur

through atypical signs that do not clearly show FINAL CONSIDERATIONS
the painful sensation.

Considering the subjectivity of expressing e pelieve that professionals who deal
pain, it is noteworthy that the Humanistic yity this public need to develop educational
Theory proposes that people who care develojgrategies in order to empower caregivers to
an intersubjective relationship, considering theggsist in the pain of children with CP, through
individuality of the reactions to the diseasesmeasures focused on the management of pain
and problems experienced. In the inter-humar, children aimed to motivate appropriate
relationship, it is important that each one ggsessment, recording and follow-up, as well

becomes aware of the other,_fgc))nsidering thenas working together with the team responsible
their partner in a proper evefft'®, for disability rehabilitation.

~ Thus, we suggest that nurses use such pye to paucity of research on pain in
information to aggregate nursing care, chjidren with CP in our country, the discussion

redirecting their approach to interpersonal\yas restricted to studies originated in other
relationship with the mother/caregiver of the .,untries specifically in the area of

child, without judging their opinion. physiotherapy and medicine. Moreover, given

Understanding the principles of health the aim of the present study, we restricted the
education should go beyond the field of g piect for mothers/caregivers of children with
information, redirecting the look to the cp However, we understand the need to
significance of the subject as a being involvedexpand the investigation to nurses, regarding

inhis intellectual, emotional and cultural iheir perceptions of pain in children with CP
processes, which will influence the search forynq their actions.

new practices to obtain a better quality of life

20) With the present proposal, we believe we

_ . _ provide support for the search for well-being
In the fifth phase, nurse inner SUCCESSIOr 5 children with CP through pain relief,

from many to a paradoxal one, resulting in atpherefore, it is appropriate to conduct further
concept:The experience of mothers/caregivers i dies related to this issue, especially in the
regarding pain in children with spastic 50q of Brazilian nursing.

quadriplegic CP is established through

VIVENCIA DAS MAES/CUIDADORAS FRENTE A DOR DA CRIANC A COM PARALISIA
CEREBRAL

RESUMO

Objetivou-se compreender a vivéncia dos cuidadores frente a dor da crianga com paralisia cerebral. Estudo
gualitativo realizado no Nucleo de Tratamento e Estimulagcdo Precoce com 21 maes/cuidadoras de criangas com
paralisia cerebral tetraparética espastica, em novembro de 2010. Utilizou-se a Teoria de Enfermagem
Humanistica, seguindo as fases da enfermagem fenomenoldgica de Paterson e Zderad. Emergiram quatro
categorias: Reacfes da crianga com paralisia cerebral tetraparética espastica a dor: o chamado de ajuda; A
singularidade do didlogo da crianca com paralisia cerebral tetraparética espastica com as maes/cuidadoras;
Reacdes das maes/cuidadoras a dor da crianga com paralisia cerebral espastica, e Auséncia de dor na crianga
com paralisia cerebral tetraparética espastica: percepcdo das maes/cuidadoras. A vivéncia das maes/cuidadoras
se estabelece por meio da interagdo continua entre a diade cuidadora-crianga, quando ocorre identificagdo das
reacd0es comportamentais e vocalizagdes, caracterizando a comunicacéo, e a realizacdo de medidas de alivio
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farmacoldgicas e ndo farmacoldgicas, envolvidas por sentimentos da maes/cuidadoras como preocupacao,
medo, angustia e culpa.

Palavras-chave: Crianca. Paralisia cerebral. Enfermagem. Cuidadores. Teoria de enfermagem.

EXPERIENCIA DE LAS MADRES/CUIDADORAS FRENTE AL DOLO R DEL NINO CON
PARALISIS CEREBRAL

RESUMEN

Este estudio tuvo como objetivo comprender la experiencia de los cuidadores frente al dolor del nifio con paralisis
cerebral. Estudio cualitativo realizado en el Centro de Tratamiento y Estimulacion Precoz con 21
madres/cuidadoras de nifios con paralisis cerebral con tetraplejia espastica, en noviembre de 2010. Se utilizo la
Teoria de Enfermeria Humanistica, siguiendo las fases de enfermeria fenomenoldgica de Paterson y Zderad.
Surgieron cuatro categorias: Reacciones del nifio con paralisis cerebral con tetraplejia espastica al dolor: el
llamado de ayuda; La singularidad del didlogo del nifio con paralisis cerebral con tetraplejia espastica con las
madres/cuidadoras; Reacciones de las madres/cuidadoras al dolor del nifio con paralisis cerebral espastica; y
Ausencia del dolor en nifios con pardlisis cerebral con tetraplejia espastica: percepciones de las
madres/cuidadoras. La experiencia de las madres/cuidadoras se establece a través de la interaccion continua
entre la diada cuidadora-nifio, cuando ocurre la identificacion de las reacciones de comportamientos y
vocalizaciones, caracterizando la comunicacion, y la realizacion de medidas de alivio farmacolégicas y no
farmacoldgicas, involucradas por los sentimientos de las madres/cuidadoras como la preocupacion, el miedo, la

ansiedad y la culpa.

Palabras clave: Nifio. Pardlisis cerebral. Enfermeria. Cuidadores. Teoria de enfermeria.
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