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ABSTRACT

Objective: To analyze the influence of health professionals’ receptiveness on parental
care of children with retinopathy of prematurity (ROP). Method: A qualitative study
developed under the theoretical framework of Symbolic Interactionism and using a
narrative research methodology. Six women and three men, being parents of children
with retinopathy of prematurity were individually interviewed in depth. Results: From
the scope of information, emotions and their rights, the parents experienced receptiveness
from some professionals and unreceptiveness from others. The predominance of
unreceptive attitudes in the parental narratives originated the following analysis themes:
Informational (un)receptiveness, Emotional (un)receptiveness, and (Un)receptiveness
of rights. Conclusion: The study supports human and comprehensive healthcare in
the context of retinopathy of prematurity by pointing out the interactive process with
health professionals as a potential stressor of parental care. The results signal a nuclear of
attitudinal changes and reinforce challenges to the child and family-centered approach.
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INTRODUCTION

Retinopathy of prematurity (ROP), a complication asso-
ciated with the premature birth of children, is characterized
as abnormal retinal vascularization disorder”,and blindness
stands out among its possible consequences. Its incidence in
newborns (NB) with birth weight lower than 1000g is around
82.0%, of which 9.3% evolve into sequelae which threaten
vision®. For the weight range between 1000 and 1500g, there
is a decrease in percentages where 47.0% of newborns develop
ROP and 2.0% are at risk of losing their sight®.

'These data vary according to locality, and are also influ-
enced by socioeconomic conditions®. Studies show an
incidence of 6.0% among premature infants born between
24 and 26 weeks of gestation in 2011 in France®; and
between 4.1% and 38.6% in Latin America®. Regarding
visual impairment, ROP is linked to 32.6% of blindness
cases among children under 10 years of age in Vietnam®.

A study focusing on the impact of prematurity and visual
impairment (VI) on parenting has shown that parents suffer
in having their idealized dreams for their child interrupted,
and have to adapt to a reality permeated by conflicting feel-
ings and fear of the unknown®. They point out the lack
of information about the evolution and prognosis of their
child as a promoter of their suffering®. In the context of VI,
the family needs to be recognized as fundamental for the
prognosis of the disease and the development of the child,
especially through support and information (provided) by
the health team. However, the relationship with the health
professional has been conceived as a critical challenge®
which generates a paradox, since the chronic illness of the
child requires creating bonds and responsibilities between
caregivers and health professionals®.

Despite studies pointing to the importance and the path
to quality child care anchored in a process of family inte-
gration and preparation, including in the Intensive Care
Units®"9, there are still relational, attitudinal and institutional
weaknesses which impede practice™. Thus, reflections on
the reception of parents, being understood as comprehensive
and effective care to the individual®® in establishing care of
children with ROP, have determined the development of
this study, and bring forth the guiding questions: How is the
receptiveness of parents by health professionals in the experience of
having a VI child caused by ROP? And How do parents perceive
health professionals and the care provided in the context of VI as
a result of ROP? The present article represents a section of
the results from this research, aiming to analyze the influ-
ence of health professionals’ receptiveness on parental care

of children with ROP.

METHOD

In selecting interactions of health professionals and
parents of children diagnosed with ROP as the object of
study, and especially their influence on parental care, narra-
tive research under the theoretical framework of Symbolic
Interactionism (SI) has proven to be relevant.

Data collection took place in July 2014 through in-depth

interviews, conducted individually at a private location
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chosen by the interviewee, and with a mean duration of 33
minutes. The following triggering proposition was used: I
believe that because of the prematurity and ROP of your
child, you have met with several health professionals. Tell me
about your relationship with them and how they effectuated
care of (child’s name).

All the interviews were recorded, transcribed and sub-
mitted to narrative analysis under the holistic perspective
with an emphasis on the content®™, and adopting the fol-
lowing steps: (1) repeated text readings derived from the
narratives to identify the central element/focus of the
background; (2) new reiterative and reflexive readings for
selecting the terms and excerpts from the narratives that
allowed us to extract structuring content for reconstruct-
ing the background; (3) interpretive and inductive analysis
of the material highlighted in the previous stage aimed at
reconstructing a narrative from themes.

Throughout data collection and analysis, the researcher
is to understand the stories and meanings contained in the
data in relation to interactional care processes; meanings
therein verbalized and how they were established, as well as
their unfolding in terms of social actions, all central to the
SI®9. In this reference, the human being is active in their
own experience, someone who interacts, acting in the present
through applying past experiences®?.

'The subjects of the study were six families (three mothers
and three couples composed of one man and one woman)
of children diagnosed with ROP. Adopted inclusion criteria
were being a biological mother or father of preterm infants
born with a diagnosis of ROP and being 18 years or older.
Exclusion criteria were any impairment that would prevent
comprehensible narratives, or being the parent of twin chil-
dren and/or those with genetic syndromes/malformations.

The snowball methodology was used as a strategy for
locating the subjects, defined as a non-probabilistic sample in
which the initial participants of a study indicate another new
participant, who successively does the same until the pro-
posed objective is reached, without adding other information
relevant to the phenomenon in focus®, in addition to data
collection and analysis occurring concomitantly. The search
for new subjects ceased when this situation was achieved.

The process of locating the subjects was initiated within
the main investigator’s circle of relations, residing in the
northern city of Parand. All study participants were from the
municipality of Londrina, a municipality with a population
of 506,701 inhabitants in 2010, of which 493,520 are urban
residents and 13,181 are rural residents"®. In 2013, the num-
ber of births which occurred in this municipality was 8,483
live births, of which 1,248 were born with gestational age
less than 37 weeks”). The municipality has a public neonatal
intensive care unit (NICU) reference inserted in a University
Hospital (UH), and the children who leave this unit have an
outpatient return within the UH itself or in the specialty out-
patient clinic, within the Universidade Estadual de Londrina.

The study was approved by the research ethics committee,
under CAAE number 29287314.6.0000.55.04 and opinion
number 716.611. All participants expressed their agreement
upon prior instruction and signing of the Free and Informed
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Consent Form in such a way that all the ethical principles
related to research with human beings"'® were duly observed.
In order to ensure the confidentiality of the information, the
narrative excerpts were identified with the letters M’ for the
mothers and ‘F’ for the fathers, followed by the lower case
letter ‘4’ to ‘t” according to the participation sequence of the
families. Couples received the same lowercase letters.

RESULTS

'The age of the interviewed mothers ranged from 22 to 33
years, where four were married, one was in a stable union and
one was single. All were exclusively stay-at-home mothers; in
terms of educational level, two had incomplete higher educa-
tion, three had completed high school (secondary) education
and one had incomplete high school education. Regarding
the type of delivery, all were submitted to cesarean sections
as justified by: preterm labor with a child in the seated posi-
tion (2), placenta detachment (2), cervical incompetence (1),
specific gestational hypertensive disease and gestational dia-
betes mellitus (1). Regarding the number of children, one
was primiparous, four were multiparous with 2 pregnancies,
and one was multiparous with 4 pregnancies. Regarding the
fathers, their mean age was between 32 and 40 years old,
all were married and employed. With regard to education
level, one had incomplete post-secondary education, one had
completed high school (secondary education), and one had
incomplete elementary/primary education. Reported fam-
ily income in minimum salaries present during the research
period (R$724,00 - BRL) ranged from 1 to 3 minimum wages.

'The narrative analyses focusing on interactions with
(health) professionals revealed that parents establish their
care for a child with ROP under the scope of informational
and emotional (un)receptiveness, and (un)receptiveness of
rights, as presented in the following thematic units with the
same nomenclature.

INFORMATIONAL (UN)RECEPTIVENESS

Although parents recognize themselves as partners of
the child in the process of coping with the health problem
condition, for their full exercise in this role they depend on
the provision and adequate understanding of information
so that they can insert themselves into their parental care
praxis. However, incipiences can be perceived in this context,
especially in the initial moments of the trajectory where a
professional movement toward offering information which
portrays the criticality and risk of child death, in addition
to those that signal an involution of the condition or the
possibilities of sequelae.

They called me in the middle of the night asking me fo go there.
Because (son’s name) had gotten worse and could die. Then what
they said was: “look, his infection has worsened, he may not make
it. Be Prepared’. Only that! Nothing else ... At first this hap-
pens a lot, they only call you to talk about bad things (Ff).

1 did not receive a lot of explanation, no, it was just that it
serious, serious, very serious, but they (the professionals) did not
explain (anything) at the NICU, almost nothing. Then it gets a
little bit better (MDb).

www.ee.usp.br/reeusp
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Such processes seem to permeate the entire history of the
child, with the difference that over time the parents’ passivity
toward this professional movement is transformed, reflecting
the progressive clarity they gain and the strengthened desire
to be their child’s partners in their therapeutic itinerary and
in life. In this sense, they develop a continuous and progres-
sive movement in search of clarification of the situation.

1saw that in the hospital discharge form, everything that he had
had was written down, but no one explained it to me properly
what he had. (...) He had kidney failure and I only saw it on
that paper, I never knew he almost had to undergo dialysis. I
only learned about that later, when I tried to understand the
reason for his delays. Then the service staff explained it to me
because I asked (MF).

The history of unreceptiveness of information and pro-
fessional disrespect leads parents to withdraw from it for
this purpose. However, they remain vigilant with regard to
the care offered to the child in order to identify iatrogen-
esis or neglect. Suspecting these types of occurrences, they
act with tact and prudence requesting clarifications, and in
parallel seeking information from other sources, only then
to confront the situation.

Then, when he (the doctor) was there, I did not even ask him
(doctor) how my son was reacting (...). Now, if the other doctors
were there, I used to ask, I questioned about every exam they
were conducting, everything that was going on in there. He was

able to make me to block him from my life. (...) (Mc).

In addition, the use of technical terms in the limited
offerings of information on the child’s situation promotes
gaps in understanding which make it difficult to determine
the direction of their decision-making. A good part of
the parents reported using the Internet to seek clarifica-
tion, while others turned to professionals with whom they
had developed a certain bond and trust. It should be noted
that the professionals involved in the management of ROP
are included in this description. After clarifying their own
actions, the parents’ worries about VI, and more specifi-
cally about the possibility of blindness, caused suffering and
curiosity about therapeutic possibilities in relation to ROP
and its consequences.

He (doctor) talked to us, but he used a lot of technical terms, so
we did not understand it very well. I had to go online and find
an easier language, because it was very confusing in those medi-
cal terms. I looked it up, I read, I studied, I joined a premature

group to share experiences, and only then I had the notion of the
problem (ROP) (MDb).

The only mother who had previously experienced pre-
maturity stated that the communication blocks between her
and the professionals due to the use of technical terms were
mitigated by her previous experience. This aspect facilitated
coping of the adversities and maternal care to the child.

So it was easier for me to talk to them, then they would say some-
thing and I would say: “Ihis means such, right?” And they would
say ‘ob, you understand!” Then the communication became easier,
since I was not so naive in the case of (child’s name). There have
been several episodes there that if it hadn't been for my experience
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in that period of five months and twenty days inside the hospital,
1 think I would not have been able to overcome it, right?! (Ma).

Informational support both in the NICU and during
follow-up services is not comprehensive and it limits the
understanding of the child’s situation, thereby compromis-
ing more effective parental involvement. The lack of con-
tact with the ophthalmologist in the NICU is highlighted
and compared with the follow-up times, when children
indicate slight improvements. (Parents) describe that the
ophthalmologic follow-up almost (completely) ignores the
parents’ presence and participation, in addition to focusing
on providing information concerning the child’s visual con-
ditions. There is no relational opening to welcome questions
or establish a joint construction of therapeutic projects, a fact
that bothers them and creates a feeling that their child no
longer belongs to them.

1 know that the ophthalmologist part is that. But because I did
not have much contact with the ophthalmologist at NICU, 1
can’t really explain what it is, but the little we know, we deal
with it. (...) I started to understand a little bit more about oph-
thalmological condition of (son’s name) here (at the outpatient
service), because that was when I started to have a little more

contact with the ophthalmology staff (MF).

However, some parents managed (over time) to establish
relationships with the ophthalmologists that allowed them
to have some understanding of what the child experiences
in terms of ROP.

Usually, when I have an appointment with the ophthalmologist,
1 always go through the professor as well, he/she takes a look and
leaves, we do not have much contact; but with the students, at

least the staff who care for (son’s name), they answer the things
Task(...) Ma).

I remember when I was in the ICU they told me, they explained
to me that when a baby is very premature their (eye vessels)
development/reach is not complete, I can’t explain terms, but the
doctor explained that there was a vessel that was supposed to
reach the end and that it was interrupted in the middle. So, even
after being born, these little vessels were still trying to develop,
but his, because of the retinopathy, because he was premature, bis

were not developing (Mb).

EMOTIONAL (UN)RECEPTIVENESS

Emotional (un)receptiveness is associated to informa-
tional (un)receptiveness. By establishing narratives about this
modality of (un)receptiveness, the parents emphasized the
ability of the professional to become aware of the family’s
situation, being able to demonstrate this aspect. Thus, the
parents related the presence of such an attribute as an inducer
for implementing a more supportive attitude or posture.

There were many doctors, Doctor (name) when I got there the
second time with (son’s name), he was purple on my lap, dying,
when he saw that situation, he hugged me, he cried with me and
he said: “Calm down, I'll do anything I can do for your son, but I
Just want you to understand that down here there is nothing we
can do for him, he’s going to have to go up (up into the NICU) and
that's what I can do for him now, for him to get better!” (Mc).
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They (the nurses) always helped us, they were always aware,
they knew what was happening and what we were going
through (Fe).

In this context, parents value professional behavior aimed
at sharing events with the child and teaching the child’s
specific care. They interpret such acts as a demonstration
of respect and consideration towards them. However, they
indicated that few professionals had such characteristics.

The girls (nursing techniques and residents) taught me a lot!
How to bathe (him), how to hold (him), how to care (for him),
what to do, how to change (his diapers and clothes), everything.
(...) It was very good, very easy (Mc).

They (the professionals) taught us how to pick them up, how to
clean them, that we could not open the incubator, they taught
the “kangaroo” (skin-to-skin), which was a great thing! How
to bathe them too. Wow! It was super perfect ... all the things
they taught us, it was perfect! It shows that they consider us, it's
a shame that there are so few of them. .. (Md).

In this same direction as pointed out above, they could
identify some professional efforts which resolved their and
their child’s needs.

He explained that the ml of the thing to put in their eyes cost
three thousand reais (Brazilian currency - BRL), but be said
he was going give him his! Because he had some in his office, and
it had to be done quickly and he knew we would not be able to
raise the money like this, from day to night, so he gave it. Wow!
My heart calmed! (MDb).

There are relationships with professionals that perpetuate
in the life trajectory of the family and child as structured in
the demonstration of interest and concern on the part of the
professional in relation to the well-being and development
of the child, as well as those of the family. Such relationships
are viewed by families as a learning for life, and as a sort of
confirmation of the thesis that there are people in the world
available and committed to helping. The configuration of
this bond and an atmosphere of belonging contribute to the
significance of the team as “family”.

(...) every now and then they (doctors and nurses) ask: “how is
(son’s name)? How is our prince?” It like I said, they end up
becoming our family. (Ma).

(...) there have been many doctors who have taken care of him
as if he was their little boy, it was very good, such learning. (...)
Because there are lots of residents, because there are lots of in-
terns, they help us a lot. They are always willing to help, to teach
what little they know or as much as they know, to share an ex-
perience, it is great! I say they are my second family now, because

if there’s anything I need that’s where I rush to (...). Mo).

However, generally interactions with professionals are
predominantly marked by attitudes of indifference towards
parents and children, and by a posture of disregard in rela-
tion to the developmental possibilities of this. This aspect
has a direct impact on the perception of quality, satisfaction
and parental trust related to professional care. Due to this,
although parents value the competence and clinical skill of
the professional, they also highlight the importance of the
degree of relational availability and affection demonstrated
in daily therapeutic routine.
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1 did not really like the professionals who attended me until
now, not really. I think they treated the child with a lot of indif-
Jerence ... today I went to the neurologist and she didn’t even
touch him. .. (...) she did not notice how smart/aware he is, did
not see that he is walking and holding things, she did not see
anything! It makes us want more, right?! (...) For me it is not
precise, because she did not evaluate him ... Dissatisfaction is the

word that defines it (Mb).

Specifically in the context of school hospitals, parents
witness dialogues between medical students (internal and
resident) and their teaching supervisors, to whom they con-
vey insecurities and uncertainties in the diagnostic process.
'The times they witnessed/noticed supervision by the teacher
focused on a considerate attitude towards the parents were
rare, and thus the occurrence of this type of intervention
was emphasized.

Then, once her teacher asked her if I knew what was happening.
From that moment on she began to change, she began to explain,
at every consultation she began to give me the results, because

before that I had no idea (...) (Mc).

Only after did I understand what the disease was and that this
Jfollow-up was going to be good because it was going to avoid this
retinal detachment, it was more that first month that was com-
plicated. (...) Then she started explaining what retinopathy was.
1t calmed me down, but I was still worried that if he reached de-
gree four, he would necessarily have to do the laser surgery (Me).

'Therefore, in the context of “school services”, the parents
showed an expectation of being attended by professionals
with whom they had already established previous bonds,
mainly consolidated by sincerity and honesty in the dialogues.

They are the two doctors I like from the bottom of my heart, every
time I go to the hospital, I pray theyre there, because they were
always honest in what they had to say, I always agreed with the
Jfact that nothing should be hidden (Fc).

(UN)RECEPTIVENESS OF RIGHTS

Inadequacies of attitude and insufficiencies in profes-
sional commitment expressed in care acts constitute limits
on the reception of needs, either in information or on emo-
tions, leading to the understanding of having their experi-
ence devalued or reduced, as if they were not subjects with
rights. Among the issues that most impact in this direction is
the straightforward and sometimes rude manner to interact
with the parents, denoting insensitivity, dissent, especially in
the hospitalization period in the NICU and by the teaching
doctors of the university hospital. This attitude has negative
consequences in relation to hope and struggle, it generates
anger, especially in men, with a strong desire for confronta-
tion (usually contained), as exemplified by fathers remem-
bering their interaction with the doctor in the first visit to
see their child in the NICU:

“Oh, Mother, if he does not leave here today, he will never leave
again.” I stopped, took a deep breath, I had just gotten up, then I
started to feel sick, the nurses came and helped me. Then, (husbands
name) who is very short-tempered wanted to get in there, start

afight... Lfelt really bad, I lost my nerve, I lost hope (...) (Mc).
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Sometimes the doctor is dry, it’s the way the guy is, a teacher,
right? ... He even looked her (the wife) in the eyes and said,
“Ob, we did what we could, now if there’s no reaction in the
next twenty-four hours, I'm sorry.” He assumed the kid as dead,
when he said that I jumped, I said: “No, wait, that’s not how you
are going fo talk!” I just did not get into an argument with him
because she (wife) did not let me, because I was going to argue

Jfor the way we was speaking, you know?! (...) (Fc).

Also, in this context of (un)receptiveness of rights, there
is the existence of an extra stressor in the paternal experi-
ence. The men signaled the presence of gender issues by not
being considered as a reference for professionals in mat-
ters relating to the child in the NICU. At this site, they
noticed an exclusive searching movement for the mothers,
even when the fathers were present. Thus, information about
their children came to them only through their wives. The
exceptions were rare. Of the three fathers heard in this study,
one stressed this limit, and he questioned his rights and his
social role, clearly exposing his irritation and annoyance at
such an attitude.

With the father it is different, when he (the child) was hospital-
ized there (NICU), usually the mother had to be around, they
never spoke with the father. This was always said (by profession-
als): “Ob no, where’s the mother? Is she here?”(...). All the times
we had a conversation, she (mother’s name) was by my side (....)
I was very uncomfortable, I thought: Am I only here to bring
him here and take him back? Don’t I have any right fo know
what’s going on? Am I nobody?” (Fc).

'This means somehow participation in the child’s life was
‘denied’ to the fathers, a condition desired and sought by
them. That is, the exercise of fatherhood was denied.

1 like to know what’s going on with my kids, you know?! If I
have to take a vacation, if I didnt have to work, I wouldn’t
work so I could stay near them (...). I even thought it was
strange, you know?! I got there sometimes and it was just me, I
stayed there all day (...) it’s my way, I wanted to be close (Fc).

Another issue related to the sphere of rights is in rela-
tion to the child as a person, and the guarantee of parental
participation in the decision of the therapeutic plan. In this
issue, ophthalmologic care is the scenario of rights denial,
especially related to questions that permeate the eye exami-
nation; this is a frequent procedure in these children and is
perceived by the parents as an invasive and painful procedure,
determinant of prognosis and therapeutic behaviors. There
are eyewitness testimonies of the child’s painful manifesta-
tions and the insensitive and ‘cold’attitude of ophthalmolo-
gists in relation to such behavior. They notice a professional
focused on the diagnostic procedure, removing the child
from the context. They also point out that these professionals
seem to expect a similar behavior from the parents, based on
the justification that it is for the good of the child.

The funduscopy is horrible! They put that thing in the child’s eye
and they cry, they turn red. There’s no way to think that it does
not hurt, so the doctor needs to be good, only a few are. To make
matters worse, they don’t even tell the results, I only met one
(doctor) who talked about it (FY).
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1 don’t know if they are considered doctors, right?! But she was
angry with me in there, she said: “What is the point of crying?”
And I said, “I cry, yes! Why don’t you put that thing in your
eye?” Imagine bis distress, this thing poking inside the baby’s eye!
She said, “Mother, but it’s for his own good, if you're nervous, go
outside, I'll stay in here.” (Mc).

The “lack of humanity” in the opinion of the parents
would be due to the lack of love for people and the profes-
sion. The exercise of the medical profession is only based
on financial return.

A lousy one (doctor), who is only there for the money and not
Jfor what it serves. I see that he is only there fo earn his salary
at the end of the month (...) because when you love what you
do, you love the peaple behind it (...). And for me, he’s not a
professional (Mc).

From the preceding, it is noticed that the parents expe-
rience instability in receptiveness, and whenever possible
they try to avoid situations that they imagine or know pro-
mote disrespect. This action helps them to carry out their
partnership with their child more smoothly and with less
emotional wear, thus optimizing their efforts towards the
child’s development.

DISCUSSION

'The intersubjective interactions between those involved
in and with healthcare practice manifest themselves in care,
a fundamental device for the comprehensiveness of health-
care®™
of the subjects involved in it, and requires fruitful interac-

tions that require consideration in the sense of being of

.Healthcare is a singular act focused on the well-being

such subjects®?, which requires investments in sensitivity
by the professional®.

In the context of ROP, working together with parents is
essential for prevention and treatment steps, with it being
necessary to clarify and understand that the diagnosis often
emerges as a new stressor in the scenario permeated by the
(un)stableness of the child®. However, the parents in this
study portrayed that the majority of interactions with health
professionals had diagnostic and therapeutic processes related
to prematurity and its complications as their motto, with
ROP and interactions with ophthalmologists among them.
'They describe these interactions as normative, almost molded
from a pre-planned script in terms of procedures and plot
which, specifically with regard to ROP, deal with continuous
diagnostic evaluations, including the funduscopy and are
permeated by uncertainty and little effort in using language
and communication that can involve parents in the process.

The funduscopy is a procedure that imposes agony and
suffering on the parents as it is associated to a painful and
invasive procedure. Literature provides different strategies
for pain relief in neonatology, including 25.0% sucrose and
breast milk, both indicated and with a positive effect on pain
reduction caused by the eye fundus examination®?.

Another aspect appreciated in this and in another
study® was the importance of transforming linguistic barri-
ers, mainly related to technical jargon as they constitute lim-
its to dialogue and to intersubjectivity®. For the parents of
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this study, the ROP diagnosis involved a lack of knowledge
about the pathology and a lack of more detailed information
about it, along with developments related to constructing
child care; a fact also identified in a study aimed at know-
ing the difficulties and facilities faced by mothers caring for
children with visual impairment®. Knowledge acquisition
about VI therefore represents an important contribution to
the effectiveness of family care to the child?.

'Thus, the dual and incipient relationship in the infor-
mational framework established between parents and health
professionals in caring for children with ROP has a negative
impact on parenting. This situation is stressful, since after
facing the fear of death, parents still need to adapt to the
new diagnosis conditions, which do not have immediate
discovery at birth as a particularity®.

The care space cannot be restricted to technical acts; it
must be broadened in order to allow subjects to develop con-
nection, concern and consideration for each other. It requires
active and empathic listening from the health professional
that, if present, attributes quality to the care®. In this sense,
professional health training needs to be actively involved
in such a challenge®. “The act of caring cannot only be a
small subordinate task of health practices”@. It is an atti-
tude pervaded by willing, and this is an attribute and an act
of being, to be considered in the process of mutual project
construction®. The parents heard in this study reported
teeling little cared for by the professionals, especially due to
an absence of dialogue and bond that allowed for mutuality
in constructing care plans. In general, the professionals pre-
sented themselves with “ready-made projects” to be imposed
on “target subjects”, and almost exclusively focused on diag-
nosing and controlling the disease (ROP among them) as a
way of promoting health.

There is an urgent need to break static and objective
relations(ships), and in this sense, three movements are
highlighted “from subject to intersubjectivity; from technical
control to practical success; from treating to caring”?”. In this
sense we emphasize the need to value dialogue and emphasize
language as a means of mutual “engenderment of subjects,
since it is in it that the presence of the other is manifested,
as well as ours, so that the otherness of both is revealed”??.

In this study, communication between the health team
and the parents was confined as a limit to parental care
development for not being effective in promoting under-
standing of the child’s situation. This fact appeared to stem
from a restricted supply of information and clarification, in
addition to using technical terms, little or no contact with
the professional, and even parental withdrawal from this
discourteous behavior.

The limits expressed above define toxic communica-
tion characterized by an impersonal and purely technical
approach that, in turn, makes humanized and therapeutic
care provision impossible. In addition, they characterize
themselves as promoters of suffering by hurting the fam-
ily’s right to obtain information concerning the diagnosis
and to be attended to in their needs. ‘Giving orders and moral
lessons, contradictory messages and ignoring the patient’s prob-
Jen’ are also reported as harmful communication during the

www.ee.usp.br/reeusp



family experience of child hospitalization, mainly because
they exacerbate the vulnerability of this unit®?.

'The family’s role as a resource for coping with situations
of chronic illness in childhood is (already) known®), as well
as their contribution to care that promotes the child’s devel-
opment®. Hence, the relevance in supporting conflict reso-
lution and/or resolving family anxieties in these scenarios.
'The health professional has this role, especially when it is in
line with the recommendations of a child-centered approach,
a sine qua non condition for reaching the humanization and
comprehensiveness of care necessary for the health practices
of a child living with illness chronicity®”.

Questions arise as to the new forms of exercising father-
hood, in which men claim to be inserted in issues that refer to
the child®®, a fact that was present in this study. Child care as
a family role requires consideration and recognition of father-
hood, which is felt and experienced in a particular way®?.

During the child’s hospitalization at the NICU, parents
expressed a desire to perform their paternal role, but this was
hampered by the lack of information about the child since
the professionals had the mother as a reference. This finding
is in line with literature® reports; that gestation and parent-
hood are still attributes conceived as being (only) related to
the woman, distancing the father from the child and his care.
Thus, feeling welcomed/received and understanding what
happens to the child is also essential to them.

CONCLUSION

Interactions with professionals were pointed out as lim-
iting parental care for the child with ROP, mainly due to
communicational incipience, and marked by informational,
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emotional and rights withdrawal. In this context, we empha-
size a paternal experience marked by more restrictions,
caused by the tendency to consider the woman as the sole
reference for the child’s affairs. In this way, intersubjectivity
is considered as a pressing challenge in professional practices
and family-centered healthcare.

This study broadened the qualitative evidence within the
scope of ROP, with contributions to human and compre-
hensive healthcare by bringing forth elucidations on how
to qualify the interpersonal relationship between parents
and professionals. It has the limitation of only being from
the parental perspective, and we suggest an extension to
the professional perspective. Another unintended limitation
concerns the characterization of such parents: they were all
residents of the same municipality, with extremely preterm
infants from the same university hospital NICU. Thus, we
suggest further studies with parents and professionals in
other care contexts.

However, the approach employed in this study tran-
scends that of others that are restricted to a therapeutic
and diagnostic focus, and those rare ones that qualitatively
explore events inherent to the experience of having/caring
for a child with ROP. Thus, this study is innovative in the
sense of addressing this issue, while also contemplating the
perception of parents (men and women), a fact that breaks
the tendency of only interviewing mothers.

The emphasis on interaction has reinforced the value
and role of dialogue, language, and intersubjective interac-
tions as care constituents; thus, it merits investment, and
still represents a challenge in the path towards healthcare
qualification, including vocational training.

Objetivo: Analisar a influéncia do acolhimento do profissional de saide no cuidado parental junto ao filho com retinopatia da
prematuridade. Método: Estudo qualitativo desenvolvido sob o referencial teérico do Interacionismo Simbélico e metodolégico da
pesquisa de narrativas. Foram entrevistados em profundidade e individualmente seis mulheres e trés homens, pais de criangas com
retinopatia da prematuridade. Resultados: Os pais vivenciam, nos 4mbitos informacional, emocional e de direitos, acolhimento com
alguns profissionais e destrato com outros. A predominéncia da postura de desacolhimento nas narrativas parentais deu origem aos
temas de anilise: (Des)acolhimento informacional, (Des)acolhimento emocional, e (Des)acolhimento de direitos. Conclusio: O estudo
oferece subsidios ao cuidado humano e integral em saide no contexto da retinopatia da prematuridade ao apontar o processo interativo
com os profissionais de satide enquanto potencial estressor do cuidado parental. Os resultados sinalizam nicleos de mudangas atitudinais
e reforcam desafios 4 abordagem centrada na crianca e familia.

DESCRITORES

Retinopatia da Prematuridade; Pais; Relages Profissional-Familia; Enfermagem Neonatal; Acolhimento.

RESUMEN

Objetivo: Analizarlainfluencia de la acogida del profesional sanitario en el cuidado parental ante el hijo con retinopatia de la prematuridad.
Método: Estudio cualitativo desarrollado bajo el marco de referencia teérico del Interaccionismo Simbélico y metodoldgico de la
investigacion de narraciones. Fueron entrevistados en profundidad e individualmente a seis mujeres y tres hombres, padres de nifios
con retinopatia de la prematuridad. Resultados: Los padres vivencian, en los 4mbitos informativo, emotivo y de derechos, la acogida de
algunos profesionales y el destrato de otros. La predominancia de la postura de (des)acogida en las narraciones parentales dio origen
a los temas de analisis: (Des)acogida informativa, (Des)acogida emotiva y (Des)acogida de derechos. Conclusion: El estudio brinda
subsidios al cuidado humano y completo en salud en el marco de la retinopatia de la prematuridad al indicar el proceso interactivo
con los profesionales sanitarios como potencial de estrés del cuidado parental. Los resultados sefialan nucleos de cambios de actitud y
refuerzan desafios al abordaje centrado en el nifio y la familia.

DESCRIPTORES

Retinopatia de la Prematuridad; Padres; Relaciones Profesional-Familia; Enfermeria Neonatal; Acogimiento.
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