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Abstract: This article draws from the results of a survey that was aimed
at giving an overview and exploring in detail what needs the
parents of extremely premature infants have and what options
of social support they are provided with, especially during the
period of the spread and subsequent impact of the COVID-19
pandemic. The research took place from the beginning of
February 2020 until the beginning of September 2020. In the
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survey, 30 families participated from various countries, includ-
ing Italy, Spain, the United States, Great Britain, Poland, Ro-
mania, and Ukraine. The results of this survey can be applied
to produce analyses that will serve as the basis for future rele-
vant and innovative research on the impact of COVID-19 on
the global population.

Introduction

Physicians and medical staff currently suc-
ceed in saving extremely premature infants with
an increasingly lower gestational age and birth
weight, often under the established rate of sur-
vival. It is the group of newborns that is consid-
ered to be at the highest risk with respect to sur-
vival, possible complications, and the uncertainty
of any prognoses. However, more and more par-
ents owe their child’s life and health to progress
in neonatology. The expectations of parents, gy-
necologists, neonatologists and other specialists
in this field may exceed the limits of what can be
achieved in rescuing these children (5). Even in
the medical specialties that progress rapidly they
aren’t always able to sustain health and life of all
children (5). Therefore, the extremely premature
infants require long-term special care and enor-
mous patience not only on the part of health
workers but, especially, parents. The parents, par-
ticularly the mother, are confronted with an un-
expected situation for which they have had nei-
ther opportunity nor time to prepare. The effort
aimed at saving the infant while separating the
newborn from the mother immediately following
delivery also represents the starting point of
a long-term stressful process that involves both
parents. During this process, they are forced to
adapt to an abnormal and unforeseen situation,
while facing the fear for the life of the infant, his
or her health, future, and many other related neg-
ative sentiments. The article draws from the re-
sults of a survey that sought to provide an
overview and explore in detail what needs the
parents of extremely premature infants have and
what options of social support they are provided
with especially during the period of the spread
and subsequent impact of the COVID-19 pan-
demic.

Methods and findings

The research took place from the beginning
of February 2020 until the beginning of Septem-
ber 2020. In the survey, 30 families participated

from various countries, including Italy, Spain, the
United States, Great Britain, Poland, Romania,
and Ukraine. The families were approached
through different non-governmental organiza-
tions and international interest groups involved
in helping the parents of children with disabili-
ties. Many of these infants were born extremely
premature. Contacting the parents through such
organizations provided necessary credibility as
the parents had an opportunity to make sure that
the authors of the article had many years of ex-
perience in this field. The survey was conducted
by way of qualitative research methods, the main
tool being an in-depth online interview with each
family separately. The respondents were the par-
ents of extremely premature infants aged 20-44.
Before the survey started, they had agreed to the
implementation of focus groups. The focus
groups highlighted several crucial areas that
ought to be prioritized when providing the par-
ents with support, especially during the period of
the spread and subsequent impact of the COVID-
19 pandemic. To a certain degree, the limiting
factors of the research include its relatively short
duration and the fact that the follow-up part of
the survey is still under way; therefore, the results
cannot be applied to the global population (yet).

The focus groups have shown that the fact
that their baby was born as extremely premature
lead the parents to ask themselves a series of
questions that are very difficult to answer: Why
our baby? What is the reason? What will the fu-
ture development of our baby be? How is it going
to affect our family? It is particularly the ,,Why?*
question that is not actually a question but rather
an expression of pain, fear, acrimony, anger, de-
spair or hopelessness. In this situation, both par-
ents need such a form of social support that
would not only help them cope with the demand-
ing new circumstances but also foster their self-
esteem and self-appraisal and improve their skills
to face the problem and find possible solutions
to the new situation. Furthermore, the parents
need significant support in their attempt to estab-
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lish a relationship with their baby. When coming
to terms with a premature birth and its potential
negative effects for the infant, the decisive role
is played by the closest surroundings of the par-
ents, their closest relatives and friends, and the
medical staff with whom the parents remain in
everyday contact on a long-term basis. However,
the parents frequently have negative experience
that even people in their surroundings and health
workers do not know how to communicate with
them, nor how to alleviate the situation for them.
In addition, they were not provided efficient as-
sistance or support in overcoming the anxiety and
fear of the spread and subsequent impact of the
Coronavirus pandemic. In this regard, they often
expressed concern about the COVID-19 pan-
demic and its impact on the health of their child
as well as on the future economic and social life
of their family.

With respect to the focus group results, re-
search was concentrated on following areas:
—in case of an extremely premature infant the

parents need — from the perspective of the con-
tent of social support — emotional support dur-
ing the entire hospitalization of the infant and
the subsequent home care. This emotional sup-
port should seek to provide the parents with
positive emotions by, for example, trying to be
understanding; supplying hope, appeasement,
affection, emotional proximity, empathy, kind-
ness, and consolation; expressing interest in the
parents' situation; building trust; and, fostering
empathic listening thanks to which the parents
may acquire a sense of security and acceptance
and start gradually gaining confidence. The
emotional support also includes the presence of
the relatives and psychological or psychother-
apeutic assistance for the parents, especially the
mothers, during the hospitalization period and
the subsequent home care. In addition to the
emotional support the parents also need evalu-
ation support that finds its expression in es-
teem, respect, appreciation, and the way people
behave toward them. Such an attitude helps the
parents be assured of their value and foster
their self-esteem and effort to solve the situa-
tion independently. Thus, it becomes a positive
source of their self-appraisal. Further, the par-
ents of extremely premature infants need social
support that provides guidance, social support

that provides feedback, and individual social
support. In connection with the altered types of
social support and the provision of assistance
to parents of extremely premature infants, there
is also an ,,urgent need to find a correct per-
spective on life as a whole again® (4). It is
therefore necessary that the provision of social
support begins with active listening. However,
it is not only about what the parents say but
also about understanding and comprehending
what they seek to communicate (2);

with respect to child care, the parents need in-
strumental social support, including household
assistance, daily childcare assistance, and the
provision of material things. Another necessity
for the parents is informational social support
that aims at helping them to get acquainted with
further prognoses, the information concerning
the condition and possible future development
of their child, contact details for additional ex-
perts, and the particularities of childcare;

the parents need to be continuously assured by
people in their surroundings and medical staff
that they can handle the emerged situation. Fur-
ther, they need to share their concerns and ex-
periences with other parents of extremely pre-
mature infants, often establishing and main-
taining contacts and even friendships with them
also at the international level through, for ex-
ample, various international organizations. It is
helpful when they see other extremely prema-
ture infants grow and flourish and when they
feel they can ask about relevant problems that
are of interest to them,;

the parents of extremely premature infants
often face the downplaying, or else dramatiz-
ing, of their situation on the part of their family,
surroundings or even health workers. On the
contrary, for parents of extremely premature in-
fants it is necessary to experience a strengthen-
ing approach: the so-called volitional positive
attitude that encompasses acceptance and will-
ingness to maintain contacts, and an intellectual
positive attitude based on recognition and re-
spect for them as parents (6). However, based
on the experience of parents, they rather en-
counter unwillingness to perceive their situa-
tion more tactfully and with a more human ap-
proach, and a negative evaluation of, for exam-
ple, their characteristics as parents (6). Accord-
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ing to the parents, they were shocked by the in-
sensitive attitude of physicians and medical
staff during communication or in the situations
when they felt the need to see their child. Sim-
ilarly, they are often subject to unpleasant ques-
tions from the medical staff or family;

— during the period when the fear of the COVID-
19 pandemic peaked the parents were not pro-
vided by the physicians and medical staff with
efficient support that would have helped them
manage their anxiety. Even today, the parents
remain very concerned that they never received
answers to some questions that were relevant
for them. According to the parents, it was pre-
cisely the answers to these queries that would
have helped them acquire a sense of perspec-
tive. In this respect, the survey focused on prac-
ticing mindful behavior with the parents of ex-
tremely premature infants as one of the most
efficient psychological tools of managing the
current impact of COVID-19. Developing
a mindful approach involves therapeutic meth-
ods based on the practice of mindfulness (1).
Within these methods, ,,participants explicitly
learn how to develop a mindful approach to
their problems and how to use mindfulness in
their everyday lives* (7). Their attention fo-
cuses ,,on the present moment, looking around
and noticing what we normally cannot see. It
teaches us to focus on colors, noises, smells,
even the ones we have not perceived before.
The main point is not to judge, evaluate or ex-
pect anything® (7).

When practicing mindful behavior, the par-
ents were asked to fully concentrate on the pre-
sent moment or the concrete activity they were
doing, or about to do, at the moment. This activ-
ity must not be related to their child. The task of
the parents was to be aware of the present mo-
ment and the performed activity without being
distracted by unrelated thoughts, images or emo-
tions. The goal was to concentrate the psycholog-
ical flexibility of the parents and their openness
toward various aspects of this activity by focus-
ing their full attention on the activity itself, rather
than its results. In the course of mindful behavior,
the attention of the parents is shifted, without
being forced, to the individual aspects of a par-
ticular activity that are then explored from vari-
ous perspectives. One of the common examples

is manual dish-washing when one practices
mindful behavior through being aware of the
warm sensation in one’s hands, the shine of clean
dishes or body movements. After this regular-ses-
sion training was finished, each parental couple
had their separate evaluation session. The train-
ing of mindful behavior that lasted several
months and was modified to meet the needs of
the parents of extremely premature infants has
proven to be effective in attenuating the rumina-
tions about the condition of their child or the anx-
iety related to the impact of COVID-19.

Each family that participated in the research
experienced the birth of an extremely premature
infant differently. Also, they come to terms with
the new situation differently, based on the living,
social, and economic conditions in the country
they live in. The stance of the families on their
situation can be divided into several categories:
— the families that accept the situation as it is,

being aware that they have to come to terms
with it in a certain way. These families have
opted for a strategy of acceptance. They strive
to accommodate to the situation as much as
possible, operating within their resources;

—the families that perceive the situation opti-
mistically. The survey results have shown that
the families with this attitude predominantly
seek to minimize the image of the difficult sit-
uation. In the case of these families one can ob-
serve a defense mechanism that lapses into an
escape strategy. In this regard, too, the training
of mindful behavior was very efficient for the
families. It helped the families to see how they
can ,,disregard” the challenging situation with-
out trying to escape;

— the families that have a categorically negative
attitude to the emerged situation. These fami-
lies are convinced that the scenario will be the
worst possible, including the severe disabilities
of the child. Being under permanent pressure,
everyday situations are very stressful for them.
Members of these families are often liable to
panic and angst. They regularly tend the child
with exaggerated and irrelevant protection that
results in ever greater tension and stress. The
practice of mindful behavior enables them to
better realize the ,,here and now.*“ It instructs
them to eliminate the ruminations about vari-
ous concerns. This practice can be particularly
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efficient if the families pursue it through vari-
ous meditation techniques, focused on, for in-
stance, breathing, body, motion, the uncritical
observation of thoughts and images, that sig-
nificantly contribute to reducing tension, anxi-
ety, and stress.

Discussion

The in-depth online interview with the fami-
lies was challenging for many parents as it re-
called the painful times when they had undergone
the excessive stress due to the threat to the life of
their child. Many parents were moved by intense
emotions during the conversation. With regard to
the fact that the survey was conducted during the
spread of the COVID-19 pandemic, this issue
echoed with the parents immensely, exacerbating
their stress and angst. As a response to this situ-
ation, numerous parents indicated depression or
post-traumatic stress disorder (PTSD). This was
one of the reasons why the research also included
several months of modified mindful behavior
training intended for the needs of the parents of
extremely premature infants. It helped them de-
velop a decentered distance from their own neg-
ative thoughts and emotions by concentrating on
a specific activity.

Furthermore, the research highlighted the im-
portance that those around the parents of ex-
tremely premature infants often do not under-
stand what the parents must go through, nor can
they fathom what the care of such an infant in-
volves and what his or her parents need to face.

The theme of extremely premature infant care
and of the efficient support for their parents is be-
coming ever more relevant in this period, af-
fected by different COVID-19-related measures.
At the same time, however, one needs to keep in
mind that such care and support must also take
into consideration the idea of upholding the dig-
nity of the parents of these children who have
suddenly and unexpectedly happened to be in
a difficult situation and are in need of social sup-
port in all possible areas; what efficient strate-
gies and methods can help these parents mobilize
their internal resources; how to let them know
that both their child and themselves matter and
are a visible and important part of society or the
community — that they are valuable and that
somebody genuinely and sincerely cares for
them...

Conclusion

Today, a system of social relationships with
people participating in a communicational net-
work is becoming ever more relevant. These re-
lationships are perceived as subjectively impor-
tant for maintaining one’s own identity and men-
tal balance (3). One finds security in positive so-
cial relationships that help one overcome chal-
lenging life situations and represent a common
source to enable experiencing the meaningful-
ness of life. The phenomenon of social support
thus represents a social pool from which one can
benefit in case of need; it influences the way one
copes with difficult, challenging, and stressful
events and alleviates their consequences. It is
also related to the quality of life and an experi-
enced happy life in the case of the families of ex-
tremely premature infants.

The results of this survey can be applied to
produce analyses that will serve as the basis for
future relevant and innovative research on the
impact of COVID-19 for the global population.
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