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Purpose: The symptoms and impairments caused by cerebral palsy usually require long-term treatment, resulting in a
substantial burden on the family of affected children. This study explored the experiences of fathers with prematurely-born
children with cerebral palsy, with a focus on how such experiences influenced their families. Methods: A qualitative case study
method was used. Nine subjects were recruited from April 2018 to June 2019 at one hospital, and each was interviewed three
times by a neonatal nurse. Results: Five core experiences of fathers were identified: regret for an insufficient initial response,
confronting my child born as a premature baby, the position of being a dad who can't do anything, the process of treatment like
a tunnel with no exit, and a father's getting meaning in life through children. These stories covered an individual's timeline and
family interactions. Conclusion: Our findings suggest that fathers of prematurely-born children tend to suppress their emotions;
therefore, a novel intervention program to encourage fathers' emotional expression and to support healthier interactions with
their families is needed. Moreover, our findings could contribute basic information for the construction of a community-based
support system to aid families, including prematurely-born children and other persons with impairments.
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INTRODUCTION

The proportion of premature infants in South Korea
(hereafter, Korea) has increased from 5.7% in 2009 to 8.1% in
2019. Moreover, in cases of multiple fetuses, 63.4% of children
were born at under 37 weeks of age in 2019, which was higher
than the figure of 52.5% in 2009, and low-birth-weight infants
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(under 2,500 grams) constituted 6.6% of all births in 2019 [1].

High-risk newborns, including premature and under-
weight infants, are admitted to the neonatal intensive care
unit (NICU) immediately after birth. The artificial and phys-
ical environment of the NICU negatively affects the normal
sensory and central nervous system development of preterm
infants, and can lead to sequelae such as developmental dis-
abilities, growth retardation, and behavioral disorders [2,3].

Throughout the world, with the development of perinatal
medicine and neonatal intensive care over the past 30 years,
the mortality rate of premature infants has declined rapidly.
In Japan, the survival rate is reported to exceed 80%. Despite
this high survival rate, the risk of developing neurodevel-
opmental disorders, mainly cerebral palsy (CP), in extremely
low-birth-weight (ELBW) babies is still high, and has been re-
ported to range from 8.2% to 9.9%, in both Korean and inter-
national studies [4-6].
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The symptoms of CP appear from birth and persist through-
out life. Children with CP experience impaired sensation,
communication, and cognition, and have many limitations in
performing daily activities such as eating, getting dressed,
bathing, and moving [7]. In addition, because children's func-
tion is increasingly limited as they grow requiring additional
rehabilitation treatment and care, the burden on families in-
crease over time [8,9].

Fathers with infants and toddlers begin to form a sense of
paternity through their initial interactions with their children,
which continue to influence the father-child relationship
thereafter. At the same time, the father exerts an influence on
the children's cognition, sociality, and physical development.
However, despite this importance, the role of the mother
tends to be predominantly emphasized in childhood, and the
importance of the father's role is overlooked [10]. However, as
women's economic activity has increased and the discourse of
paternity has changed due to the shift towards the nuclear
family, modern fathers have become more active in raising
children and prefer a friendly father image unlike their fa-
thers' generation [11,12].

Despite the fact that fathers have been recognized as im-
portant participants in the care of infants in recent years, the
experience of fathers with prematurely-born children is not
well represented in the Korean literature. Although studies
have been conducted on fathers' experiences of raising pre-
mature infants in the United States and other countries, little
is known about the experience of fathers raising children born
prematurely and diagnosed with CP.

The purpose of this study was to gain insights into the life
experiences of fathers raising children with CP who were born
as premature infants, and how this affected the lives of their
families. The research questions were 1) "What experiences
did fathers of premature babies have during hospitalization
and treatment in the NICU?" and 2) "What experiences did fa-
thers have while raising children diagnosed with CP after dis-
charge from the NICU, and what did these experiences mean
for family members' lives?"

METHODS

1. Study Design

This study used a multi-case study analysis method with
qualitative case studies in order to gain insights into the life
experiences of fathers raising children with CP born as pre-
mature infants, and how those experiences influenced family
life. The reasons for using this method were as follows. First,
the participants' experiences of life related to child-rearing
were based on the issues that emerged through a series of
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processes, starting from the birth of a premature infant to the
present, when they cared for their children with CP. Second, it
was necessary to collect data through various sources such as
sufficient in-depth interviews, telephone interviews, field
notes, and medical record reviews. In addition, considering
the characteristics of the qualitative case study method (intra-
case analysis and inter-case analysis), it was judged that the
application of the qualitative case study method was appro-
priate in order to obtain an in-depth understanding of fathers'
life experiences related to child-rearing.

2. Participants

The participants of this study were fathers who experi-
enced the birth of a premature baby and were raising a child
diagnosed with CP, selected during outpatient observation of
the child. Purposive sampling was used to select participants
who could provide in-depth experiences relating to the re-
search problem.

Recruitment documents were posted in the hospital's neo-
natal outpatient clinic to recruit study participants, and 17 fa-
thers who met the criteria were introduced by the outpatient
coordinator. The study was then specifically explained to the
17 fathers by phone or e-mail, and within a week to a month,
10 fathers consented to participate in the study and made an
appointment for an interview. However, one out of the 10 fa-
thers who participated in the interview was excluded from the
study because he complained of a change in emotions during
the first interview and decided to stop the interview. Finally,
nine fathers participated in the study. The sociodemographic
characteristics of the participants are presented in detail in
Table 1.

3. Ethical Considerations and Data Collection

This study was conducted after obtaining approval from
the Institutional Review Board (IRB No. 1709-108-887) of the
affiliated university hospital. Detailed information about the
study was provided to the participants, who made inquiries
about the study by phone or email, and their voluntary con-
sent was confirmed. The study participants were then given a
detailed explanation about the purpose of the study, the proc-
ess of collecting data, the period of participation in the study,
the recording of the interview content, and the storage meth-
od and time limit of the study data, and they were reassured
that the collected data would not be used for any purpose oth-
er than the purpose of the study.

Data collection was conducted through two individual
in-depth interviews with each participant between April 2018
and June 2019. The location and time of the interviews were
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Table 1. Characteristics of the Participants (N=9)
Yeon Jin Dan Hwan Soo Woon Min Joon Seok
Father  Age (year) 40 38 30 31 37 36 45 37 51
Education University University High High University ~Graduate University University University
school school school
Job Employee Employee Self- Daily Self- Office  Employee Employee Employee
employment work  employment worker
Socio-economic status High High Medium Low High High Medium Medium  Medium
Child  Gestational age (week) 26+2 25+4 30+4 25+3 27+1 30+2 29+0 24+6 26+5
Body weight at birth 1,020 900 2,020 860 520 1,430 930 710 980
(gm)
Sex Female Female Female Male Male Male Female Male Male
(Istbaby  (2nd baby (2nd baby
of twins)  of twins) of twins)
Corrected age (month) 32 24 35 19 30 12 20 18 15
K-Bayley-III
-Cognitive 8m 17m 4m 14m 17m 6m 16m 1Im -
-Receptive language 15m 15m 4m 10d 11m 22m 4m 10d 19m 7m -
-Expressive language 15m 19m 6m 11m 18m 2m 13m 7m -
-Gross motor 6m 9m 4m 11m 11m 20d 15m 9m -
-Fine motor 11m 17m 3m 15m 20m 5m 17m 10m -

d, day; m, month.

chosen by the participant. The interview times varied from 1
hour and 30 minutes to 3 hours per session depending on the
progress of the interview, and the interval between the first
and second interviews was 2 to 4 weeks. Subsequently, a
10-minute telephone interview was conducted to confirm the
results with the study participants.

The first interview was initiated with the following un-
structured questions: "Can you tell me about your memories
of conceiving a baby or the experience of preparing to con-
ceive a baby with your wife?", "Can you tell me about your ex-
periences related to the birth of your premature baby?", "Tell
me about your experiences while your baby was staying and
undergoing treatment at the NICU", "What was the treatment
and progress while your child was growing up?", "Tell me
about major memorable events and circumstances at that
What was the health status of your baby at the time of
discharge and what physical, psychological and life changes
occurred in your family?", "When did you find out that your
child had a developmental delay?", and "Tell me the extent of
developmental delay of the child, and your experiences dur-

time", "

ing treatment".

In the second interview, the researcher summarized the
content of the first interview, asked if there was a more specif-
ic experience, and used the following linking questions about
the related experiences: "What was the overall course of the
case?" and "What were your thoughts and feelings at that
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time?" At the end of each interview, the researcher asked how
the participant felt about the interview, and expressed grati-
tude for sharing their feelings with the researcher.

4. Data Analysis

In this study, based on the qualitative case study method
proposed by Yin [13], data were collected and analyzed simul-
taneously. The transcribed content was read repeatedly, and
concepts were extracted and categorized to derive themes. As
the collected data were analyzed, theoretical saturation (the
point at which no new categories were found anymore) was
confirmed, and then the recruitment of participants and data
collection were terminated. In addition, on-site notes were
written to record various aspects occurring in the field at each
interview. In addition to the main interview details, the study
participants' moods, thoughts, coping methods, and case sol-
utions and results were recorded. The K-Bayley-III score was
confirmed through the father's memory and then supple-
mented through a medical record review. The K-Bayley-III
score is for infants and toddlers from 16 days to 42 months and
15 days of age, and it consists of a total of five areas: cognitive
scale, language scale, motor scale, social-emotional scale and
adaptive behavior scale. Among these five areas, the cognitive
scale, language scale (receptive language, expressive lan-
guage), and motor scale (gross motor, fine motor) were used.
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Within a week after the end of each interview, the resear-
cher transcribed the interview content, and it was compared
and reviewed repeatedly to prevent omission or misrepre-
sentation of the original data. For data analysis, the researcher
described the experiences of individual participants, per-
formed an intra-case analysis of fathers, and then conducted
an inter-case analysis. For intra-case analysis, the fathers' ex-
periences were identified and analyzed by setting the in-
dividual subjects participating in the study as cases. The re-
searcher intensively analyzed each case while reading the
manuscripts repeatedly, and wrote individual memos in or-
der to understand the flow of each case. At the same time, the
researcher paid attention to new content that could be dis-
covered when comparing previously examined cases. Based
on the intra-case analysis results, the fathers' experiences and
the content related to their current child-rearing experiences
were integrated into sub-themes, and similar sub-themes
were collected and presented as single themes.

5. Ensuring Trustworthiness

The four trustworthiness criteria of credibility, depend-
ability, confirmability, and transferability proposed by Guba
and Lincoln [14] were considered to ensure that this study
presents reliable qualitative research, along with the criteria
proposed by Sandelowski for securing the rigor of qualitative
research [15].

First, credibility refers to how accurately and faithfully the
research results describe and interpret actual experiences. In
this study, interviews were conducted using open and semi-
structured questions in order to increase the reliability of the
data. After recording all the interviews, the researcher directly
transcribed them within a short time so that there was no
omission or distortion of the data. The results of the study
were compared with the original statements of the study
participants.

Second, dependability corresponds to external validity in
quantitative research, in this study, data were collected and
analyzed until the statements of the study participants se-
lected by the purpose-built expression method appeared re-
peatedly at the state of saturation, where new content was no
longer produced, and the findings were then confirmed with
nurses and outpatient coordinators working in the NICU.

Third, confirmability corresponds to the reliability of quan-
titative research, and is a criterion for evaluating whether the
process of deriving results through data collection and analy-
sis is consistent. To this end, the qualitative case study method
suggested by Yin [13] was faithfully reflected and the process
of collecting and analyzing data was explained in detail, as
well as the process of deriving the study results, so that the
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process could be clearly understood.

Fourth, transferability refers to the objectivity of quantita-
tive research and involves maintaining neutrality by minimiz-
ing research bias in the research process and results. During
the course of this study, the researcher took time to consider in
advance the assumptions, understanding, and experiences so
that the past experiences of nursing premature infants and
caregivers in the NICU would not introduce any prejudice.

The first author specialized in child nursing in graduate
school and worked in the NICU for 10 years after graduation,
and realized that understanding the families of premature in-
fants is important for providing care. While meeting parents
for a long time as a nurse, the researcher realized that child-
rens' progress should be monitored not only during the acute
phase in the intensive care unit, but also after discharge given
their risk of neurodevelopmental disorders and need to assess
their symptoms and prognosis. In addition, the researcher
used qualitative nursing research methodology, qualitative
data analysis, and family studies qualitative research meth-
ods in the doctoral course at graduate school, and continued
preparing for qualitative research by attending workshops
and special lectures hosted by the Korean Association for
Qualitative Research. The researcher has also participated in
focus group research several times as a co-author.

RESULTS

The nine participants' descriptions of the lives of their chil-
dren and their own experiences as fathers were compiled for
each case with consideration of the passage of time and inter-
actions in each family. In this study, only an inter-case analy-
sis is presented, focusing on participants' common life ex-
periences. Regardless of whether the experiences were com-
mon or individual, we explored the meanings of participants'
experiences, looking at what the events meant and how they
affected the participants' lives. It was also found that those ex-
periences were not limited to the fathers who participated in
this study alone, but could be shared with other fathers who
experienced the birth of a premature baby and were raising
children with neurological sequelae. With a focus on the main
experiences of the nine fathers, what the fathers wanted to
say, examples, and the meanings of their experiences were or-
ganized into five themes and 14 sub-themes. The names for
description in this study are alias (Table 2).

1. Regret for an Insufficient Initial Response
The interviews with the fathers involved in the study began

with recalling the memories of all of their experiences during
their wives' pregnancies. In most cases of premature infants
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Table 2. Themes and Sub-themes of Parenting Experiences of the Fathers of Prematurely-born Children with Cerebral Palsy

Themes

Sub-themes

Regret for an insufficient initial response

- Resentment towards the response of medical staff that did not meet expectations

- Sadness for the wife's inability to perform adequate self-care during pregnancy
- Sadness for not being able to help their wives

Confronting my child born as a premature baby

- Surprise and regret for the appearance of a child who was so small and fragile

- Differences in perspectives between fathers and others' view of premature infants

The position of being a dad who can't do anything

- Concern about the guilt and depression of the child's mother

- Dad's emotional difficulties that cannot be revealed
- A feeling of helplessness due to the growing conflict between partners

The process of treatment like a tunnel with no exit

- Facing the hard moments of life

- Rehabilitation, the most important treatment that can be given to my child
- Relief due to the child's developmental improvement, and desire for more
improvement in the future

A father getting meaning in life through children

- The financial burden faced by dad

- My child who became the reason for my existence
- Setting goals for my life with my child

admitted to the NICU, there had been high-risk pregnancy
and delivery due to problems with the mother or child. The
medical response was thought to be insufficient or inade-
quate, so that fathers were disappointed.

1) Resentment towards the response of medical staff that did

not meet expectations

Fathers faced the moment of birth of a premature baby
through unexpected, sudden pain experienced by their wives,
or signs of premature birth found during regular hospital
examinations. Contrary to one father's expectation that a
quick visit to the obstetrics and gynecology department
would solve the problem, the medical staff he met at the hos-
pital did not help him.

My wife had a stomachache, so she went to the ob-
stetrics and gynecology department of the nearby hos-
pital. However, they did not even look at the ultrasound,
and wasted time. However, since she continued bleed-
ing, the doctor recommended going to a university hos-
pital after seeing an ultrasound. It was too late, and sud-
denly, a doctor called me, and the baby's head was al-
ready showing. There was no choice but premature birth.
(Joon's father)

2) Sadness for the wife's inability to perform adequate self-care
during pregnancy
In addition to the poor initial response at the hospital and
resentment against the medical staff, one of the other reasons
that eventually led to the birth of a premature infant was in-
sufficient maternal self-care, and husbands expressed regret
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for their wives.

My wife took a break from work for a while and tried
artificial fertility for three months, and after success, she
returned to work. She had to stay late at night, so I think
it's because my wife was under a lot of stress. (Jin's fa-
ther)

3) Sadness for not being able to help their wives

In addition to their wives' health care during pregnancy,
there were several other reasons for giving birth prematurely.
These factors (e.g., health status or the residential environ-
ment) did not necessarily reflect anyone's active choice, but
the fathers thought that it was a pity that they could not help
their pregnant wives.

Joon's mother is very weak. When she was sick, she
weighed a little over 30 and only skin and bones. Origi-
nally, she had a periodic vomiting syndrome of unknown
cause and was vomiting a lot during pregnancy. I think
the child came down because of that pressure. (Joon's
father)

The house we live in was very small, and at that time,
the people next door was remodeling their home. Hwan's
mother, who was alone at home, couldn't get enough rest
because of the construction and was also quite stressed.
(Hwan's father)

2. Confronting My Child Born as a Premature Baby

1) Surprise and regret for the appearance of a child who was so
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mall and fragile

Fathers went beyond their regret regarding the poor initial
response, and were faced with the need to respond to the early
birth of a child. Regardless of whether the pregnancy had
been long awaited or was a sudden pregnancy before mar-
riage, the fathers met their children very suddenly, and were
surprised by the appearance of a child who was so small and
fragile. They expressed sadness and regret.

The baby was born, but it looked like it was still in
danger in the incubator. He could not breathe well, they
had plugged in a venous line, and he was breathing with
a ventilator. I felt like my heart was being ripped apart. I
cried for the first time then. (Hwan's father)

2) Differences in perspectives between fathers and others' views

of premature infants

While starting and experiencing the treatment process for
their premature infants, fathers often heard the reason
"because of being a premature baby" to explain various diffi-
culties arising during the treatment process. Unlike the part-
ners of premature babies, medical staff and others expressed
different perspectives on premature infants.

No matter how premature he is, I have never thought
of it as a bad situation. It seemed to work out. I think I
had that kind of faith. But every time I heard that I had to
be prepared for his end, I felt frustrated. The kid is grow-
ing well, and it's all miracles right now. I hated everyone
near me, who talked of negative results. (Hwan's father)

Everyone said that Seok was doing so poorly because
he had been born as a premature baby, but of course I
knew that. No matter how difficult the case is, there will
be no answer if you look at the issue through the frame of
a premature baby. (Seok's father)

3. The Position of Being a Dad Who Can't Do Anything

Through the experiences of the fathers, it was possible to
analyze the various psychological states that they experi-
enced, as well as their position and role of the fathers; overall,
their circumstances could be expressed as the position of a fa-
ther who was unable to function at all. In light of their con-
cerns about the mothers' guilt and depressed mental health,
the fathers' current state of mind was bound to be concealed.
Fathers also felt helpless about the conflict with their wives
due to the problems faced by their children.

1) Concern about the guilt and depression of the child's mother
Fathers feared that bad things would happen to their wives
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because they had severe feelings of guilt and depression re-
lated to the birth of a premature baby.

I was having a lot of trouble mentally, but it may be
harder for my wife than me. I worried about my wife's
emotions, and I felt like I should not be left alone. I did
not go to a psychiatric department for treatment, but I
cried more often and felt a loss of confidence compared
to before, so I do not think I felt comfortable then either.
(Jin's father)

2) Dad's emotional difficulties that cannot be revealed

Although fathers played an important role in helping to
overcome and support their wives, who were experiencing
guilt and depressed feelings, they felt that could not tell any-
one about their own emotional state. Sometimes they com-
plained of the difficulty of controlling their emotions, and
were just hoping that this situation would pass.

Honestly, I worked outside the house and returned
home late, but since I came home, I had to do something.
It is also difficult, and I and my wife do not understand
each other well. Because they are both new to me, there
are such situations. Living is not difficult, but psycholog-
ically things are difficult for me. (Dan's father)

When Joon was born and in the hospital, I had to work
and was seriously distressed. I was so sorry that Joon's
illness was attributable to our fault. I thought about why
this happened to me, and it was very hard in terms of
economic difficulties. (Joon's father)

3) A feeling of helplessness due to the growing conflict between

partners

At the beginning of the marriage, the fathers expressed that
they had happy marriages and respected each other. However,
after giving birth to a premature baby and raising a child with
a disability, they felt a sense of helplessness that was difficult
to resolve, and there was a visible or invisible conflict between
husband and wife. However, the fathers simply accepted the
current state of conflict as inevitable.

Actually, the structures of thinking of men and women
are different, and women think in a more complex way.
So it is difficult to adapt to the wife more and more as
time passes. (Yeon's father)

Along similar lines, one father expressed regret for the lack
of systematic and active support to help his relationship with
his wife who had a premature baby. He mentioned that such
support is essential.
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4. The Process of Treatment Like a Tunnel with No Exit

1) Facing the hard moments of life

Fathers came to realize that their babies needed re-
habilitation, starting with treatment in the NICU and continu-
ing afterwards. Looking at the symptoms of the baby, various
injectable drugs, and the sudden surgery and rehabilitation
treatment for the baby's survival, they also felt that they were
facing difficulties.

Seizures frequently occur when getting a tooth or hav-
ing a cold. At first, it was scary, rather than surprising.
Yeon was also very hard. But now, I am worrying about
whether the seizure duration or pattern will get worse.
(Yeon's father)

Just one month after the baby was discharged from the
hospital, he had cardiac arrest. The doctor told me that he
had aspiration pneumonia when feeding a special for-
mula. We did not know that he could get sick like that. I
called 911 first, and after I performed CPR about five
times, 911 arrived. (Soo's father)

2) Rehabilitation, the most important treatment that can be giv-

en to my child

Fathers all agreed that rehabilitation was the most im-
portant treatment for their children and that it was highly
necessary. Therefore, after the start of rehabilitation, the in-
fants had been receiving treatment almost every day, except
on weekends. They thought that if they took a day off from re-
habilitation, the child's condition would return to its original
state, and they worried that the child might not be able to walk
later.

I have to go to rehabilitation training unconditionally.
Among the extremely low birth weight children who did
not receive rehabilitation, they could not do anything on
their own later. In contrast, some children who received
rehabilitation therapy could stand and walk around, and
they began to live their daily lives. Yeoni has been to a re-
habilitation hospital since she was very young. (Yeon's
father)

3) Relief due to the child's developmental improvement, and

desire for more improvement in the future

Fathers were already accommodating the developmental
delay as if it was a familiar term. However, fathers were re-
lieved when their children experienced developmental im-
provements, and changed little by little, although the progress
was slowly achieved. Since they had the goal of wanting the
child to grow up and have the ability to walk and become
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self-reliant, they were able to continue rehabilitation treat-
ment and feel positive while waiting,.

After undergoing rehabilitation for six months, we
heard "Soo could be able to walk. Soo definitely got good
parents. Let's do something more." (Soo's father)

5. A Father's Getting Meaning in Life through Children

1) The financial burden faced by dad

It was inevitable that fathers worried about medical ex-
penses for their children. Since most families need more than
one adult to take care of their children, the mother played the
main role, and it was practically impossible to have two
earners. Even in a double-income family, one of them took on
the role of the main caretaker who cared for the child after a
leave of absence, and the other (mostly the father) had the re-
sponsibility of paying for treatment.

Hospital expenses cost a lot, and there are a lot of extra
expenses as well. Additionally, the economic burden is
passed on to my household and we need the money to
take care of the eldest child. That is very burdensome for
me and my wife. (Soo's father)

Eventually, money is key. Economic conditions con-
trol a lot. As time goes by, I think that the situation may
be getting worse and worse. (Yeon's father)

2) My child who became the reason for my existence

For fathers, their children were the reason for their ex-
istence, beyond just beings that needed care, children were
reasons for the fathers to live. Life was supported by children,
and life without children was unthinkable.

We, as a couple, are most grateful for not giving up in
this situation, and I hope that our luck gave us strength.
The most difficult thing in my life is the baby. For those
long years, half of his life, he lived in a hospital. He is al-
ways on my mind. (Woon's father)

3) Setting goals for my life with my child

Fathers' lives are always planned with their children. Their
children are always at the center of their lives since their wives
become pregnant, and this continues to be true even in diffi-
cult circumstances during children's treatment. The fathers
expressed the goal of living with their children; while they
were confident that the child would get better, they still pre-
pared for the possibility that the situation would not improve.

On the premise that Yeon cannot have a normal life, I
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think so far in advance. I think about spending on a spe-
cial school or something like that. Wouldn't it be better to
spend on a better school, in a better environment, and
have more of that than a cramped place? I am thinking
about Jeju Island where we can live close to nature. I
think it will get better, but it could get worse. (Yeon's fa-
ther)

DISCUSSION

The qualitative case study method was used to conduct a
multiple case study analysis of the life experiences of fathers
raising children with CP who were born as premature infants.
The first emotion that the fathers encountered when they ex-
perienced the birth of a premature baby was regret for the in-
sufficient initial response. The fathers thought that the first
hospital visit due to the unexpected and sudden signs of pre-
mature birth was not very helpful for the mother and child in
that situation. This aligns with the findings of previous stud-
ies that the fathers of premature infants experience a loss of
control and ambivalence during the birth process of their chil-
dren, but find it difficult to express their feelings and experi-
ence a sense of helplessness because of the feeling that there is
nothing that they can do for the child being born [16,17]. Since
premature birth is a situation where the child must be com-
pletely entrusted to the medical staff, they had no choice but
to trust the medical staff to look after the baby [18].

In this study, fathers did not expect their child to be admit-
ted to the NICU, and therefore encountered the early birth of a
child without information or experience about the NICU.
Whether the child was born through a difficult pregnancy
process or was conceived by a sudden pregnancy before mar-
riage, fathers were surprised by the sudden arrival of the baby
before the end of the 40-week pregnancy period. Parents with
newborn babies hospitalized in the NICU were found to expe-
rience high levels of stress when they saw their children being
treated with various monitors and machines, including the
ventilator [19].

The fathers were concerned that their premature babies
were too small to be touched, and were not sure whether the
children would survive immediately after birth. The fathers
had to accept the fact that they were being separated from
their babies by hospitalization [20]. These results are similar to
the results of previous studies that found that fathers felt like
outsiders because they were separated from their children
who were born prematurely, and fathers felt like they were
observers during their infants' stay in the NICU [21]. In partic-
ular, the fathers of high-risk newborns have feelings of loss of
control, anxiety, helplessness, and fear of prognosis during
the hospitalization period of their children. Medical staff
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mostly provide interventions that focus primarily on mothers
and infants, and fathers feel alienated at this time [22].

Parents of preterm infants have higher levels of stress than
parents of full-term infants [23]. Despite negative effects on
the experiences and perceptions of parents with children [24],
the health status of the child and the experience immediately
after birth have a significant impact on the formation of at-
tachment and perceptions of the early father-and-child rela-
tionship. Therefore, medical staff should provide accurate in-
formation about the health status of premature infants and to
give fathers opportunities to meet their children in person and
participate in caring so that premature infants and fathers can
form a positive attachment to each other [25].

As the paradigm of nursing in the NICU has recently shift-
ed from patient-centered to family-centered nursing, several
international hospitals have created an environment in which
parents can visit autonomously and they encourage parents'
visits. It has been confirmed that as the number of visits and
caring activities of parents increases, the stress of parents de-
creases [26]. In Korea, medical staff should make efforts to
prepare active interventions such as self-visiting and to pro-
vide family-centered care.

According to the experiences described by the fathers, vari-
ous psychological states could be examined. One of these
states could be expressed as being in the position of a father
who seemed to be unable to function at all. Based on the fa-
thers' reported experiences, the mothers of their children felt
guilt and depression. In fact, mothers of premature infants
hospitalized in the NICU were found to regret and resent the
situation in which they had no choice but to give birth pre-
maturely, blaming everything on themselves. At the same
time, they experienced a strong urge to give up their children
and a fear of why this might happen to them, and the degree
of depression felt by mothers was higher when the child born
prematurely had a disability [18,27].

In this situation, the husband was the person who was the
greatest comfort to the wife. The fathers faced a major burden,
but did not express themselves even in difficult situations,
and instead just comforted themselves and had to make deci-
sions without being biased by emotion [18]. In the Confucian
patriarchal system, men value authority and strictness, and
do not show their feelings well [28]. However, in modern soci-
ety, gender roles have changed, and the father is expected to
participate in parenting, aiming to be a father who is like a
friend [28].

In addition, in a study on the adaptation process after the
discharge of premature infants, the lack of external support
was identified as a major condition making it difficult to adapt
[29]. It is necessary to provide more accurate and specific in-
formation about the child's condition, various medical in-
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formation required for the child, and parenting methods to
parents of premature babies. In addition, it is necessary to es-
tablish a child rearing support program for parents raising
children diagnosed with disabilities, a support system in the
community, and a counseling center.

The fathers in the present study stated that they were going
through a process of treatment that they felt was like a tunnel
with no end. The premature children were admitted to the
NICU and had to overcome life-threatening hurdles several
times, and but emergency situations could occur after the chil-
dren were discharged and cared for at home. After the diag-
nosis of CP, time passed in the course of treatment, including
extensive rehabilitation. The moments of life the baby went
through were the same as in the life of the father.

The task remaining for fathers who have already overcome
the long treatment process is rehabilitation for their children.
In addition, since children with CP have more demands than
normal children and require long-term care, the mother, as
the main caregiver, may experience psychosocial problems
such as depression, anxiety, and burnout [7]. Therefore, con-
structing a program that reduces depression and parenting
stress and promotes the parental role is required.

Although it is very slow, it is a joyful experience for the fa-
ther to watch a child accomplish each stage of development
one by one, overcoming difficult moments of crisis and show-
ing changes. Therefore, fathers can never give up during the
rehabilitation process, and they work especially hard. This re-
sult is similar to that of previous research according to which
it felt like nothing was visible because they were currently ina
dark and long tunnel, but the point in the distant future where
they can exit the tunnel at the end and go out to a brighter
place indicates the end of rehabilitation treatment [27]. Fathers
want sufficient information for children in need of continuing
rehabilitation treatment. National initiatives and services for
families of premature babies should be considered [30].

Nonetheless, a previous study showed that fathers came to
face reality, accept the child as family, and think about the fu-
ture [21]. Likewise, the fathers who participated in this study
also derived meaning in life from the existence of children.
For these fathers, their children were the reason for their ex-
istence and the reason for them to live.

The results of this study are not limited to children with CP,
but can be extended to the experiences of fathers raising chil-
dren with developmental delays due to a broader group of
brain lesion disorders or other causes. In terms of nursing
practice, the results of this study are expected to contribute to
expanding awareness of the lives of children born pre-
maturely and diagnosed with CP, their fathers, and their fam-
ilies, and to help nurses provide the type of nursing care that
is actually needed.
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CONCLUSION

This study used the multi-case study analysis method with
nine study participants to obtain insights into the life experi-
ences of fathers raising prematurely-born children with CP,
and how their family life was affected. Qualitative case study
research was conducted. Through the process of interviews
with participating fathers, 'the five main experiences of the
meaning of life created through children were "regret for an

non

insufficient initial response", "confronting my child born as a

non

premature baby", "the position of being a dad who can't do
anything", "the process of treatment like a tunnel with no exit",
and "a father's getting meaning in life through children".

The results of this study show that there is a need to devel-
op a differentiated intervention program that supports and
helps fathers to more actively express their emotions, relieve
stress, and have more positive adaptation in the child-raising
process. In addition, it can be used as basic data for establish-
ing a support system and counseling center in the community
as well as a parenting support program for parents of children
with disabilities.

A limitation of this study is that the age of the children of
the participating fathers was 12 months to 35 months, so
broader variety of cases that would enable exploration of dif-
ferent experiences according to age was not included. In this
study, the experiences of fathers of prematurely-born children
with cerebral palsy were examined, but it will be helpful to
conduct further research among fathers of premature infants
with various diseases and disorders. In future studies, it will
be necessary to study the experiences of fathers of premature
babies, including more diverse ages and diseases. Fathers' in-
terest and participation in child-rearing are increasing, and in
a social atmosphere whether this is considered natural, this
study targeted fathers of premature infants, who have not yet
been studied in Korea, to obtain a deeper understanding of fa-
thers in clinical settings and local communities in the future.
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