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ABSTRACT
Obijective: to understand the meaning attributed by the family to its experience in the recovery process of a child affected by
an acute disease after discharge, and to develop a theoretical model of this experience. Symbolic interactionism was adopted
as a theoretical reference, and grounded theory was adopted as a methodological reference. Method: data were collected
through interviews and participant observation with 11 families, totaling 15 interviews. A theoretical model consisting of
two interactive phenomena was formulated from the analysis: Mobilizing to restore functional balance and Suffering from the
possibility of a child’s readmission. Results: the family remains alert to identify early changes in the child’s health, in an
attempt to avoid rehospitalization. Conclusion: the effects of the disease and hospitalization continue to manifest in family
functioning, causing suffering even after the child’s discharge and recovery.
Key words: Family; Child; Convalescence; Nursing; Patient Discharge.

RESUMO

Objetivo: compreender o significado atribuido pela familia a sua vivéncia no processo de recuperagao da crianga acometida por
doenca aguda, ap6s a alta hospitalar e elaborar um modelo tedrico a respeito dessa experiéncia. O Interacionismo Simbélico foi
adotado como referencial teérico e a Grounded Theory como metodologico. Método: os dados foram coletados por meio de
entrevista e observacao participante com 11 familias, totalizando 15 entrevistas. A andlise levou a formulacdo de um Modelo
Teorico composto por dois fendmenos interativos: Mobilizando-se para resgatar o equilibrio de seu funcionamento e Sofrendo com
a possibilidade de reintegrar a crianca. Resultados: estes revelaram que a familia mantém-se em alerta para identificar precocemente
alteracoes de satide da crianca na tentativa de evitar uma reinternagao. Conclusao: os efeitos da doenca e hospitalizagao continuam
a manifestar-se no funcionamento familiar, gerando sofrimento mesmo apos a alta e a recuperagao da crianca.

Descritores: Familia; Crianga; Convalescencga; Enfermagem; Alta do Paciente.

RESUMEN

Objetivo: comprender el significado atribuido por la familia de su experiencia en la recuperacion de los nifios afectados por el
proceso de la enfermedad aguda, después de la descarga y desarrollar un modelo tedrico sobre la experiencia. El Interaccionismo
Simbélico fue adoptado como un tedrico y la Teoria Fundamentada como metodologico. Método: los datos fueron recolectados a
través de entrevistas y observacién participante con 11 familias, con un total de 15 entrevistas. El andlisis dio lugar a la formulacion de
un modelo tedrico consta de dos fendmenos interactivos: Movilizacién para restaurar el balance de su funcionamiento y Sufriendo
con la posibilidad de reinternar el nifio. Resultados: éstos revelaron que la familias e mantiene en alerta para la identificacion
temprana de la salud el nifio en un intento de evitar un reingreso. Conclusion: Los efectos de la enfermedad y la hospitalizacién adiin
se manifiesta en el funcionamiento familiar, que produce sufrimiento, incluso después de la descarga y la recuperacién del nifo.
Palabras clave: Familia; Nifo; Convalecencia; Enfermeria; Alta del Paciente.
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INTRODUCTION

In recent decades, early hospital discharge has been a con-
solidated trend around the world, on the grounds of decreased
hospital costs, technological advances in the health care field,
and hospitalization-related risks. In pediatrics, early hospital
discharge is also supported, given the argument that reducing
the length of stay minimizes the harmful effects of child sepa-
ration from his/her family™.

Nevertheless, children remain vulnerable after hospital
discharge®?, requiring follow-up health care interventions to
ensure comprehensive care?. A systematic review showed
that the risk of morbidity and mortality of these children is
significant in developing countries during the months follow-
ing hospital discharge®.

The convalescing child returns home and his/her family
should continue participating in the care scenario, since the
continuity of care and recovery become their responsibility™.
In this context, the family must be understood as a constant unit
of child care, and also a focus of professional care in all health
care levels, as proposed by the Family-Centered Care model“>.

There is also evidence that hospital discharge does not deter-
mine the end of the family’s experience of child hospitalization,
even when the disease is curable®. In the family unit, there are
consequences to family functioning after discharge, such as im-
pairment of family cohesion, reduced ability to make changes?”,
and alterations in routine because of the new child’s needs®.

At the individual level, there are reports of physiological
and behavioral changes, both in the child and the parents,
such as eating disorders, apathy, aggressiveness, separation
anxiety and insomnia®?.

When parents do not feel safe taking care of their child, or
confident about his/her recovery, they become anxious about
decreased hospital stay and early discharge”. Parents’ percep-
tion regarding their child’s health at discharge has been asso-
ciated with the risk of a subsequent unplanned readmission‘?.
A sense of isolation is mentioned by parents who express the
need for follow-up after child discharge™.

These studies expand understanding of this theme, but they
do not explain the family’s interaction with hospitalization, an
event marked by suffering and functional disruption?, which
causes the family to modify its relationship, assign new mean-
ings to the child’s illness, and redefine its needs and plans after
discharge. In addition, the family experience after child dis-
charge has been investigated in studies focusing on children
with chronic diseases, leaving a knowledge gap when the cause
of hospitalization is an acute illness with a curative perspective®.

In Brazil, although there is a movement in defense of a
family-centered care approach, disease-focused treatment and
care remains incipient in hospital practices“®. Nurses them-
selves recognize that there are limitations in their follow-up
performance after discharge, evidencing a weakness in com-
prehensive care when the child returns home®. In this sense,
they compromise family-centered care, which aims to pro-
mote family well-being and restore its control®.

In view of the Brazilian care culture and the currently
proposed structuring of health care services with a focus on

The family living the child recovery process after hospital discharge

family health, we question the nature of the family experience
after child discharge, outlining a study with the following ob-
jectives: to understand the meaning attributed by the family
to its experience in the post-discharge recovery process of a
child affected by an acute disease with a good prognosis, and
to develop a theoretical model of this family experience.

METHOD

This qualitative study used symbolic interactionism as a
theoretical reference and Grounded Theory as a methodologi-
cal reference. Symbolic interactionism is a reference for the
analysis of human interactions that focus on the nature of the
interaction and the dynamics of social activities that occur be-
tween people"’?. Grounded theory is a method to investigate
basic social processes, proposing a theory that explains hu-
man interactions in the social scenario+19,

Eleven families met the inclusion criterion and participated
in the study. The inclusion criterion was having experienced
an unexpected hospitalization of a child due to an acute ill-
ness which held the potential for recovery; all members were
invited to participate in the interview. All family members that
agreed to participate were older than 18 years and signed the
Terms of Free and Informed Consent, after research project ap-
proval was received from the Ethics Committee of the Federal
University of Sao Paulo, Process No. 0005/07.

A family can be studied based on data obtained from a single
member, so long as the researcher articulates the individual to
the family unit conceptually and analytically®”. Therefore, 15
members were interviewed - eleven mothers, three fathers and
one brother - in individual meetings or in collective interviews
with up to three members, according to the family choice,
marked in the text as F1-M (family 1, interview with the moth-
er), F1-F (family 1, interview with the father), F1-B (Family 1,
interview with brother), continuing to F11.

Data collection was performed using unstructured inter-
views and participant observation, from January of 2008 to
July of 2009. Interviews were recorded, and lasted 40 to 90
minutes. They were preceded by the development of a geno-
gram and eco-map"® which helped with conducting the inter-
views, which began with the guiding question: “How is your
family experiencing the recovery process of the child (child’s
name) after hospital discharge?”

Because the families were not in an institution, the inter-
views were performed in locations based on their preferences:
four at their homes; four in the children’s daycare centers; and,
three at the mothers’ workplaces.

The number of participating families was determined by
theoretical sampling, a process through which the researcher
collects, analyzes and encodes data, deciding which will be
collected next and where to find them, seeking to generate
the theory. This dynamic process is finished when theoretical
saturation is reached, namely, when no more data are needed
for the development of new categories or theoretical insights.
The goal is to point to events that indicate categories and not
people, because the interest is to collect data on what people
do in terms of action-interaction?,
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Box 1 - Family and child characteristics at the time of interview

Group composition hospitalized | hospitalization type hospitalization with the child discharge
. Father, Mother, 1 child | 14 months No Private | Urinary tract infection Mother 10 months
1 Father, Mother, 1 child 5 months No Private Bronchiolitis Mother 4 months
Father, Mother, twins 9 months No Public Bronchiolitis Mother and Father 1 month
N Father, Mother, 3 children | 36 months Yes Public Bronchospasm Mother 2 months
? Father, Mother, 2 children | 11 months No Public Bronchiolitis Mother 2 months
Father, Mother, 3 children | 19 months Yes Private Varicella Mother 3 months
; Father, Mother, 1 child 5 months Yes Private Bronchiolitis Mother and Father 2 months
’ Father, Mother, 2 children | 17 months Yes Private | Vomiting and diarrhea Mother 3 months
Father, Mother, 4 children | 14 months No Public Meningitis Mother 10 years
4th Father, Mother, 3 children 5 years No Private Hives Mother, Father and Brother| 12 years
Mother, 2 children 9 years Yes Public |Vomiting and Petechiae Mother 5 years

Thus, during the analysis process, the emerging concepts
generated hypotheses and questions that originated four sample
groups!>'?, shown in Box 1, with the family characteristics.

According to the assumptions of grounded theory, the
choice of the two families that comprised the first sample
group exclusively met the inclusion criteria. Data analysis
revealed that, after child discharge, they felt overwhelmed
and alone, even with extended family support and the private
health care system. These data led to the questioning and ex-
ploring of the following hypothesis: What is the experience of
families who depend on the public service and have another
kind of composition?, which led to the second sample group
of three families who used the public health care system.

Data analysis suggested that interaction with more than
one hospital could change the meaning attributed by the fam-
ily to the experience of the child’s recovery process, a hypoth-
esis that led to the configuration of the third sample group,
consisting of three families who experienced more than one
hospitalization of their members. The fourth sample group,
consisting of three families with children who were hospital-
ized a minimum of five years prior to interview, was formu-
lated based on the following hypothesis: Can one hospitaliza-
tion interaction permeate the family trajectory for a long time,
even when the hospitalized child has fully recovered?

Data were analyzed after literal transcription of each in-
terview and concurrent research observations, following the
grounded theory steps: substantive coding, which includes
open coding and selective coding; theoretical coding; identi-
fication of the central category, which includes all the other
categories; and, formulation of a theoretical model that is rep-
resentative of the experience.

Open coding is the stage of the analytical process when data
obtained from interviews and observations are examined line
by line, and cut into units of analysis, giving rise to the codes
that were developed as data were grouped into categories by

similarity of meaning. Selective coding started when the central
category began to emerge, which enabled grouping of all the
theoretical elements and defining the explanation of the behav-
ioral pattern, according to the differences found in experience.
In theoretical coding, substantive codes were integrated until the
central category was identified, which enabled weaving of the
fragmented story and evaluating whether theoretical saturation
had been reached, therefore ceasing data collection?.

A theoretical model was formulated to represent the mean-
ing attributed by the family to its experience in the recovery
process of a post-discharge child affected by an acute disease
with a good prognosis, which was validated"* with four fami-
lies that experienced the same situation.

RESULTS

The conceptual categories extracted from the comparative data
analysis consisted of two interactive phenomena: Mobilizing to
restore functional balance and Suffering from the possibility of a
child’s readmission the first category reveals how the family strug-
gles to reorganize after the impact of hospitalization, triggering its
resources to ensure the child’s recovery. The second category ex-
presses the family suffering from the possibility of a disease recur-
rence that can require a new hospitalization, which even continues
along the trajectory a long time after discharge and full recovery of
the child. The interaction between the two phenomena led to the
identification of the central category and the construction of the
theoretical model: SEEKING PREVENTION OF CHILD REHOSPI-
TALIZATION TO AVOID SUFFERING, shown in Figure 1.

Next, the conceptual narrative of the theoretical model will
be presented, with the categories highlighted in italics, illus-
trated with excerpts from the empirical data that was extracted
from the statements of the interviewed family members.

After returning home, the family will Resume control of child
care and interact with the impact of illness and hospitalization.
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Figure 1 - Theoretical Model “Seeking Prevention of Child Rehospitalization to Avoid Suffering”

Continuing care means prioritizing the child and recognizing
that there is an obligation for continuing treatment, taking re-
sponsibility and making decisions without the direct support of
health care professionals.

During this period, all attention is focused on her. If there is
another problem, you end up ignoring it and turn all atten-
tion on her [...]. (F2-M)

| give one (medication) at bedtime, another before coming to
day care, and when we get home. (F4-M)

However, because the family at home is far from the hos-
pital, they make decisions about child care, Being influenced
by their families of origin. Through interaction with significant
people in their families, they incorporate new child care de-
mands, acting under the influence of the reference group and
approaching its cultural context.

[...] my mom tells me not to leave her without socks on even
when it’s hot, to put on a cap when it’s cold so she doesn’t get
chilled. I also took care of my brothers and | know it! (F5-M)

She (grandmother) advises him (father); we removed the
carpet from the home because she told us to. (F7-M)

When resuming its role as the primary child caregiver in their
environment, the family becomes more vigilant about the child’s
health by Defining the child as more vulnerable. Therefore, family
members act by intensifying child care and believing that the child’s
safety is under a constant threat of disease and hospitalization.

She (Da) is the most fragile, then comes my mother, my
father, “De” and me. (F10-B)

For him (the father), O (convalescent child) is always so frag-
ile. He is actually always afraid. (F6-M)

On the other hand, the constant interaction with the defin-
ing attributes of the child’s recovery leads the family to direct
its actions, demonstrating that family members are Recognizing
the signs of child improvement, both organic and behavioral.
In this sense, in addition to finding that the signs of the disease
are regressing, parents also realize that the child is calmer and is
playing, which favors the restoration of his balance.

They had no more crisis after they left the hospital. Only the
cough was a still little issue. (F3-M)

And you know, | thought he would become frightened,
afraid of the doctor, but he gets all excited, and he himself
says, let’s go to the doctor? He gets all happy! (F4-M)

In addition, the family feels more relaxed to restructure its
routine according to the perceived needs in the family envi-
ronment, realizing that the child is recovering, Feeling relieved
about return home, because this fact gathers family together
again, and parents can rest while resuming their activities.

When | came home (from work), it was a relief (seeing the
child at home), I couldn’t wait to get home [...]. (F2-M)

After her return, not only she, but also | was really tired, | guess
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[...] for two weeks, I slept with her most of the afternoon. She
was relaxing, she knew she was at home [...]. (F1-M)

However, the experiences from the disease and the need for
hospitalization modify parents’ behavior regarding the child’s
signs of illness, which are perceived as having the potential to
result in something more severe, even vyears later. Thereby, by
Remaining alert, parents remain ready and vigilant at all times
at the slightest sign of child illness, regardless of time since dis-
charge, even though the child is already a teenager. They also
start watching the surrounding environment closely to identify
unhealthy conditions, acting quickly when they observe illness
signs. It is a constant effort to prevent a new hospitalization.

When he has a headache, | jump. I check it, | see about it,
I put him to sleep in my bed to this day! (F9-M)

| don’t know whether they didn’t medicate her, whether they
didn’t give her medication on time here in day care [...]. Also
when | arrived here | saw her standing on the ground. (F5-M)

[...] So when she worsens a little bit, | run to avoid hospi-
talization. (F2-M)

In addition, when the family realizes that interaction with the
disease and child hospitalization changed the behavioral pattern
of its members, or when family members interact with signs of
the disease, they realize how they continue Feeling apprehen-
sive. Fear threatens the balance of family functioning and gener-
ates suffering, even after discharge. At first, the family recognizes
that there is a possibility of recurrence of the child’s disease, and
changes in his functioning can be definitive if the physical or
mental effects on its members become permanent.

| was already worried and afraid of a new hospitalization. It
was very difficult for her, she suffered a lot. (F7-M)

| too am concerned. When she breathes a little deeper, we
get scared. (F7-F)

Then, I took him to the doctor and told him the whole pneu-
monia story and asked for an prescription. | always do this,
I am terrified that he might have any lung issue again (after
5 years). (F11-M)

Even years later, and recognizing that the child who is already
a teenager and more independent, has recovered from the dis-
ease, the family remains concerned. To alleviate its suffering and
restore its functional balance, the family seeks to align its actions,
mobilizing resources to take care of the child. Although deal-
ing with increased demands, the family counts on internal and
external resources to meet them. These resources become new
learning and support established between its members, relatives
and friends, with work colleagues and other institutions that flex
their rules, so that parents have time to devote to their new needs.

When it’s time for medication, they (other children) get the
medicine for me to give him, they remind me sometimes:
Mom, isn’t it time to give O’s medication? (F6-M)

[...1 I had my husband’s support, which gave me safety to
look after her. (F8-M)

Whenever | need to leave, | leave him with my mother
(grandmother). (F4-M)

The possibility of a leave reassures me, | can stay home with
them. (F9-M)

However, along the child’s recovery process, the family
continues Facing difficulties adjusting to the new demands,
such as those related to: the ability to provide home care for
the child, the ability to understand the situation, the ability to
provide child care and material and human resources to man-
age the child’s recovery process at home.

[...] Yesterday I brought her to daycare, she (convalescent
child) was normal, excited, and then she looks ill?! [...]. The
(medication) | found was 50 bucks a box. And they (conva-
lescent twins) have to take four. | said, my God! (F3-M)

It wasn’t good to stop working! | earn according to my pro-
duction, you have to work to earn. (F5-M)

He (father) does not recognize (when his daughter is tired), he
looks at me and asks me, he’s more trouble than me. (F2-M)

Considering the whole situation, the interaction of each
family member with him/herself and the situation can make
him/her assign different meanings to the child’s disease and
hospitalization. The difficulty of putting oneself in another’s
shoes can misalign actions, accentuating suffering of the fam-
ily that starts to experience the stage of Having conflicts with
each other and with the support network.

I argue with him! (F10-M)
She wanted me to get angry. (F10-F)

I wanted him to share, | wish he had the same perception as
mine, but he is like this all the time. (F10-M)

He (father) says that day care makes her sick. | don’t think
that she would have anything if she stayed home. He thinks
we should take her out of day care and | should stop work-
ing. (F5-M)

Although feeling relieved about returning home, the lim-
ited emotional or social resources and the conflicts that arise
make the family trajectory permeated by fatigue: Feeling over-
whelmed. In this context, a difference between the role of
women and men in the family should be noted. The mother
is the primary caregiver, taking direct care of the child, even if
it means postponing the resumption of some of her activities.

It’s only the two of us (father and mother) to take care of her.
We have no help. (F7-M)

I find a way, | take care of them and the house. | gave the
medication and come to day care to give her inhalation
treatments (F5-M)
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I plan on going back to work, but | don’t want to leave (the
daughters) unattended with anyone and suffer the conse-
quences. (F3-M)

The meaning attributed to the disease after interacting with
hospitalization results in great suffering. Thereby, the difficul-
ties are accentuated when, Facing relapse of the child’s disease,
the family realizes what was feared, the possibility of facing
readmission. The interruption of the recovery process triggers a
new thought process, redirects its actions, causing the family to
mobilize some resources again and modifying its routine

She left the hospital well, but then the chest was getting too
congested [....]. | talked to the doctor, she took an Xray and told
me to leave her home and gave me a leave. (F5-M)

At the time you are helpless ... You do not know if the child
will improve or deteriorate, and when you get a discharge, his
daughter gets worse! | was a little shaken that day. (F2-M)

The family defines that the child’s readmission must be pre-
vented, triggering its resources to meet its needs. However, family
members might act due to Being touched by other disease expe-
riences. Thereby, the impact of a previous hospitalization experi-
ence is present in the family history, and it may be more relevant
than the experience related to the current recovery process.

(Chickenpox) recovery was good, thank God! And he (O),
had no (respiratory) crisis (F6-M)

How is O’s recovery to your family? (Researcher) He was hos-
pitalized four or five months ago for eight days (the mother
reports hospitalization for bronchiolitis and not for the chick-
enpox, which is the last hospitalization). Then he had a re-
spiratory crisis due to shortness of breath, tiredness. (F6-M)

Was the last time he was admitted due to chicken pox? (Re-
searcher) It’s been about three months since he has no (re-
spiratory) crisis. (F6-M)

When was the last time he was hospitalized? (Researcher)
About three weeks ago for chickenpox. (F6-F)

Although the family realizes that there is a possibility of
readmission, they also check for the child’s signs of improve-
ment. Thereby, over time, they begin Developing confidence
in the child’s recovery and start to adapt to additional care,
recognize their potential, resume regular child care, plan new
activities, and resume routine functioning.

[...1 I saw an improvement after the seventh day, she was
well and she really was ready to return to daycare. (F2-M)

Now, | can even go out. They are very calm with their fa-
ther. (F3-M)

However, if on the one hand, the family regains its self-con-
fidence, on the other hand, its members show how traumatized
they were because of the suffering caused by the child’s disease
and hospitalization. Thereby, Remaining shaken, the family
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continues to act promptly as if the signs of disease, especially
those similar to the child’s symptoms at the time of hospitaliza-
tion, could cause a readmission, evidencing how they still experi-
ence the impact of the disease and hospitalization after discharge.

Nobody touches her kiki (genitalia) to this day, even me.
She is traumatized and cries when it has to be clean. (F8-M)

Even to be weighed she cries [...]. Even when it’s just an ap-
pointment for examination, it’s a lot of work. (F5-M)

To the hospital, never! I hope | will never return! (F3-M)

As a consequence, in every new disease experience, the
memories can be clear for the family, reviving the suffering ex-
perienced as a result of illness and hospitalization, generating
fear about a worsening condition, a new hospitalization and
child loss. This fact is an indication that the hospitalization
experience makes the family vulnerable even after discharge
of a child with a potentially curable acute disease, and this is
still present in family life as an event capable of permanently
changing its behavior. The child’s disease, although potential-
ly having a good prognosis, is receives new meaning after hos-
pitalization, prompting the family members to consider the
possibility of the loss of the child, causing them to mobilize to
prevent readmission and thus avoid more suffering.

DISCUSSION

The definitions constructed by families that had a child
hospitalized for a potentially curable acute disease, as de-
scribed in the theoretical model, reveal that the unforeseen
child hospitalization, even for a disease with a good prog-
nosis, in addition to causing family suffering during hospital-
ization, can continue causing pain and affecting its dynamics
after discharge, for an indefinite time.

Understanding suffering as any pain, discomfort or physical,
emotional or spiritual distress?® which occurs as an experience
that threatens the physical, social and emotional integrity of per-
sons and their families?”, it was unveiled that after discharge,
although lessened, family suffering still exists because of the
perceived threat to the child’s health and life, and the possibil-
ity of a new hospitalization. Thus, suffering makes the family
members feel vulnerable, both in the hospital and at home after
discharge, even with the resolution of the disease.

During hospitalization, the elements that trigger this feeling
are the accumulation of demands, unpreparedness to act, and
previous experiences®??; there are also present in the family ex-
perience after discharge. At home, caring for the convalescent
children and resuming activities overburdens the family mem-
bers and reveals their unpreparedness to act in several situations.
Family members feel vulnerable to damage, not due to the dis-
ease severity, but because they define the child as more vulner-
able to illness, and the family unit as vulnerable to separation.

Although regaining confidence in the ability to control their
functioning, the family members still live with signs of the
disease and uncertainty about the child’s recovery. The fear
of exposure to damage caused by the disease after the child’s
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discharge is also one of the characteristics that defines family
vulnerability to the hospitalization of one of its children.

Anguish and fear that accompany suffering can be accen-
tuated as a result of difficulties experienced by the family®",
which was also observed in this study. Every time the family
members feet alone, they interacted with family conflicts, with
the possibility of disease recurrence or family breakdown. In
accordance with another study that investigated the family ex-
perience after discharge?”, the results of this study show that
family members realize that there is a decrease in their ability
to make the necessary changes to meet the new demands,
making it difficult to resume control of their functioning.

In addition to the fear and sense of loss and disability, feel-
ings of sadness and abandonment are expressions of family
suffering®", which were also present in the experience regard-
ing the child’s recovery process. When they perceive them-
selves divided between the needs of caring for the convales-
cent child and other needs, the family members felt unable to
provide the necessary resources for the child’s recovery.

Struggling to rescue autonomy is one of the consequences of
feeling vulnerable in a situation of disease and hospitalization
of one of its children®?, an action that is similar to the one held
by the family members with the child in the recovery process
after discharge, when they make efforts to prevent child read-
mission, make their demands and maintain family integrity.

In this sense, the strategies adopted by the family in this
study, such as the ability to access the network of relationships
for support, sharing child care, trying to understand what is
happening, were also described in the context of hospitaliza-
tion for an acute disease"?, and in the family experience re-
garding the severe®® or chronic condition of the child??.

In the context of an acute disease, the disease itself and
hospitalization of the child are not experiences that were
planned by the family, and they begin with little or no pos-
sibility of control. Hospital discharge, although it should be
planned with the family in general, is actually planned accord-
ing to the health facility needs and determined by profession-
als, when they judge that the child is already in a position to
continue the recovery process at home.

Supported by the results of this study, we can state that
health care professionals cannot consider their work finished
by taking into account only the child’s recovery or discharge,
while the family is struggling to maintain its balance due to the
impact of hospitalization and the need to continue caring for
the child at home. Therefore, interventions should be guided

by the family-centered care approach, because both in vulner-
ability and suffering there is a growth opportunity for the fam-
ily'823 as long as it is supported by professionals.

Strategies to implement this care model, in addition to
strengthening the family, would decrease the use of emergency
health care services and the number of readmissions. Even if
the family did not have control of the transition triggered by the
child’s disease and hospitalization, health care professionals
can help members to prepare for greater control and participa-
tion at discharge and the transition to home, where they will
have the power to decide how to resume the care of the con-
valescent child, since, as pointed out in the literature, they still
need the support of primary health care for better recovery?.

We agree that supporting and engaging in the child hos-
pital discharge process is one of the dimensions of nursing
care, whether in hospital or in primary care through the Fam-
ily Health Strategy team, in order to promote the continuity of
hospital care at home, ensuring integration between levels of
care?. The findings also support the need for combined inter-
sectoral actions aimed at promoting, protecting and recover-
ing health, aimed at the principle of comprehensive care.

Future research should focus both on creating tools to help
define groups of children most likely to benefit from post-dis-
charge interventions, and also in the formal evaluation of the
effectiveness of these interventions in reducing morbidity and
mortality in the first months after hospital discharge®, thereby
favoring the restoration of family balance.

FINAL CONSIDERATIONS

The theoretical model constructed in this study can contribute
to the practice of several professionals, employed as a research
and evaluation guide, facilitating identification of situations that
represent family strengths and needs or those situations that gen-
erate vulnerability, encouraging adaptive responses during the
transition from the hospital tutelage to autonomy at home.

Considering that the family experience can be different and
that, according to the grounded theory assumptions, a theoretical
model can be modified or expanded, performing research involv-
ing other types of families, other causes of hospitalization, other
age groups, and members exercising other roles as family provid-
ers can broaden the understanding of how families interact with
the process of one of its members recovering after hospital dis-
charge, as this study was limited to investigating the post-discharge
period of a child with acute disease that had a good prognosis.

REFERENCES

1. Darbyshire P. Mother’s experience of their child’s recov-
ery in hospital and at home: a qualitative investigation. J
Child Health Care [Internet]. 2003 Dec [cited 2015 Mar
30];7(4):291-312. Available from: http://chc.sagepub.com/
content/7/4/291.abstract

2. SilvaRVGO, Ramos FRS. [The nurse work in the discharge
of hospitalized children: articulation of basic hospital

attention]. Rev Gaucha Enferm [Internet]. 2011 Jun [cited
2015 Mar 30];32(2):309-15. Available from: http:/www.
scielo.br/pdf/rgenf/v32n2/a14v32n2.pdf Portuguese.

3. Wiens MO, Pawluk S, Kissoon N, Kumbakumba E, Ansermi-
no JM, Singer ), et al. Pediatric post-discharge mortality in re-
source poor countries: a systematic review. PloS One [Inter-
net]. 2013 Jun 25 [cited 2015 Mar 30];8(6):e66698. Available

516 Rev Bras Enferm. 2015 jul-ago;68(4):510-7.



10.

11.

from: http://journals.plos.org/plosone/article?id=10.1371/
journal.pone.0066698

Pinto JP, Ribeiro CA, Pettengill MM, Balieiro MMFG.
[Family-centered care and its application in pediatric
nursing]. Rev Bras Enferm [Internet]. 2010 Jan-Feb [cited
2015 Mar 30];63(1):132-5. Available from: http://www.
scielo.br/pdf/reben/v63n1/v63n1a22.pdf Portuguese.

Cruz AC, Angelo M. [Family centered care in pediatrics:
redefining relationships]. Ciénc Cuid Satde [Internet].
2011 [cited 2015 Mar 30];10(4):861-5. Available from:
http://www.periodicos.uem.br/ojs/index.php/CiencCu
idSaudef/article/view/18333/pdf Portuguese.

Pinto JP, Ribeiro CA, Pettengill MAM. The recovery pro-
cess of children after discharge from hospital: an integra-
tive review. Acta Paul Enferm [Internet]. 2010 [updated
2015 Jun 11; cited 2015 Mar 30];23(6):837-42. Available
from: http://www.scielo.br/pdf/ape/v23n6/en_19.pdf

Leidy NK, Margolis MK, Marcin JP, Flynn JA, Frankel LR,
Johnson S, et al. The impact of severe respiratory syncytial
virus one child, caregiver, and family during hospitaliza-
tion e recovery. Pediatrics [Internet]. 2005 Jun [cited 2015
Mar 30];115(6):1536-46. Available from: http://www.
ncbi.nlm.nih.gov/pubmed/15930214

Shohan Y, Dagan R, Givon-Lavi N, Liss Z, Shagan T, Zamir
O, et al. Community-acquired pneumonia in children:
quantifying the burden on patients and their families in-
cluding decrease in quality of life. Pediatrics [Internet].
2005 May [cited 2015 Mar 30];115(5):1213-9. Available
from: http://www.ncbi.nlm.nih.gov/pubmed/15867027

Reinnick JE, Morin |, Kim D, Johnston CC, Dougherty G,
Platt R. Identifying children at high risk for psychologi-
cal sequelae after pediatric intensive care unit hospital-
ization. Pediatr Crit Care Med [Internet]. 2004 Jul [cited
2015 Mar 30];5(4):358-63. Available from: http:/www.
ncbi.nlm.nih.gov/pubmed/15215006

Berry JG, Ziniel SI, Freeman L, Kaplan W, Antonelli R,
Gay J, et al. Hospital readmission and parent perceptions
of their child’s hospital discharge. Int ] Qual Health Care
[Internet]. 2013 Oct [cited 2015 Mar 30];25(5):573-81.
Available from: http://intghc.oxfordjournals.org/content/
early/2013/08/20/intghc.mzt051.full-text.pdf

Smith L, Daughtrey H. Weaving these seamless web of
care: analysis of parents’ perceptions of their needs fol-
lowing discharge of their child from hospital. ] Adv Nurs
[Internet]. 2000 Apr [cited 2015 Mar 30]; 31(4):812-20.
Available from: http://intghc.oxfordjournals.org/content/
early/2013/08/20/intghc.mzt051.full-text.pdf

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

The family living the child recovery process after hospital discharge

Pinto JP, Ribeiro CA, Silva CV. [Trying to maintain the
equilibrium to serve their demands and take care of hos-
pitalized children: the family experience]. Rev Lat Am
Enfermagem [Internet]. 2005 Nov-Dec [cited 2015 Mar
30];13(6):974-81. Available from: http://www.scielo.br/
pdf/rlae/v13n6/v13n6a09.pdf Portuguese.

Charon JM. Simbolic Interactionism: an introduction, an
interpretation, an integration. 10 th ed. Boston: Prentice
Hall; 2010.

Strauss AL, Corbin J. Basics of Qualitative Research: tech-
niques and Procedures for Developing Grounded Theory.
3 rd ed. Thousand Oaks (US): Sage Publications; 2008.

Tarozzi M. O que é a Grounded Theory? Metodologia de
pesquisa e de teoria fundamentada nos dados. Petrépolis:
Vozes; 2011.

Baggio MA, Erdmann AL. [Theory based on the data or
Grounded Theory and its use in nursing research in Brazil].
Referéncia [Internet]. 2011 Mar [cited 2015 Mar 30];(3):177-
85. Available from: https://www.esenfc.pt/v02/pa/conteudos/
downloadArtigo.php?id_ficheiro=362&codigo =
Portuguese.

Angelo M, Bousso RS, Rossato LM, Damiao EBC, Sil-
veira AO, Castilho AMCM, et al . Family as an analysis
category and research field in nursing. Rev Esc Enferm
USP [Internet]. 2009 Dec [cited 2015 Mar 30];43(Spec
No 2):1337-41. Available from: http://www.scielo.br/pdf/
reeusp/v43nspe2/en_a33v43s2.pdf

Wright LM, Leahey M. Nurses and Families: a guide to
family assessment and intervention. 6 th ed. Philadelphia
(US): Davis Company; 2013.

Glaser BG. The Grounded Theory Perspective: concep-
tualization contrasted with description. Mill Valley (US):
The Sociology Press; 2001.

Wright LM. Softening suffering through spiritual care prac-
tices: one possibility for healing families. ] Fam Nurs [Inter-
net]. 2008 Nov [cited 2015 Mar 30];14(4):394-411. Avail-
able from: http:/jfn.sagepub.com/content/14/4/394.long

Ferrel BL, Coyle N. The nature of suffering and goals of
nursing. Oncol Nurs Forum [Internet]. 2008 Mar [cited
2015 Mar 30];35(2):241-47. Available from: https://onf.
ons.org/onf/35/2/nature-suffering-and-goals-nursing

Molina RCM, Fonseca EL, Waidman MAP, Marcon SS.
The family’s perception of its presence at the pediatric
and neonatal intensive care unit. Rev Esc Enferm USP
[Internet]. 2009 Sep [cited 2015 Mar 30];43(3):630-8.
Available from: http://www.scielo.br/pdf/reeusp/v43n3/
en_a19v43n3.pdf

Rev Bras Enferm. 2015 jul-ago;68(4):510-7. 517



