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Abstract

Background: Mothers who experience preterm delivery express feelings of failure and suffered
emotional stress because of their lack of preparation for the premature birth and the uncertainty
surrounding the newborn's survival and longevity. This study aimed to explore the perceptions

and challenges of mothers having preterm newborns in a Neonatal Intensive Care Unit.

Methods: A descriptive phenomenological study employed using purposively selected ten mothers
of preterm babies at Tikur Anbesa Specialized Hospital from Jan 20 to Feb 20, 2025. An open-
ended interview guide was used for generating data. Then, the generated interview data was au-
dio recorded, transcribed, translated to English and imported to Atlas.ti 25 for data analysis. Fi-
nally, Colaizzi's 7-step approach to inductive thematic analysis was used for the final data analy-
sis. Trustworthiness of the research was ensured by implementing the four Lincoln and Guba cri-

teria.

Results: Mothers described the experience of preterm birth as a sudden, overwhelming, and emo-
tionally traumatic event, often accompanied by negative emotions like feelings of fear, sadness,
worries, and hopelessness. Many perceived that preterm babies might not grow or survive. Dur-
ing their stay in the Neonatal Intensive Care Unit (NICU), these mothers faced numerous chal-
lenges, including a lack of adequate counseling, scarce resources, and the unfamiliar and intimi-
dating environment. They emphasized the need for both emotional and practical support from

healthcare providers, family members, and the broader community
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Conclusion: Mother’s perception of preterm babies is a source of emotional distress in the

NICU, alongside unexpected early birth, early separation from their baby, and uncertainty about

survival. Strengthening emotional support, improving hospital facilities and counseling services,

and raising awareness are vital to reduce stress and promote better outcomes.

Keywords: Perceptions, Preterm, Neonates, challenges, Neonatal Intensive Care Unit

Background

A preterm newborn is one that is born alive
before 37-weeks of pregnancy, is a global
health concern (1). It can result from spontane-
ous labor or medically indicated inductions to
terminate pregnancy. Each year, over 15 mil-
lion infants are born prematurely, with approx-
imately one million deaths due to associated
complications (2-4). This burden is particular-
ly high in low- and middle-income countries,

including sub-Saharan Africa and South Asia
).

When a baby is born prematurely, the end of
the pregnancy is usually sudden and unex-
pected (6). Mothers who experience preterm
delivery express feelings of failure and inade-
quacy, as they perceive an inability to carry
their pregnancy to full term and to defend their
babies from damage and distress. Moreover,
when mothers have the opportunity to see their
newborn, many find the infant's physical ap-
pearance and behavior to be a source of stress.
Majority of the mothers of preterm infants ex-
periencing negative emotions during their ini-
tial encounter with their baby, including fear
regarding the infant's small size, concerns
about their medical condition, and feelings of

detachment, and they are at a higher risk of

experiencing compromised postpartum men-
tal well-being (7-9).

Perceptions of mothers are deeply influenced
by emotional, cultural and situational factors.
Mothers of preterm babies face various emo-
tional and socio-economic challenges. The
emotional and psychological problems in-
clude feelings of anxiety, fear, guilt and de-
pression (10-12). Many mothers feel anxiety
and fear for their baby’s health, survival, and
future development, often coupled with guilt
or self-blame for the early birth, they perceive
their preterm babies as not grow, fragile and
in need of constant care and monitoring (8, 9,
13). Neonatal Intensive Care Unit (NICU) is
an unfamiliar and frightening environment
for parents (14). Various studies indicate that
the hospitalization of infants to NICU is a
difficulty experience, described by mothers as
“full of stress’’ (15). Maternal stress can have
long-term negative effects on the mother and
infant, and those infants are at increased risk
for adverse developmental, cognitive, and

mental health outcome (16).

Mothers can understand the preterm babies
based on the appearance of the newborns they
described as the babies born early are small in

size, weak, underweight, have visible veins
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around the abdomen, wrinkled skin and have
sunken forechead (17). Also,

mother, carrying heavy loaded material, acci-

being young

dent at pregnancy time, family conflict, being
beaten by a husband, illness during pregnancy,
The will of God, evil eye and curse were per-
ceived by mothers as the causes of preterm
birth (3).

Several studies conducted in different country
including Ethiopia, on community perceptions
and experience on caring of premature babies
found that warmth for preterm newborns was
universal care. It is provided by wrapping cot-
ton cloth, making fire inside the house, closing
window and doors, exposing to sunlight, de-
layed bathing after birth and keeping the baby
inside the house all the time. Besides this ex-
pressing or squeezing breast milk to a cup and
using a spoon to feed the preterm newborn is a
widespread practice across all countries. Also,
frequent bathing, changing cloth, cleaning
equipment, cleaning the breast before feeding
and using wipes was the most common practice
to keep premature babies hygienic (3, 18-
21).Social pressures, such as stigma and judg-
ment from the community, leads mothers' to
isolation and stress, additionally inadequate
family support, high medical costs, insufficient
counseling from health workers, uncomfortable
NICU environment and challenges with feed-

ing are existed problems (10-12).

Understanding a complex parental/mothers
experience to a greater degree is important to

take evidence-based action to improve maternal
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health, promote child development, and im-
prove long-term health outcomes for both
mothers and their preterm babies. Finally, pre-
term babies need close follow-up and pro-
longed care at home after being discharged
from the NICU. Mothers are primary care giv-
ers and have the greatest responsibility in car-
ing for their infants. Therefore, maintaining
maternal health and well-being is crucial. The
aim of this study was to gain a deeper under-
standing of mothers’ perceptions to raise
awareness and identify effective interventions
and support strategies based on the challenges
they faced.

Methods

Study setting: The study was conducted at
Tikur Anbessa Specialized Hospital, located in
Addis Ababa, the capital city of Ethiopia,
which is the main teaching hospital for Addis
Ababa University. The hospital’s neonatal in-
tensive care unit includes separate critical, sub-
critical and kangaroo mother care rooms.. On
average, 696 preterm infants are admitted an-

nually.

Study design: A descriptive phenomenologi-
cal study design was used to explore mothers’
perceptions and challenges with preterm ba-
bies in NICU.

Study participants: Mothers of premature
neonates admitted to NICU during the data

collection period.

Eligibility criteria: Mothers with preterm

(less than 37 weeks of gestation), underweight
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(less than 1500 gram) and a sick neonate in the
NICU for more than a week were included in
the study. Mothers who were unwilling to pro-
vide voluntary informed consent were excluded
in adherence to research ethical guidelines, as
participation must be entirely voluntary. Addi-
tionally, mothers who were extremely ill or had
a known history of mental illness were exclud-
ed to avoid placing stress on them and to en-

sure the reliability of the data.

Participant recruitment: This study em-
ployed purposive samples of mothers with the
phenomenon being studied and who could pro-
vide rich and relevant information. Before re-
cruiting study participants, the newborns’ pro-
files reviewed to determine their gestational
age, health condition and admission date to se-
lect appropriate mothers for the in-depth inter-
view. A total of 10 mothers were included in
the study which was determined based on the
principle of data saturation [where no new ide-
as or concepts emerged from additional inter-
views]. Saturation was assessed continuously
throughout data collection and daily analysis.
The saturation ensured in the areas of mothers’
understanding of preterm birth, their emotional
responses to preterm delivery and NICU ad-
mission, perceived challenges, and the need for

social and familial support.

Interview guide and procedures: The inter-
view guide was developed from related litera-
ture (1) .The interview guide included eight
topic guides with different probing items. It

was initially prepared in English and then

translated into Ambharic to facilitate effective
communication during interviews. The inter-
view guide included topics such as partici-
pants’ socio-demographic characteristics, per-
ceptions of preterm birth, perceived causes,
infant care practices, challenges faced, emo-
tional responses, and support they needed (see
table).

through face-to-face using in-depth interviews

Supplement Data were collected
using interview guide that allowed partici-
pants to express their perceptions and experi-
ences of having a preterm newborn, from the
birth of the preterm baby through admission to
the NICU, including their plans and concerns
for care after discharge. All interviews were
conducted by the principal investigator (PI)
[TM] at TASH. Audio recordings were made
after participants consented, and observational
notes were taken to capture non-verbal re-
sponses such as facial expressions and emo-
tional reactions. Each interview was tran-
scribed verbatim at the end of the day after
listening and re-listening of the recordings

multiple times to ensure accuracy.

Data analysis processing: Data collection
and analysis were carried out simultaneously
due to the nature of qualitative study. The au-
dio-recorded interviews were transcribed and
translated verbatim into English by the princi-
pal investigators [TM & HA]. Notes taken
during interview on non-verbal responses such
as facial expressions and emotional reactions
of the respondents were also included in the

audio-recorded transcription. The interview
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transcripts were then coded using the qualita-
tive data analysis software ATLAS.ti version
25. The interview transcripts were analyzed
using inductive thematic analysis following
Colaizzi’s descriptive phenomenological ap-
proach (22). Step 1: Familiarization: the PI re-
peatedly listened to the audio recordings and
read the verbatim transcripts of all interview’s
multiple times. Step 2: identifying significant
statements: PI reviewed the interview tran-
scripts and systematically identified statements
that were directly related to the phenomenon
being investigated. Step 3: Formulating mean-
ings: related codes were grouped in ATLAS.ti
to develop conceptual categories that reflected
shared meanings across participants’ state-
ments. Step 4: Clustering theme: based on the
formulated meanings, clusters of related ideas
were developed and organized into broader
themes that represented the key aspect of par-
ticipants’ perspectives. Step 5: Developing an
Exhaustive Description, step 6: Producing the
fundamental structure of the phenomenon. Step
7: Seeking verification of the fundamental
structure: the PI attempted to contact several
participants to validate the findings. Although a
few participants responded, this process en-
sured that the interpretations accurately reflect-
ed their insight and experiences and allowed
for any necessary clarifications or corrections

to enhance the study’s credibility.

Trustworthiness: In ensuring trustworthiness
four basic Lincoln and Guba criteria (23) of

qualitative study were maintained.
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Credibility: ensured through prolonged en-
gagement of investigator with study partici-
pants was done, starting from thinking in re-
searcher minded about participants recruit-
ment, through audio recorded interview with
iterative questioning, and through verbatim
transcription after listening and re-listening
records two to three times. Member checking
was conducted after the interviews were tran-
scribed and preliminary findings were identi-
fied.

Transferability: thorough detailed descrip-
tion of the study area, research design, data
collection, and analysis process the results
were given in to ensure the transferability of
the research findings to similar settings.
Dependability: To ensure dependability, each
stage of the research process was carefully
documented, including interview transcripts,
the coding process and key decisions made
from data collection to analysis. The entire
process from listening to recordings to analy-
sis was carried out with a peer researcher (a
colleague with similar academic qualifica-
tions) to enhance the study dependability.
Conformability: Field notes and audio rec-
ords were kept as an audit trial to confirm that
the data interpretation accurately reflects the
participants' own words rather than the re-
searchers' opinions or views by using the par-
ticipants' own words from interview tran-
scripts.

Ethical consideration: Ethical clearance for

the start of the study was obtained from the
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Institutional review board (IRB) with protocol
number SNM/18/2025 of Addis Ababa Universi-
ty, College of Health Sciences, School of Nurs-
ing and Midwifery, Department of Nursing.
Official letters of cooperation were obtained
from nursing department of Tikur Anbesa spe-
cialized hospital. Before conducting the study,
the purpose, general content and nature of the
investigation was explained to each respondent.
The subjects were informed that any infor-
mation they provided was kept confidential and
their names were replaced by a code identifica-
tion number during data collection, analysis
and reporting. Additionally, the respondents
were informed that their responses would not
bring any harm to them. The participants were
signing the consent form indicating their volun-
tary participation in the study and permission

for the audio recording of the interviews.

Result

Demographic characteristics of participants

Based on data saturation, 10 mothers were in-
cluded in the study. Most of the study partici-
pants (90%), were aged 25-34 and all resided in
urban areas. Eight (Eighty percent) were ortho-
dox, while twenty percent were Muslim. Nini-
ty percent of the mothers were married, and
seven (seventy percent) were housewives. Re-
garding education, five (fifty percent) had
completed secondary school, two (twenty per-
cent) had no formal education, and three (thirty
percent) of the study participants held a B.Sc.

degree.

Emerged themes

In this study, all audio-record and filed notes
were transcribed and generated 101 quota-
tions, 29 codes, 10 sub-themes and 4 main
themes regarding the perception and challeng-
es of mothers with preterm babies in neonatal
intensive care unit. The main extracted themes
were mothers’ emotional experience, mothers'
perception of preterm birth, need for support,

and challenges faced during NICU stay.

Theme 1: Mothers' perception of preterm

babies

Since preterm birth is an unexpected event for
which mothers were often unprepared, most of
the mothers in this study reported experienc-
ing a range of negative feelings initially after
preterm birth, including fear of losing their
baby and difficulty of coping with early sepa-
ration. One 34-year-old mother explored her
experience of having a preterm baby as deeply
painful and overwhelming:
“Having a premature baby is very
painful because it feels like a disaster
or “meati” has come upon you. Raising
a premature baby is a huge burden. 1
feel like I could lose her suddenly over
some small thing. I'm in two minds
about whether she will survive. it is a

huge disappointment.” (Participant 7)

Many respondents believed that a baby born
prematurely might not grow, and they ex-
their

pressed uncertainty about whether

newborns would survive, and they expressed
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initial shock at seeing their preterm newborns
attached with different medical devices.
“I was not feeling well; when I came to
see her, [ was overwhelmed, shocked and
didn’t  think
vive.” (Participant 6)

she  would  sur-
“When I first entered the neonatal inten-
sive care unit, I was shocked to see my
son with his nose, hands, and feet at-
tached to medical instruments. I didn’t
expect it to be like that it wasn’t what |
had initially thought.” (Participant 10)
Majority of participants in this study recog-
nized a preterm baby based on gestational age
and physical appearance, described it as “a ba-
by born early before the normal due date” and
described them as small, fragile, and underde-
veloped, with low birth weight (Participant 8).
In this study, mothers’ perceptions of preterm
birth causes included maternal illness (e.g., hy-
pertension, diabetes, and premature rupture of
membranes), overwork and poor diet during
pregnancy, and the will of God. Also, their un-
derstanding of caring for their preterm babies
centered on thermal care, exclusive breastfeed-
ing, hygiene, and infection prevention. All par-
ticipants recognized the importance of keeping
their babies warm and reported using various
methods such as exposing the baby to sunlight,
wrapping the baby in layers of clothing, prac-
ticing skin-to-skin contact, keeping doors and
windows closed, placing pots of hot water in
rooms, and using charcoal fires to maintain a

warm environment. They noted that frequent

hand washing, maintaining their own personal
hygiene, keeping their babies clean, limiting
the number of visitors to maintain babies’
health, and they planned to exclusively breast-
feed their babies for the first six months.
“I think the things that cause a baby to
be born prematurely are maternal ill-
ness, not taking care of yourself during
pregnancy, not getting enough rest,
working too much without rest, and not
following a proper diet.” (Participant 7)
“For me, God is the one who gave me
my preterm baby. I say Amen and accept
it. He is the one who created everything,
and 1 believe that He is the reason why
some children are born prematurely. He
gives in time and without time”.
(Participant 2)
Theme 2: Mothers’ emotional experience
Many participants described experiencing
deep emotional distress following the prema-
ture birth and admission of their babies to the
NICU, describing feelings of sadness, hope-
lessness, fear, worry and emotional detach-
ment. Some of the responses quoted as:
“I'm really worried about having a
premature baby. I'm worried because 1
see that she is very small, and I feel like
she might die from something. I don't
think she’ll even grow up.” (Participant
6)
“I am so sad that my son has been ad-
mitted to the Neonatal Intensive Care

Unit. I am crying all the time. Because
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he is so small, his veins are difficult to

find, and he is struggling.” (Participant

1)
Theme 3: Social and/or healthcare provider
support
Included mothers expressed a need for support
from healthcare providers, family and the com-
munity as the experience of having a premature
baby. They described wanting close follow-up,
guidance, and explanations from professionals
to help them care for their babies and correct
any misunderstandings. Some mothers also re-
ported experiencing significant mental stress
during their NICU stay and in the postnatal pe-
riod, which puts them at greater risk for mental
health challenges and need for psychological
support. They highlighted the need for both
practical and emotional support of family and
the community. A 34-year-old mother shared
that due to her baby's condition and concern for
her baby's well-being, she could not prepare the
traditional ceremony at her home, typically ex-
pected after childbirth. “What I also want from
the community is for them to understand my
Situation, rather than isolating
me.” (Participant 7). Others also discussed the
need for support as stated as:
..... I would be happy if there was a
way to get psychological support/
treatment, including advice, monitor-
ing, and support from health profes-
sionals.” (Participant 9)

“Since everything is new to me, I need

support. It would be good if someone

lived close to me, spent time with me,

and help me at this time, especially my

family.” (Participant 4)

Theme 4: Challenges faced during NICU
stay

Lack of clear information from healthcare
providers remain key challenges reported by
participants during their stay in NICU. Many
of the participants shared that they were not
clearly informed about their baby’s condition
and its related procedures. Other challenges
mothers faced were a lack of resources and
unfamliarity with the NICU environment. Par-
ticipnat 4, stated that the healthcare provider
only told me that:

........ my son was born prematurely
and needed to be admitted to the Neo-
natal Intensive Care Unit. My son's
condition worries me because I do not
understand what is being done to him
and why it is being done.” (Participant
4)

Another participant, complained about per-
formng basic human needs and stated her con-
ditions as:

“During my stay in this unit, I faced
difficulties to carry out daily basic
needs such as taking a shower, washing
my clothes, and changing clean clothes,
which hy-
giene.” (Participant 6)

affected my personal
Similarly, another mother complained that she
could not get what she wanted to eat during

her stay in hospital.
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“If I were at home as a postnatal moth-
er, I would eat and drink whatever 1
could find, recover myself properly, and
get enough sleep and rest. Everything is
uncomfortable  and  causing  me
stressed.” (Participant 9)

Discussion

This study aimed to explore the perceptions
and challenges of mothers with preterm new-
borns in the NICU at TASH in Addis Ababa.
Through inductive thematic analysis, four key
themes were identified such as mothers’ emo-
tional response, mothers' perception of preterm
birth, need for support, and challenges encoun-

tered during NICU stay.

According to the study's findings, mothers who
experience dread, grief, and pessimism after an
unexpected preterm birth and struggle with ear-
ly separation or NICU admission are in great
mental distress. Mothers voiced uncertainty
about the fate of their preterm born babies, be-
lieving that the newborn might not grow or sur-
vive. The event was characterized by many as
abrupt, overwhelming, and devastating. The
finding is consistent with a study conducted in
Bhairahawa(24), United Arab Emirates(25),
Nepal(10) and Rwanda(11), in which mothers
reported experiencing negative feelings due to
unexpected early birth and detachments from
their babies, and because of their perception of
their newborns and uncertainty about their sur-
vival. This implies that mothers’ perception of
their newborn can have a negative impact on

their emotional well-being. Therefore, provid-

ing timely emotional support, clear infor-
mation, and counseling through healthcare
providers is essential. The study additionally
highlights the emotional stress that mothers
experience because of their babies' health.
Their mental distress was exacerbated by wit-
nessing their infants connected to numerous
medical devices, breathing through oxygen
machines, and receiving nourishment through
a tube. Similar findings have been reported in
studies from Rwanda(11), United Arab Emir-
ates(25), Bhairahawa(24), Nepal(10),

Southern Ethiopia (26), where mothers ex-

and

pressed emotional strain linked to the con-
cerns about their babies’ fragile conditions.
This highlights the need for healthcare provid-
ers to offer emotional support and clearly
communicate with mothers to help them cope

during their admission and hospital stay.

In this study, the participants defined preterm
baby as “a baby born early” before nine
months, at seven or eight months based on
gestational age. They also recognize preterm
babies by physical characteristics, describing
them as small, with low birth weight, underde-
veloped organs, reduced alertness and diffi-
culties with feeding and breathing. The find
concurs with the studies conducted in Bangla-
desh(17), Ghana(27), Malawi(28), and South-
ern Ethiopia (3) where the concept of preterm
birth is linked to birth occurring before the
completion of a full-term pregnancy and baby
is too small. In addition, the causes of prema-

ture birth, as perceived by mothers, were

199



Ethiopian Journal of Pediatrics and Child Health, 2026, 21(2)

ISSN 2413-2640

elSSN 2519-0334 Mulugeta et al.

associated with maternal factors like illness
during pregnancy, not eating good quality and
enough food, doing excess household duties,
family history of preterm birth, and the will of
God. This finding support study conducted in
western African countries (29), rural Mango-
chi, Malawi (20, 28) and Southern Ethiopia (3).

The results emphasized the varied and complex
support requirements of mothers with prema-
ture babies. The primary focus of these require-
ments was on healthcare practitioners, family
members, and the community. Mothers indicat-
ed a significant dependence on healthcare pro-
viders, observing that premature birth is fre-
quently unforeseen and emotionally distressing.
Consequently, they underscored the necessity
for ongoing follow-up, assistance, and explicit
communication from healthcare personnel to
assist families in nurturing their infants and to
avert misconceptions. The psychological im-
pact of the NICU experience was often empha-
sized. A multitude of mothers articulated a ne-
cessity for psychological support from
healthcare professionals to manage stress and
mitigate the danger of mental health issues.
This finding aligns with a prior study conduct-
ed in Arba Minch, Southern Ethiopia (3). Fami-
ly and community support emerged as crucial
in helping mothers of premature babies cope
emotionally, especially those balancing care for
hospitalized infants and other children at home.
Mothers also emphasized the need for under-
standing and acceptance from their communi-

ties, rather than criticism of them due to unmet

cultural expectations. Consistent with other
studies from urban settings in the Greater Ac-
cra region of Ghana (9). Participants called
for a holistic support system including educa-
tion, counseling, discharge preparation, and
peer support from healthcare providers (30).
These findings imply that achieving positive
outcomes for mothers of premature infants
requires a holistic support system that encom-

passes medical, familial, and community.

The study revealed that mothers faced multi-
faceted challenges during their NICU stay,
including inadequate counseling, poor com-
munication from healthcare providers, lack of
resources, and a stressful, unfamiliar environ-
ment. Many mothers reported confusion and
emotional distress due to unclear explanations
and unapproachable staff. This was supported
by other previous studies in which the health
professionals lacked compassion, were inat-
tentive, and did not fulfill their responsibilities
(1, 31, 32). These communication gaps sig-
nificantly increased maternal stress and point
to the urgent need for improved parent-
healthcare provider interaction and counseling
protocols in NICU settings. Additionally,
mothers struggled with poor sanitation facili-
ties, limited space for self-care, and the bur-
den of purchasing unavailable medications
and lab tests from private sources, impacting
both their physical well-being and financial
stability. Similarly, previous studies reported
that mothers were challenged with inadequate

facility, lack of space to take rest, lack of bath
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room and shortage of some Medicines and la-
boratory test (1, 11, 26, 33, 34).

The NICU environment itself, unlike the com-
fort of home, was emotionally and physically
challenging, with limited opportunities for rest
and bonding due to separation from their new-
borns. This finding is in line with earlier stud-
ies conducted in Eastern United States, Jordan,
South Africa, Iran and Ethiopia (15, 35-38).
Finally, the study has several strengths, such
as, to the knowledge of the investigators, it is
the first study conducted in Ethiopia that ex-
plores mothers’ perceptions and challenges of
having preterm newborns in a NICU. The study
also tried to provide an in-depth understanding
of mothers’ opinions and experience by mini-
mizing researcher influence during each inter-
view. However, the study has limitations that
include mothers of preterm babies across all
categories extremely preterm, moderate pre-
term, late preterm and sick neonates. As a re-
sult, their responses may vary depending on the
degree of prematurity, which may influence the

consistency of the findings.
Conclusions

Mothers described preterm birth as unexpected,
overwhelming, and traumatic. They experi-
enced emotional, physical, and financial issues
after premature birth and in the NICU. This
was mostly due to unexpected preterm birth,
their perception that preterm babies might not
grow or survive, early separation, uncertainty

about their babies' survival, the unfamiliar
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NICU environment, and challenges with hos-
pital environment and care providers, such as
inadequate counseling, lack of compassionate
care, and limited resources. Fear, anxiety,
worry, and hopelessness were the most com-
mon negative experiences which can cause
psychological stress and mental health con-
cerns. Some mothers misunderstood preterm
birth and caregiving. More than medical care
for their babies, mothers need assistance from
healthcare professionals, relatives, and the
community to minimize stress. To lessen ma-
ternal stress and financial pressure, hospitals
should address pharmaceutical and laboratory
shortages and enhance facility conditions. We
should also dispel misconceptions regarding
causes and caring behaviors among mothers

and support preterm newborn mothers.
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