DOI: 10.15253/2175-6783.2017000600003 Original Article
www.revistarene.ufc.br

Perceptions of mothers about the quality of life of children with
hydrocephalus

Percepcoes de mdes acerca da qualidade de vida de criancas com hidrocefalia

Carliane Evangelista Buriti Torres?, Adria Marcela Vieira Ferreira?, Leidiane Minervina Moraes de Sabino?
Mariana Cavalcante Martins? Francisca Amanda Martins Couto?, Viviane Mamede Vasconcelos Cavalcante?

Objective: to understand the perceptions of mothers about the quality of life of children with hydrocephalus.
Methods: qualitative research carried out in a pediatric public hospital with twelve mothers of children with
hydrocephalus. Data were collected from semi-structured interviews and the content analysis was performed.
Results: according to the mothers, children with hydrocephalus had a considerable motor deficit, but some
managed to perform this function properly. The emotional status had not presented a significant change, and in
relation to school performance, the majority was not studying in school or could not keep up with the learning
rhythm of the others, however, they managed to maintain good interpersonal relationships. Conclusion:
children with hydrocephalus presented deficits in motor, educational and emotional development, but they had
no impairment in interpersonal relationships, according to mothers’ perceptions.

Descriptors: Hydrocephalus; Quality of Life; Child.

Objetivo: compreender as percepcdes de maes acerca da qualidade de vida de criangas com hidrocefalia.
Métodos: pesquisa qualitativa, realizada com doze maies de criancas com hidrocefalia, em um hospital
publico pediatrico. Dados coletados a partir de entrevistas semiestruturadas e realizada analise de contetido.
Resultados: de acordo com as maes, as criangas com hidrocefalia possuiam déficit motor consideravel, porém
algumas conseguiam desempenhar essa funcdo adequadamente. O estado emocional ndo apresentou alteragao
importante; e com relagdo ao desempenho escolar, a maioria ndo estudava ou nado conseguia acompanhar o
ritmo de aprendizado das demais, contudo, mantinham bom relacionamento interpessoal. Conclusio: as
criangas com hidrocefalia apresentaram déficit nos desenvolvimentos motor, educacional e emocional, porém
sem prejuizos no relacionamento interpessoal, de acordo com as percepg¢des maternas.
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Introduction

Hydrocephalus occurs due to the excessive ac-
cumulation of cerebrospinal fluid in the cerebral ven-
tricles, causing ventricular dilation and compression
of the nervous system®, Its causes may be congenital
or acquired. The former is present at birth and may
be caused by environmental factors during fetal deve-
lopment or genetic predisposition. “Silvio’s aqueduct
stenosis” and spina bifida are common causes®. It is
worth mentioning the higher incidence of congenital
alterations in developing countries, such as Brazil, re-
aching a percentage of 3.16/1,000 newborns®.

Acquired hydrocephalus can affect people of all
ages; the most common causes are: intraventricular
hemorrhage, meningitis, brain abscess, head trauma
and arachnoid cysts®. Signs and symptoms vary ac-
cording to patient’s age, primary cause or underlying
disease, presence of other malformations or associa-
ted brain lesions, extent of obstruction to cerebrospi-
nal fluid flow and level of intracranial pressure®.

The clinical symptoms characterizing this pa-
thology are most frequently identified from the second
and third year of life. They manifest in the acute (hea-
dache, vomiting, oculomotor symptoms, deterioration
of the level of consciousness, convulsions and papillo-
edema) or chronic form of the disease (morning vo-
miting, progressive deterioration of gait, retardation
in neuropsychomotor development and behavioral al-
terations). It can also evolve to complete dependence
on activities of daily living in the most severe cases®.

Hydrocephalus becomes particularly important
in childhood, as these symptoms can directly affect
the child’s development and quality of life, especially
in relation to emotional, social and school aspects™®.

Quality of life can be characterized as a value
attributed to life from the present functional deterio-
rations or perceptions that are induced by diseases®);
and its evaluation is therefore necessary for the child
with hydrocephalus. This evaluation requires a multi-
dimensional approach, since it may involve subjective
parameters such as well-being, happiness and perso-

nal fulfillment; and objective parameters related to
the satisfaction of basic needs and those emerging in a
given social structure(®.

A study revealed that hydrocephalus invol-
ves issues related to one’s own illness and family
aspects”), which makes valid the investigation of ma-
ternal perceptions about the quality of life of children
with hydrocephalus. Therefore, considering that chil-
dren with hydrocephalus suffer from recurrent hospi-
talizations and need differentiated care, it is necessary
to know the aspects that may be compromised, based
on the interpretation of the mothers’ perceptions, so
that the quality of life of children is promoted with
this change.

It is important to highlight the role of the nurse
in the care of the child with hydrocephalus, who pre-
sents during hospitalizations complications, such as
pressure ulcer, neurogenic bladder, risk of infection
and pain, which requires the early identification and
performance of the professional®. In addition, nur-
sing care is not restricted to hospital care, but main-
ly to the orientation of the continuity of this care at
home, for which knowledge about the quality of life of
children is relevant to meet their real needs.

Therefore, the present study is relevant,
inasmuch it will provide subsidies for nurses to
work on strategies to improve the quality of life of
children with hydrocephalus and on the orientation of
mothers and/or caregivers on individualized care at
home. The objective was to understand the mothers’
perceptions about the quality of life of children with
hydrocephalus.

Methods

This is a qualitative research, carried out in a
public reference hospital in pediatric tertiary care,
located in Fortaleza-CE, Brazil. The institution is cur-
rently divided into blocks, one of which is dedicated to
specialized care for children hospitalized with hydro-
cephalus, in which there are ambulatories reserved to
continue the individualized treatment of each child
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followed-up in the hospital.

Twelve mothers participated in the study, ac-
cording to established inclusion criteria: mothers of
children aged from zero to 12 years with hydroce-
phalus who had been hospitalized or in an outpatient
clinic at the referred hospital at the time of the resear-
ch. It was established as exclusion criterion: mothers
of children with other neurological pathologies that
could influence the association between quality of life
and hydrocephalus.

Data collection took place in October and No-
vember 2015 through a semistructured interview
with a questionnaire for sociodemographic characte-
rization (age, marital status, family income, schooling,
origin, among others). At this point, the interviewer
was free to develop each situation in the direction he
considered appropriate, in order to explore the issue
widely®. The questions made were: how do you eva-
luate your child’s physical performance (walking, run-
ning, practicing physical activity, bathing etc.)? How
do you evaluate your child’s emotional state (how has
he/she slept? What feeling does he/she most often
demonstrate during the day?) Does he/she have fre-
quent mood swings? What is your child’s relationship
with other children and/or adults? How is your child’s
school life/performance? This last question was di-
rected only to mothers who had children who were
studying. The interviews were recorded in voice re-
corder.

The questions were based on the Pediatric
Quality of Life questionnaire®. The content analysis
was carried out in three stages: reading of the con-
tent, exploration of the material and elaboration of
an interpretative synthesis by means of an essay®.
Participants signed a permission term to record the
interview. In order to respect ethical aspects and keep
anonymity, their names have been replaced by codes
(P1,P2,P3, .., P12).

The study complied with the formal require-
ments contained in the national and international
regulatory standards for research involving human
beings.
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Results

In the characterization of the 12 mothers, sin-
gle women were predominant (n=8; 67.0%). The age
ranged from 21 to 41 years of age, with prevalence of
the age range from 21 to 30 years old (n=6; 50.0%).
The level of education ranged from illiteracy to com-
plete high school, but half had completed primary
education (n=6; 50.0%). The monthly income of the
majority was less than or equal to a minimum wage
(n=9; 75.0%). As for housing, the majority had their
own home (n=7; 58.0%) and lived in the interior of
the State (n=7; 58.0%).

Of the 12 children with hydrocephalus, the ma-
jority were female (n=7; 58.0%), and were between
one and five years old (n=9; 75.0%). Half of them were
not enrolled in school (n=6; 50.0%), of whom five were
in the age group of one to five years, and only one in
the age group of 6 to 12 years. The other children were
enrolled in the pre-school and primary education.

Ten children (83.0%) has been diagnosed soon
after birth and two (17.0%) has been diagnosed during
the gestation period. Pediatricians (n=4; 33.0%), obs-
tetricians (n=3; 25.0%), neonatologists (n=3; 25.0%)
and neurologists (n=2; 17.0%) were the professionals
who related to the discovery of the diagnosis.

After analyzing the transcribed interviews, two
thematic categories emerged: Physical, emotional and
school domains of the child with hydrocephalus and
Interpersonal relationship.

Physical, emotional and school domains

Motor function, especially gait, is the most im-
paired in children with hydrocephalus, as verified in
the speeches of mothers of children between two and
five years: She still does not walk, but the physiotherapist has alre-
ady said that she will be able to walk; she will be a normal child (P2).
He is all weakened like that; he does not walk; he does not cry. He has
such a movement in the legs, you know, and a little in the arms, but
he can also move them. He is mostly like this, with little movements

(P11). He does not walk. Everything in him is too calm; he does phy-
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siotherapy; they have even sent him to the orthopedist. Even because
his cannot bend his knee (P7).

It was also possible to observe children who
could achieve good motor performance: She walks,
she runs, she jumps, she talks; she does everything. No one says she
has a problem, only who knows it, but she does not appear to have
(P12). In the beginning, the doctor would tell me he did not know if
she was going to walk, because she had myelomeningocele, but she
had a chance. She had done physiotherapy in the water, until she was
three years old. She walks normally, speaks normally, has a normal
life (P6). He runs well, but I do not let him run, not to fall, so nothing
happens in the valve. He walks like us (P9).

Regarding the mothers’ perceptions on the
emotional domain, the reaction of the children with
hydrocephalus does not differ much from the others,
as they seem to feel and to demonstrate feelings: Peo-
ple say children like that do not understand a thing, you see, because
when I play with her, she smiles and when I talk seriously with her, like
“stop it, daughter, stop’, she looks at me and makes a sad face (P1).
No, for sure, he feels the affection, surely. He feels we are talking to
him, surely he feels the affection. But in his case, he really shows it ...
what, what, no. In his case, he does not (P11).

Different from other children, at certain times
they also show irritation/anger: He is joyful, but he gets an-
gry when he is irritated (P4). She is very joyful, but she is angry, she
wants things in her time, has many wills (P12).

The school domain has shown to be deficient,
especially aggravated by the pathology in question,
making it difficult for children aged over two years to
learn: Itis very weak, because if he wants to do the homework, he
does, but if he does not want to, he does not do it. The teachers do not
care. He cannot read, he cannot write, not even his name, he does not
know how to write down the words in the board (P5). Well, we used to
receive a support for him, he was still starting. Then, when this thing
arose, I did not let him go anymore, he liked it so much, he woke up
alone, asked to go to school, and it’s because it was at morning (P7).
He does not study (P8).

However, it was possible to find children with
satisfactory school performance: He is very well-behaved at
school; I receive no complaints of him from school. (P9). She is star-
ting to do homework now, because this is already the second year that

she’s staying. But it demands special care, but she is keeping up (P10).

Everyone there likes her. And she keeps it up everything (P12).

As observed, according to the mothers’ per-
ceptions, the majority of children with hydrocephalus
presented deficits in school life, but some have achie-
ved acceptable performance, satisfactorily following
the rhythm of other children in the classroom.

Interpersonal relationship

Children with hydrocephalus face many obsta-
cles that limit their independence and ability to fulfill
what society considers normal, such as difficulty in in-
terpersonal relationships.

In this study, some mothers have shown that it
is possible to have good relationships with these chil-
dren, since they are able to understand what happens
around them: She likes it, she pays attention, when someone talks
to her, she keeps looking, wanting to talk, makes a sad face. (P1). She
likes to play, she gets along, she likes to make friends. (P10).

The children could show affection for the other:
She is very affectionate, she does not fight, none of this, no. She is very
affectionate; she just does not like that people takes her things (P12).
Super funny, they watch movies together, she knows how to differen-
tiate Patati, the Galinha Pintadinha [children’s Brazilian TV charac-
ters). I turn on the TV for them to watch and whenever different thin-
gs are on, she keeps watching. She watches everything (P2).

On the other hand, in this context of the inter-
personal relationship, the patient can be seen with
disturbance: If someone treats him well, he will treat well, but if
someone treats him with aggression, he is aggressive as well. But he is
very affectionate, you know, he is very careful (P5). She is easily upset,
she yells. She is like this, cannot see a child (P6).

Discussion

The results of the study had limitations becau-
se they were based only on the mothers’ perceptions,
without considering the physical evaluation of the
child. However, it is reinforced that it was possible to
achieve the established objective, as well as to present
data to support future research and to strengthen
knowledge about the quality of life of children with
hydrocephalus.
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It is known that family socioeconomic aspects
affect care for people with hydrocephalus. Despite
the insertion of women into the labor market, the role
of mothers as caregivers of their children is still com-
mon, providing better health care?, as seen in this
study. With regard to schooling, complete primary
education is identified as crucial to ensuring the qua-
lity of care for children with hydrocephalus, as studies
have shown families’ schooling as essential for main-
taining children’s health and for adequately providing
caret?),

Monthly income less than a minimum wage is
an important problem that must be taken in conside-
ration, as it may indirectly impair the quality of life.
Often, mothers of children with hydrocephalus report
that they experience financial difficulties because
the resources available are insufficient to defray the
child’s food, displacement and consumption mate-
rial®®,

The quality of life of children with hydrocepha-
lus may be affected by the impairment of neurological
functions due to the pathology, such as motor skills,
learning, attention and behavior. A study developed
in children with brain tumors revealed that, based on
the use of the Pediatric Quality of Life Inventory scale,
those with hydrocephalus had lower physical quali-
ty of life scores when compared to children without
hydrocephalus®®,

Regarding the physical domain, this study
found that gait was impaired, but it was also possible
to observe children with good motor performance,
presenting motor function close to a child who does
not present pathologies, that is, being able to perform
what is expected for the age in which they are. A re-
search performed with children with hydrocephalus
corroborates these findings, since it has shown that
motor sKkills can suffer losses at different levels, since
of the five children evaluated, two demonstrated a gre-
ater impairment of motor function, while the others
presented greater neuromotor ability®. It should be
emphasized that there may be improvement of this
motor function from the treatment and care perfor-
med®7”),
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Although the physical domain has suffered
some interference by the clinical characteristics of the
disease in relation to the emotional domain, the chil-
dren in this study did not differ much from the others,
because they could demonstrate feelings through smi-
les and irritations. In addition, children with hydro-
cephalus, when exposed to different situations, as
sensorial stimulus, present extreme discomfort asso-
ciated with irritability®®.

A study of parents of children with hydroce-
phalus showed that the latter had neuropsychological
performance below the standard considered normal,
but parents reported that the children had quality
of life similar to other children who did not present
hydrocephalus®, as highlighted by the mothers in this
study.

However, the school domain is usually affected
by learning and communication deficits. As observed
in this study, most children with hydrocephalus did
not study or had a deficit in school life, although some
achieved acceptable performance, satisfactorily follo-
wing the rhythm of other children in the classroom.
Previous research corroborates this result, in which
the parents of children with hydrocephalus pointed
out that they presented difficulties in physical, scho-
ol and social health, thus interfering in the quality of
life.

The most frequent difficulties in the communi-
cation of children with hydrocephalus are preserva-
tion, when the information of a dialogue is repeated;
echolalia, when they repeat what another person says
instead of producing an adequate response; hyper-
verbal communication, when they do not stop talking,
besides the speech is inappropriate for the situation;
problems of comprehension, with difficulty in answe-
ring adequately to the questions™®.

Another important limitation is the difficulty of
these children with interpersonal relationships, whi-
ch may result in social isolation®. Even so, as obser-
ved in the mothers’ speeches, the children in this stu-
dy were able to show affection towards the other. This
can be a consequence of the maternal dedication and
the formation of a bond of the caregiver with the cared
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child, thus stimulating affectivity and generating posi-
tive return. The maternal dedication in the care of the
child with hydrocephalus is full time, in order to im-
prove the clinical picture of the child and to provide a
better quality of life, so that the mother neglects even
her role as wife®,

However, the family context is not always faced
positively, considering that some mothers reported in
their speeches the concern about the child. This dis-
turbance is possibly a consequence of the stress cau-
sed by the daily need for special and full-time care. A
recent study with children with hydrocephalus up to
six months of age found that symptoms of stress were
present in 95.0% of caregivers?.

Considering the above, it is possible to observe
that children with hydrocephalus can demonstrate in-
terpersonal relationships in different ways, either by
interacting with others, being affectionate by touch,
or even being poorly understood and seen as a distur-
bance.

Thus, the present study may contribute to the
development of future research that proposes to carry
out interventions aimed at the physical, emotional and
scholar development of children with hydrocephalus,
as well as to improve the interpersonal relationship
and quality of life.

Conclusion

Children with hydrocephalus have presented
deficits in motor, educational and emotional develo-
pment, but without impairment in interpersonal rela-
tionships, according to the mothers’ perceptions.
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