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ABSTRACT 
Aim: To describe practices related to body hygiene of children with encephalopathy at their homes. Method: 
This is a qualitative study using the creative-sensible method, with data generated from February to April 
2014 through the dynamics “Corpo Saber”, and with five family groups of children assisted in the clinic of a 
city hospital in the municipality of Rio de Janeiro; it was analyzed according to the French discourse analysis. 
Results: The body hygiene was contextualized by relatives in multiple dimensions, such as: the selection 
of the time for hygiene, location and necessary adaptations to perform the procedure, the affectionate 
dimension present during the bath, and the bath of child with gastrostomy. Discussion: For the relatives, 
body hygiene is presented as a complex care procedure, as it involves routines and adaptations related to 
the demand of children; however, it permitted to create moments of relaxation and play. Conclusion: The 
cultural traits of each family supported their caring practices, demonstrating the challenges created by the 
complexity of the care practice towards the demands of the children.
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INTRODUCTION

The scientific and technological develop-
ments started in the 1990s are reflected in the 
survival rates of children who were considered 
unlikely to live longer before. This demonstra-
ted an increase in the number of children with 
chronic and/or incapacitating diseases, who 
require complex medical care and are depen-
dent on technologies and home care beyond 
those offered to the majority of children and 
adolescents(1).

Many children that suffered perinatal 
asphyxia could benefit from the technological 
development. Perinatal asphyxia originates 
from a failure of the gas exchange system and 
it can develop to a hypoxic ischemic syndrome, 
which is characterized by generating multiple 
variations in the organism, especially the neu-
rological compromise, thus becoming an im-
portant cause for morbi-mortality in newborns 
in term and in preterm(2). 

The neurological lesions generated from 
perinatal asphyxia can have certain consequen-
ces that are considered irreversible. According 
to the location and size of the neurological 
injury, the child can have a poor prognosis, an 
impact on the individual’s motor, intellectual, 
and behavioral abilities, needing physical and 
cognitive stimulation and permanent care from 
relatives(3).

In Brazil, there are few studies that investi-
gate an exclusive incidence and prevalence of 
encephalopathy in children; however, based on 
information from other countries, it is possible 
to project the epidemiology in this country. 
Developed countries present an incidence 
around 1.5 to 5.0/1,000 born alive. In develo-
ping countries, the estimate is around 7/1,000 
born alive. Such difference can be justified by 
the prenatal care conditions and by the primary 
care given to the mothers and the newborns(4). 

Despite the fact that official numbers 
reflect a decrease in mortality by perinatal ill-
nesses in Brazil, which between 2000 and 2008 
was from 14.7 to 10.3 for every 1,000 born alive, 
this cause implicates in an expressive number 
of children that survived, thus presenting de-
mands for special health care(4). 

The chronicity generated by encepha-
lopathy during childhood limits the partici-
pation of the child in regular activities for his 
age, affecting his own process of growth and 
development, thus requiring assistance and 
observation by many health professionals.

Hence, this child will require differentia-
ted care, due to the limitations presented in 
the performance of his everyday life routines, 
such as self-care, and will depend on relatives 
to perform such functions(5). 

Despite the fact some studies have already 
investigated the effects of encephalopathy in 
children(5), the understanding of the caregiver 
upon specific elements related to the disorder 
have not been completely explored. 

As the limitations imposed by the illness 
upon their everyday lives and on the normal 
functions of their age manifest, these children 
present larger demands for continued (tempo-
rary or permanent) care, including in the set 
of children with special health care necessities 
(CRIANES, in Portuguese), as they are referred 
in Brazil(6). 

In the Brazilian scenario, the number of 
CRIANES presents a direct correlation to avoida-
ble illnesses that evolve to a chronic stage due 
to re-hospitalizations, perinatal diseases, and 
congenial malformations, thus requiring health 
support for an uncertain period of time(1). 

In regards to the diversity and singularity 
of the care demands presented by the CRIANES, 
they must be considered as an emerging clien-
tele for children’s health care, which represents 
new challenges, not only to the health team, 
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but also to the caregiving relatives that support 
the children at home(7).

Among the care demands presented by 
CRIANES with encephalopathy, there is the 
performance of hygiene care, a topic to be 
discussed in this research. In regards to the care 
of body hygiene, it is possible to observe the 
lack of publications that discuss the impact of 
hygiene care of children with encephalopathy 
in the daily family dynamics(8).

The caregiving relatives of the CRIANES 
need to acquire specific knowledge and practi-
ces for the home context of the procedure. The 
dialogues between health professionals and 
relatives must be one of the paths to be cove-
red to negotiate the understanding, focusing 
on care practices. 

Therefore, understanding the relevance 
of an approximation between nursing profes-
sionals with the caring practices performed by 
relatives of children with encephalopathy at 
home, and based on the countless demands 
for care presented by the CRIANES, this study 
aims to describe the relatives’ practices with the 
body hygiene of children with hypoxic ischemic 
encephalopathy in home care.

METHOD

This research is a qualitative study, using 
the creative sensible method, which is sup-
ported by three elements: group discussion, 
participant observation, and group dynamics 
on creativity and sensibility as means to produce 
data(9). In order to measure the care of relatives to 
the body hygiene of the child with encephalopa-
thy, this study adopted the group dynamics on 
creativity and sensibility, called “Corpo Saber”(10), 
in which through the metaphor of a drawn body, 
the caregiving relatives signify and re-signify the 
hygiene care provided to the child. 

The artistic production was developed 
collectively, yet one piece was produced by fa-
mily, together with debating questions: “Which 
hygiene care you perform with (name of the 
child) at home? How do you proceed?”

The scenario of the research was the home 
of the children supported in the follow-up clinic 
of a pediatric hospital located in the municipa-
lity of Rio de Janeiro, Brazil. 

The participants of the research were five 
families, with a total of 12 relatives: five mo-
thers, two fathers, one aunt, one grandfather, 
and three grandmothers.

To select the relatives, researchers used 
the registration forms of children assisted by 
the Follow-up Clinic for Chronic Patients, and 
the medical records filed in the Area of Medi-
cal Documentation of the referred hospital, in 
which there was data collection regarding the 
health background of the children. 

The established criterion of inclusion was: 
to be the direct caregiver of children with hy-
poxic ischemic encephalopathy between the 
ages zero to two years old, during the period 
of data collection of the research. There were 
excluded caregiving relatives of hospitalized 
children during the stage of data collection. 

The research project was approved by 
the Committee of Ethics in Research of the 
Health Municipal Office of Rio de Janeiro, under 
protocol #473005, on November 29th 2013. All 
participants signed the Free and Clear Consent 
Agreement, established according to the Reso-
lution #466/2012, after they were aware of the 
aims of the study. To guarantee the anonymity 
of the participants, the relatives were only 
identified by their initials, and biblical names, 
as pseudonyms, were used for the children, 
as most relatives mentioned their children as 
a divine blessing upon them. Thus, they were 
identified as: Davi, Ana, Eva, Dídimo, and Elisa 
(in Portuguese).
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The data was generated from February to 
April 2014. The discourses of the relatives du-
ring the dynamics were recorded with a digital 
recorder and then fully transcribed at the end 
of each meeting. 

To finalize the field work, the eligibility of 
participants was used based on the criterion 
of inclusion established and on the standard 
prevalent in the discourses found after the 
transcription of the meetings. In this sense, 
all families that met the criterion of inclusion 
and accepted to participate in the study were 
included. 

The path chosen to provide theoretical 
support to the present research was structured 
in the concepts of reflexive-critics, the process 
of awareness, and dialoguing education, accor-
ding to Freire’s concept(11).

Freire’s theoretical concept(11) has its main 
axis as the development of a critical conscience 
in the individual, provoking a reflection upon 
the reality from the dialectics reflection-action-
-reflection, where the subject moves from 
awareness-raising to decision-making (full 
awareness).

This author also considers knowledge 
as mutable and unfinished, constructed and 
reconstructed from the problematization of 
concrete reality in the space of relationships 
through dialogue and the critical-reflexive 
analysis of the subjects (12).

Incorporating Freire’s conceptions to 
the everyday life of the educational/caring 
practice of nursing enables the professional 
to transform or reconstruct the understandin-
gs inside of a group that does not have any 
technical-scientific knowledge, stimulating 
critical and reflexive thinking and intending 
for the understandings descending from the 
common universe. 

The French discourse analysis(13) was the 
method used to treat the data, which was ge-

nerated from the grouping of these analytical 
frames. On the first frame, the transformation 
was observed from a discursive object to a 
discursive process, and on the second one, the 
search was focused on the senses present in the 
discourse of the subjects, the use of analytical 
devices being fundamental in this process (pa-
raphrasing, inter-discourse, and the unsaid) to 
have a full understanding of the meanings of 
the discourses.

RESULTS 

In the process of analysis of the empirical 
material, regarding the hygiene practices of the 
CRIANES with encephalopathy, in the discour-
ses of the relatives the following issues arose: 
the selection of the best time for hygiene, pla-
ces and necessary adaptations to perform the 
hygiene of the child, the affectionate dimension 
used in the bath of the child, and the bath of 
the child with gastrostomy. 

Selection of the best time for hygiene

When presenting in their discourses the 
body care performed with their children, the 
relatives report the selection of different pe-
riods of the day to perform the bath:

(...) I bath him…/ Nine o’clock, eight 

o’clock and I bath him, (...) because 

that is the time to have a shower. (...) 

He wakes up, I bath him, and he calms 

down. (Mrs. P., mother of Dídimo).

(...) and after lunch, I bath her, and she 

has a nap. (Mrs. J., mother of Elisa) 

The discourses of the mothers of Dídimo 
and Elisa reveal their beliefs regarding the 
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relaxing effect of bathing, which became a 
determinant factor to decide and establish the 
best time for hygiene.

Places and necessary adaptations to perform 
the hygiene of the child

The aspects related to the places where 
the bath of these CRIANES was performed, and 
the necessary adaptations to perform this care 
practice, were mentioned by the relatives: 

(...) I have to be careful with her in 

the bath tub, with very little water, as 

if she wants to lay down, playing in 

the tub, and then water goes into the 

ear – I have to be careful not to let the 

water into her ears (...) because the 

ear bothers her too much (Ana) and it 

is not good for her. For us adults, it is 

already something, for her it is new... 

(Mr. A., paternal grandfather of Ana)

Well, when I bath her at home, I do 

not use the bath tub anymore, I use 

the regular shower, (...) I am only more 

careful to the area around the ears, 

and holding her to not let her slip. I do 

not use much soap, only a quick and 

thin soap layer. (Mrs. R., mother of Ana)

In the bathroom, in the shower. (Mrs. 

P., mother of Dídimo)

Ana’s family, a 24-month-old child under 
conditions to be using the shower, was using 
the bath tub with little water to her hygiene, 
as seen in the discourse fragment of her gran-
dfather. 

Inside the same family group, it was pos-
sible to observe different procedures for this 
care practice, once Ana’s mother was at home 

she used the shower; however, she did so with 
little soap, focusing on the prevention of falling 
and water into the auditory meatus. 

On the other side, the mother of Dídimo, 
a 20-month-old child who could not stand up 
due to his motor impairment, declared she 
baths her child under the shower, not justifying 
why she adopts such procedure.  

Yet, in relation to the locations for the body 
hygiene of children, not only the bathtub and 
the shower were present in the discourses of 
the relatives:

I bath him, but I do not take him to 

the bathroom, because he moves too 

much. I bath him in the laundry tub. 

(Mrs. T., maternal aunt of Dídimo)

My care is the bath... (...) I place her 

in the bathtub, a big one. I take her 

to the water, and I wash her, holding 

her, (...) I turn her around, she always 

raises her head, she does not have a 

soft neck, and she is quite smart, (...) 

(Mrs. F., maternal grandmother of Eva)

When describing their practice to sanitize 
the child, Dídimo’s aunt described the laundry 
tub as a necessary adaptation to bath him. 
The grandmother of Eva used, as a resource, a 
larger bathtub to better accommodate the girl 
and, because of that, a safer environment to 
handle the procedure because her 18 months 
old presented severe muscle spasticity, which 
impeded relatives to promote a transition from 
the bathtub to the shower.

Affectionate dimension used in the bath of the 
child 

Besides the physical dimension of body 
hygiene of the child with encephalopathy, evi-
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denced in the previous discourses, another signi-
fication was attributed to this care procedure; it 
is present in the discourse of Mr. R., father of Elisa: 

(...) sometimes I bath her. (...) She cries 

less with me, as she does not like water 

too much, so I clean her by playing, 

and she smiles and laughs. (Mr. R., 

father of Elisa) 

By the speech of Elisa’s father, bathing took 
another dimension, transposing the physical 
and sanitizing care procedure to add an affec-
tionate dimension to it. For this individual du-
ring bath time, the child experienced moments 
of joy and pleasure.

Bath of the child with gastrostomy

Two families had children being fed throu-
gh gastrostomy (Davi and Eva), but only Davi’s 
family mentioned specific care with the tech-
nological device during body hygiene: 

They taught me at the hospital. They 

told me to be careful with the catheter 

during bathing, to not let the catheter 

get stuck on something (...) (Mrs. K., 

mother of Davi)

Mrs. K. pointed out the worries she has in 
avoiding traction upon the gastrostomy cathe-
ter, relating this attention to the possibility the 
catheter to pin something. For the relatives of 
this child, there were no references of special 
procedures to the ostium of the gastrostomy. 

DISCUSSION

In regards to the selection of the time to 
perform body hygiene of their children, it is 

possible to see that, for the families that repor-
ted this issue, the bath is seen as a promotion 
of relaxation and, despite none of the mothers 
have clearly demonstrated the intention to 
promote this effect by choosing the time, their 
speech indicates that their practices are more 
directed to cultural background of their own 
families. This can be observed by the discursive 
formation of Mrs. P., mother of Dídimo, who 
reports that the boy calms down after the bath, 
and of Mrs. J., mother of Elisa, who baths her 
after lunch, a period most children of her age 
group (Elisa is 23 months old) usually nap.

The observations linked to the importan-
ce of a nap after lunch for children vary, thus 
enabling different theories and opinions. Some 
researchers defend the theory that children can 
have this practice up to three years old, and 
this should not only be considered a support to 
brain stimuli, but also as a practice that permits 
the child to have a physical rest(14).  

There are few publications regarding body 
hygiene of children under a specific appro-
ach, in the details of ideal timing and mode 
of carrying it out, especially for children with 
encephalopathy.

A study related to the family routines and 
rituals of caring children shows that a degree 
of behavioral regularity is almost a universal 
characteristic of the families and that the con-
tinuity and stability to support the necessities 
of their members represent a critical dimension 
of the connection between social experience 
and health(10).

Besides that, daily routine habits, such 
as body hygiene, are strongly influenced by 
cultural standards and by the information that 
the individuals have access to throughout their 
lives. Therefore, it is necessary to know one’s 
culture to understand one’s behavior(10). 

Consequently, the practice of the two 
families in establishing regular hours for the 
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hygiene of their children demonstrated a 
behavioral pattern based on their own habits 
and culture, which is consistent with the idea 
that man is a being that has space-time roots, 
not being able to survive out of his own con-
crete reality. Hence, it is not possible to reduce 
mankind to an object without considering the 
context and the culture into which the indivi-
duals are inserted(11).

From the discursive fragment of Mr. A, 
grandfather of Ana, it was possible to see the 
proceedings used for the bath considering such 
necessities for care as taking into consideration 
the concrete experiences of water into the ear 
channel and the observations of the reactions 
of the child, followed by the inter-discourse 
used by various voices of children and adults, 
which, at some point they, all shared experien-
ces of discomfort caused by the presence of 
water in the auditory meatus. 

In this sense, the concrete existing situ-
ation, represented by the presence of water 
into the ear bothering the child, altered the 
care practice of this family member to a criti-
cal conscience, evidenced by the capacity of 
analysis. When the condition of critical cons-
cience is present, the individual develops the 
capacity of dialogue. The autonomous and 
compromised thinking is characterized by the 
depth in which the individual interprets the 
problems and by the socio-political engage-
ment it requires(15). 

Ana’s family group showed not only a 
preoccupation with the possibility of an otitis 
provoked by bath water, but also an attention 
related to the physical integrity of the child by 
the possibility of an eventual fall during the 
bath. Then, at the grandparent’s home, her 
bath was in the regular bathtub; at her parent’s 
home, her mother bathed her with little soap 
to avoid having the child slipping during the 
procedure.

The overprotection of Ana, who presented 
developmental conditions that permitted the 
transition from the bath tub to the shower, as 
her mother did, was evident in the discourse of 
her grandfather. 

The clinical fragility presented by these 
children that presented chronic health con-
ditions generates additional protective care 
offered by some relatives at home, trying to 
reduce the possible risks to their health. Thus, 
the overprotection also characterizes a mode 
of care performed by the relatives; however, 
in some situations, this conduct can lead to 
a social isolation and restrictions on the de-
velopment of the child(16,17).

In regards to the family of Dídimo, it was 
possible to perceive that the mother, even 
though there were limitations, used the bath 
in a more habitual perspective when obser-
ving the age of the child; his aunt, based on 
what was unsaid, expressed her uneasiness, 
modifying the care procedure within her social 
reality, minimizing the challenges related to the 
demands of the child. 

In the family of Eva, her grandmother, 
Mrs.  F. ,  demonstrated in the discursive 
fragment presented her naïve conscious-
ness regarding the health framework of her 
granddaughter, as the child did not have 
movement in her cervical muscles the way 
the grandmother was reporting. On the 
contrary, the child presented muscle spams 
and rigidity of this part of the body due to a 
secondary hypertonia from the neurological 
impairment.

Because of the neurological and motor 
injury in children, the practice of bathing is 
a complex task, which increases the risks for 
accidents, imposing the necessity of caregi-
vers to develop strategies that normalize the 
procedure as part of the daily routine of the 
child in the family. 
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Then, the care practices applied to chil-
dren with encephalopathy are developed 
according to specificities and demands, which 
emerge from the challenges imposed by home 
care. In order to face these challenges, the ca-
regiving relative searches for answers, learning 
and building a new way of care (building cultu-
re), which consequently changes the concrete 
reality (making history)(11). 

Therefore, the routine of the families invol-
ves complex and continuous care practices in a 
predictable regularity throughout the family’s 
lifespan(10).

The affective dimension that enables play 
during bathing, mentioned by Mr. R., father of 
Elisa, demonstrated not only the perception to 
the necessity for body hygiene care, but also the 
extended understanding of care, by promoting 
actions that contributed to the development 
of his daughter.

In a general sense, hygiene care of children 
is a source of pleasure and when the child is not 
a baby anymore, this moment represents the 
opportunity for joy and for relaxation, which 
enables a learning process no one can teach, 
related to one’s world and how to deal with the 
environment, objects, time, space, structures, 
people, and the possibility to learn about one’s 
self(18). 

Play has an important role in the mental 
health of the human beings and deserves spe-
cial attention from relatives and professionals 
that support children with special health neces-
sities as they represent a venue of expression 
for the child. Besides, it is an exercise that helps 
to build a bond to the world and to the people 
around the child(19).

Furthermore, playing represents a resour-
ce for physical, emotional, cognitive, and social 
development. The use of ludic activities for 
children is recognized as an important tool to 
promote their development(19). 

To understand the pleasure of playing for 
children, besides generating benefits for their 
own bio-psycho-social development, also be-
nefits their relatives, who while observing the 
reactions and plays of the child are stimulated 
to continue searching to improve the child’s 
health condition(19).

In this sense, playing represents a neces-
sity for a healthy child and for the one with 
special health necessity, as it mediates the 
interaction of the child with the surrounding 
environment, permitting creativity, socializa-
tion, and learning, which makes this activity an 
important component in child development. 

The body hygiene care of children with 
gastrostomy was presented by Mrs. K., mother 
of Davi. The inter-discourse of professionals, 
present in the speech of this mother, revealed 
the scientific knowledge transmitted by these 
professionals regarding the procedures to 
take during the bathing of the child due to 
the feeding device. However, in her speech, 
there are no guidelines on how to proceed, 
but warnings given in order to avoid possible 
complications. 

In this regard, the scientific literature(20) 
reinforces the necessity of additional care 
with the gastrostomy catheter during bathing, 
evading excessive traction to avoid the enlar-
gement of gastric stoma, which would lead to 
the extravasation of food content, generating 
injuries to peristomal skin. 

For the mother of this child, who deman-
ded technological care, the process of learning 
that started in the hospital was relevant; health 
professionals performed the roles of educators, 
intermediating their social speech, producing 
care practices, and demonstrating to this family 
the care procedures to be performed at home. 
However, the pedagogical model, in which 
there was only the transmission of informa-
tion, contributed to the internalization of the 
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knowledge in how to care, despite teaching the 
reason this care was required. 

To exercise the critical and creative care, 
it is necessary to understand education as a 
means to support care, which cannot be used 
as a means to transmit information when the 
professional places himself as the bearer of the 
information with the power to infer and decide 
for the people of whom he is taking care. To 
educate properly, the professional must un-
derstand that education is a tool to enlighten 
and transform people, in which the measuring 
stick is the participation of the individual in the 
decision-making process(11). 

Hence, the body hygiene of children was a 
topic that demonstrated multiple dimensions, 
demanding that the nursing professional, in 
his educator role, develop sensible listening 
to conduce it, according to the demands of 
CRIANES and their caregivers. The horizontality 
of the educational dialogic process can make 
flexible the relationship between the profes-
sional and the family, shortening the distances 
and socializing the understandings.  

Through this research, it was possible to 
observe the reoccurrence and saturation of 
data, however generalization of the findings 
was not possible.  

The everyday life of the relatives, regar-
ding the body hygiene of the child with ence-
phalopathy, showed much more than routine 
practices; it also demonstrated the beliefs and 
attitudes towards the care procedures of the 
children observed.

CONCLUSION 

The process of care developed by the ca-
regiving relatives of CRIANES with encephalo-
pathy at home is supported by the knowledge 
acquired with the experiences generated by 

its practice. Thus, the child with special health 
needs leads his family to use special care and 
to search for various methods to perform the 
hygiene care.

The research revealed that, for caregiving 
relatives, the body hygiene of their children 
demanded the incorporation of new unders-
tandings, based on the overcoming of limita-
tions and possibilities of their child’s body. This 
process started with the understanding of care 
being unveiled and learned once relatives are 
involved in care procedures.

Despite the reduced number of relatives, 
which impedes the generalization of the fin-
dings, as it represented some limitations to the 
research, the everyday lives of relatives in care 
practices with the body hygiene of their child 
with encephalopathy demonstrated not only 
their daily procedures, but also their beliefs and 
values related to this care practice. 
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