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ABSTRACT

Background: Mothers who experience preterm delivery express feelings of failure and
inadequacy, as they perceive an inability to carry their pregnancy to full term and to defend their
babies from damage and distress. Most of them suffered emotional stress because of their lack of
preparation for the premature birth and the uncertainty surrounding the newborn's survival and

longevity.

Objectives: To explore the perceptions and challenges of mothers having preterm newborns in a

Neonatal Intensive Care Unit at Tikur Anbesa Specialized Hospital Addis Ababa, Ethiopia

Methods: A descriptive phenomenological study design was conducted among 10 mothers of
preterm babies at Tikur Anbesa Specialized Hospital from Jan 20 to Feb 20, 2025. Purposive
sampling technique was used to select study participants. Open-ended interview guide was used
for collecting data. The interview was audio recorded, transcribed, and translated to English. The
transcript was imported to Atlas.ti 25 qualitative data analysis software for coding. Finally,
Colaizzi's 7-step approach to inductive thematic analysis of the results was used. Trustworthiness
was ensured by implementing Lincoln and Guba criteria of credibility, transferability,

dependability, and conformability.

Result: Mother recognized preterm babies by gestational age and physical characteristics. As
babies born early, nine months before, and small in size, they have underdeveloped organs and
reduced alertness. Mothers described the experience of preterm birth as a sudden, overwhelming,
and emotionally traumatic event, often accompanied by negative emotions like feelings of fear,
sadness, worries, and hopelessness. Many perceived that preterm babies might not survive.
During their stay in the NICU, these mothers faced numerous challenges, including a lack of
adequate counseling, scarce resources, and the unfamiliar and intimidating environment of the
NICU. They emphasized the need for both emotional and practical support from healthcare

providers, family members, and community.

Conclusion and recommendation: Mother’s perception of preterm babies is, in itself, 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

Xi



facilities, counseling services and raising awareness are vital to reduce stress and promote better

outcomes.

Keywords: Mothers’ perceptions, Preterm, Neonates, challenges, Neonatal Intensive Care Unit.
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1. INTRODUCTION

1.1 Background

A preterm newborn is one that is born alive before 37 full weeks of pregnancy (1). Preterm
birth is occurring due to spontaneous preterm labor or through induction of labor for medical
indications to terminate pregnancy. According to World Health Organization (WHO) report an
estimated fifteen million babies are born prematurely worldwide in each year, indicating more
than 1 in 10 babies (2, 3). Approximately one million newborns die every year due to
complications associated with preterm birth (4). The burden of premature birth is high in low-
and middle-income countries, especially those in southern Asia and sub-Saharan Africa
(SSA). There is a significant difference in survival of premature babies between the countries,
more than 90% of extremely preterm babies (less than 28 weeks) born in low-income
countries die within the first few days of life, yet less than 10% of extremely preterm babies

die in high-income settings (5).

Premature babies are prone to severe illness or death during the first 28 days of life. The
survival and health outcomes of premature babies depend on the interventions provided to
their mothers early, either before or during birth. These interventions include steroid injections
before birth, antibiotics administered when the membranes rupture prior to labor, and
magnesium sulfate to prevent future neurological impairment in the child. Additionally, there
are specific interventions for preterm newborns, such as thermal care, feeding support,
Kangaroo Mother Care, and respiratory support (6, 7) . Many survivors face a lifelong
disability such as learning difficulty, visual impairment, hearing problems and non-
communicable diseases in their later life (8).

Mothers with preterm births are at a higher risk of experiencing compromised postpartum
mental health and negative feelings about their babies, as well as the unpredictability of the
life event (9, 10). Their perceptions of preterm births are deeply influenced by emotional,
cultural, and situational factors. 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 (10,

11). They perceive their preterm babies as fragile and in need of constant care and monitoring



(12). Interactions with healthcare systems, especially NICUs, can be overwhelming but may
also build trust if the care provided is supportive. Social influences, including family support
and cultural attitudes, play a crucial role, while stigma can negatively impact self-perception
(13).

According to World Health Organization 2022, new recommendation on the care of preterm
infants simple interventions such as kangaroo mother care immediately after birth, early
initiation of breastfeeding, use of continuous positive airway pressure (CPAP) and medicines
such as caffeine for breathing problems can substantially reduce mortality in preterm babies
(14). The guidance stresses the need to ensure the mother and family take the pivotal role in
their baby’s care. Mothers and newborns should remain together from birth and not be
separated unless the baby is critically ill. The recommendations further call for improvements
in family support including education and counseling, peer support and home visits by trained

health-care providers (7, 14).

According to a few studies conducted in our country Ethiopia on premature babies caring
practice, the community has misconceptions, myths, and negative attitudes regarding the care
of premature infants (3). Mothers of premature babies face several challenges to caring for
preterm newborns such as difficulties with skin-to-skin contact, feeding and bathing,
premature babies falling sick often, economic and psychosocial impacts, limited social
participation, lack of support from husbands and lack of knowledge on how to give proper
care for them (15). Also mothers faced financial problems during their hospital stay due to
lack of medicine and laboratory tests for the baby’s care (16). Additionally mothers
experienced difficulties related to inadequate counseling and guidance from health care
providers and lack of supportive environment in Neonatal Intensive Care Unit (NICU), as well

as issues with inadequate facility (17).

NICU is often an unfamiliar and frightening environment for parents (18). Mothers whose
infants admitted to the NICU were suffered from psychological and emotional problems such
as anxiety, stress, worry, hopelessness, confusion, anger, sadness, frustration, dissatisfaction,
guilt, compliant, disappointment, bad feeling, self-blaming, nervousness, disturbance, and lack
of self-control due to the infant’s uncertain health conditions and stressful NICU environments

(19, 20). Evidence suggests that parent-infant bonding and active involvement of
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mothers/parents in caring for hospitalized preterm infant can improve both mothers and infant
health outcomes (21). Parents/mothers-infant bonding and involvement in the care is affected
by several factors including the infant size and physical appearance, the clinical condition,
parental health, parental knowledge and skill, support from family, support from health care

professionals, environmental condition and institutional visiting policies (22).

1.2 Statement of the problem

Globally every year, over 3.3 million babies die within their first month of life, and neonatal
mortality has increased in all regions of the world, with a current estimation of 47% (23). Most
of these deaths (>90%) occur in regions with limited economic resources. SSA accounts for
one-third of all newborn mortality. Neonatal deaths in Ethiopia account 42% of under-five
mortality (24). According to the WHO 2024 report, approximately one million newborns pass
away in the first 24 hours of life, and 75% of neonatal deaths occur during the first week of
life. Premature birth is the leading cause of neonatal death followed by birth complications
(like birth asphyxia/trauma), congenital abnormalities, and neonatal infections (25). Also
prematurity is the significant cause of under five children death (26). Including preterm
newborns, an estimated 64 to 80 newborns per 1000 live births are admitted to the Neonatal
Intensive Care Unit annually worldwide (27). In Ethiopia, prematurity accounts approximately
10.48% from all births (28).

Preterm babies are usually admitted to the neonatal intensive care unit for stabilization and
treatment. After a preterm baby admission for a variety of reasons, such as infection, noise, or
to reduce handling of preterm newborn, the mothers or parents are not allowed to visit the
neonatal intensive care unit, avoid the mother from getting closer to her baby (1, 29). Then
following hospitalization of preterm newborns, mothers can experiencing unexpected and
stress full events, mainly due to interruption of contact between the mother and newborn, and
such factors like early and prolonged separation, baby size, advanced medical equipment,
continuous sound stimulation, tube feeding and infant health can result in stress and worry to
the mother (30).

When a baby is born prematurely, the end of the pregnancy is usually sudden and unexpected
(31). Mothers who experience preterm delivery express feelings of failure and inadequacy, as

they perceive an inability to carry their pregnancy to full term and to defend their babies from
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damage and distress. Moreover, when mothers have the opportunity to see their newborn,
many find the infant's physical appearance and behavior to be a source of stress. Half of the
mothers of preterm infants experiencing negative emotions during their initial encounter with
their baby, including fear regarding the infant's small size, concerns about their medical
condition, and feelings of detachment. Among these mothers, 31% expressed a sense that the
baby did not feel like their own (12).

Premature birth can have a pernicious effect on mother’s ability to cope, which can alter how
she takes care of the newborn infant and leading to postpartum depression (17, 27). Also
mothers’ perceptions have a great impact on their emotions, coping ability, and caregiving
practice (3, 22). Despite appropriate care and treatment is given for preterm and sick term
neonates, infant admission to NICU has adverse effect on maternal mental health and
wellbeing. The risk is increased in mothers of preterm infants due to unpredicted birth, the
uncertain survival and lifespan of their child. which can have long-term negative impact on
both mother and infants (32).

Various studies indicate that the hospitalization of infants to NICU is a difficulty experience,
described by mothers as “full of stress’’ (33). 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 (34). However, few interventions are
available to address the problem (35). But the identified problems and interventions are in
general for all mothers. So, there is a gap in finding the challenges and its solution specifically
for those mothers who give birth before 37 completed weeks of pregnancy. Also, various
studies explored the impact of prematurity on infant development, but only a few qualitative
studies focused on the effect of preterm birth on maternal well-being. So understanding this
complex parental/mothers experience to a greater degree is important to take an evidence-
based action to improve maternal health, promote child development, and improve long-term
health outcomes for both mothers and their preterm babies. Finally, preterm babies are needs
follow-up and prolonged care at home after they discharged from the NICU. For these mothers
have a great responsibility to care their child’s. So maintaining maternal health and wellbeing

is an important issue. To achieve this, further research is necessary for deep understanding of



mothers’ perception to create awareness and to identify effective interventions and supports

based on the identified challenges faced by mothers with preterm infants.



2. LITERATURE REVIEW

2.1 Mothers understanding of preterm babies

A study conducted in Bangladesh shows that mothers defined preterm babies based on the
length of gestation as “birth that occur before time” they look upon normal length of gestation
between nine to then months, any births occur before nine months considered to be early.
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

around the abdomen, wrinkled skin and have sunken forehead (36).

An explorative descriptive study conducted in Bawku, East Region of Ghana showed-mothers
of preterm babies recognize premature newborns based on the gestational age, baby size and
physical characteristics of newborns. If the baby born before nine month and is too small in
size considered as preterm and also they mentioned some of physical characteristics of
preterm baby such as breathlessness, absence of eye lash, have a weak muscle, inability to
feed breast and baby looks white and transparent (37). According to a descriptive study
conducted in Malawi on Qualitative assessment of attitudes and knowledge on preterm birth,
participants defined premature birth as “born too soon” which means the baby born earlier to 9

months as they describe normal length of gestation nine month to ten months (38).

Similarly, a study conducted in Arbaminch southern Ethiopia revealed that most participants
defined preterm babies as babies born before completing 36 weeks of pregnancy. Also they
stated that if the mother gives birth earlier to the seventh month or at seventh month and the
baby is not live, is called abortion and babies delivered at the 32 weeks may not survive.
Mothers recognize premature babies based on their physical appearance and the range of
motion, they describe as premature newborns have transparent skin that allows them to be
easily seen their blood vessels and bones, and have limited range of motion due to

underdevelopment of their muscles and nerves (3).



2.2 Perceptions of Mothers on the cause of preterm birth and care of
preterm newborns

A study conducted in Western African countries on mother’s knowledge on preterm birth
found that mother’s knowledge concerning the causes of preterm birth includes elevation of
maternal blood pressure during pregnancy, fetal malposition, maternal stress during pregnancy
and having problem in marriage (39). A similar study conducted in rural Mangoch, Malawi the
perceived causes of preterm birth according to participants report can be grouped in to two
parts such as maternal factors at pregnancy time and social factors, maternal factors include
pregnant woman not eat good quality and adequate food, excess household duty/task, husband
beating, frequent illness during pregnancy, having an abortion previously, family history of
preterm birth, spiritual and social related factors where will of God, use of herbal medicine
during pregnancy, hereditary, and the use of family planning methods (15). Another study
conducted in similar region revealed that the causes of preterm birth perceived by participants
are maternal illness (like anemia, malaria, infections), short pregnancy interval, periodontal
diseases, hypertension, fistula, recurrent abortion, stress, overwork during pregnancy,

domestic violence, sexually transmitted disease and being young mother (38).

According to the study conducted in southern Ethiopia, on community perception of preterm
infants, participants stated that premature birth occur when the mother being young, carrying
heavy loaded material, accident at pregnancy time, family conflict, being beaten by a husband
and having a serious illness during pregnancy. The will of God, evil eye and curse were

perceived as sociocultural and spiritual causes (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 with cotton cloth, making fire inside the house,
closing window and doors, exposing to sunlight, delayed bathing after birth and keeping the
baby inside the house all the time. Besides this expressing 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 breast before feeding and

using wipes was the most common practice to keep premature babies hygienic. In contrast the



studies found some malpractices were not appropriate for preterm newborn such as giving
fresh cow milk, butter, cow milk mixed with boiled alcohol to kill germs, and sugar water,
when mother perceived that she did not have enough breast milk. Also they put lighting lamps
and charcoal stoves under the babies’ bed and hot water jerry cans or plastic bottles put close
to the baby in a sense of keeping a baby warm, that may harm the baby if not controlled (3, 15,
40-42).

In a retracted article in a middle-income country, experience of mothers in caring preterm
infants at home shown as feeding, maintaining temperature and infection prevention as a
necessary task that was equivalent to a full time job. They were monitoring environmental
temperature constantly, using Kangaroo Mother Care, practicing hand washing and keeping a
clean environment. Also they desire to breastfeed exclusively, but due to their circumstances,
they had to use both formula and breast milk. Beside this good practice Mothers talked about
how difficult it is to care for their infants while also attending to the needs of other family

members (13).

2.3 Perceived challenges of mothers with preterm babies

A study conducted in Bhairahawa revealed that the majority of mothers who had preterm
babies expressed negative emotions like anxiety and guilty about their babies due to
unexpected early birth and detachments following NICU admission, and also they worried

about their newborn babies when they seeing babies attached with medical equipment’s (43).

A study conducted in NICU of selected hospitals, in United Arab Emirates found that
admission of preterm babies to NICU is a stressful situation for parents. Especially the
mothers have feelings of anger and sad due to the unexpected birth of baby who needs
separation and admission. Also they become scared when they saw their baby in NICU, they
were very small in size and surrounded with machine, tubes in mouth and nose and other
medical device (44). Similar studies conducted in Tribhuvan University, Teaching Hospital in
Nepal, and Rwanda, revealed that mothers of preterm babies are experienced anxiety, fear,
feeling of guilt and hopelessness due to their perception of their newborns condition and
uncertainty about their survival, and also due to lack of adequate information and guidance
from health workers (17, 45).



Research done in Nigeria, explore some challenges faced by mothers of preterm infants during
Hospital admission mainly limited contact with babies, inadequate support from the family,
high cost of treatment, difficulty with initiation and maintaining feeding and expressing breast
milk (46).

A study done at a tertiary hospital in Ghana stated that admission of preterm infant to the
NICU put the mother on enormous psychological and emotional stress due to uncertainty
related to the prognosis of the neonate. Also they faced significant social and financial
challenges (47). Similar descriptive study conducted in urban setting in the Greater Accra
region of Ghana, found that mothers have challenges with home care. They described their
experiences to be challenging and felt overburdened with their daily tasks such as feeding,
temperature control, infection prevention, and close observations. Mothers with limited access
to counseling and support services are more vulnerable to ineffective coping especially when
they lack of knowledge to differentiate the immediate and ongoing needs of their preterm
babies. Reactions from society influenced the mothers' self-perception, making them feel
ashamed and alone. Several mothers were harassed by friends for investing in their preterm
babies who may not live long or could have developmental delays, and this lead to mothers
withdrawing (13).

According to the study done in Nigist Elleni memorial specialized hospital, southern Ethiopia,
mothers of who admit preterm babies in the NICU have faced emotional problems like anger,
fear, crying, anxiety, sadness, frustration, dissatisfaction, disappointment, bad feelings, self-
blaming, nervousness, disturbance, and lack of self-control. Additionally they suffered from
lack of space to take rest, shortage of some Medicines and laboratory test and restriction to

visit their newborn (27).

2.4 Summary

This review of literature indicate that, across different setting mothers define and recognize
preterm babies based on the gestational age, physical appearance and physical maturity of the
new born. In most regions commonly the concept of preterm birth is linked to birth occurring
before the completion of a full-term pregnancy, baby is too small, born with few hairs, have

few eye lashes, have transparent lips which are soft, have sunken forehead, fails to breathe
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properly, fails to breastfeed and have limited motion. But some misunderstandings exist with
local beliefs and cultural norms on normal range of pregnancy period and survivability of
preterm babies. Regarding the causes of preterm birth, they associate with medical, socio-
cultural, and spiritual factors. These include maternal illnesses, short intervals between
pregnancies, young maternal age, stress, family conflicts, domestic violence, use of herbal

medicines and spiritual beliefs such as the will of God, curses, and the evil eye.

Mothers of preterm babies face a various emotional and socio-economic challenges. The
emotional and psychological problems include feelings of anxiety, fear, guilt and depression.
Social pressures, such as stigma and judgment 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 feeding are
existed problems. Also Mothers apply a variety of practices both appropriate/good and

malpractice for caring of preterm infants, depending on local resources and cultural norms.
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2.5 Significance of the study

Having a preterm infant is a stress full event for families. In particular, the unexpected early
delivery results negative feelings in mothers. Understanding the insight of mothers and their
challenges with preterm babies is important to deal with the difficulties, plan appropriate care
and support for them. In Ethiopia, especially in the study area the understanding of the
mothers about preterm birth, and the challenges they face with preterm babies have not been

thoroughly investigated.

Not only in Ethiopia there is a gap over the world in examining mothers’ perception and
challenges faced by mothers associated with preterm baby. So this study will be aimed to
address this gap, by exploring the perceptions and challenges of mothers having preterm
newborns in the study area. Also this study will be served as a base line source of information

for future researcher.
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3. OBJECTIVES

3.1 General objective
To explore the perceptions and challenges of mothers with preterm newborns in Neonatal
Intensive Care Unit at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2025

3.2 Specific objectives
To explore the perceptions of mothers with preterm newborns in Neonatal Intensive Care Unit
at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2025

To find out the challenges faced by mothers with preterm babies in Neonatal Intensive Care
Unit at Tikur Anbessa Specialized Hospital, Addis Ababa, Ethiopia, 2025
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4. METHODS

4.1 Study area and period
This research was conducted at Tikur Anbessa Specialized Hospital. It is found in Addis

Ababa, Ethiopia. Tikur Anbessa Specialized Hospital is a specialized hospital and a main
teaching hospital for Addis Ababa University. It was established in 1961 by Emperor Haile
Selassie as “Prince Mekonnen Memorial Hospital” and got its current name in 1976. The
hospital was constructed using contributions from the entire Ethiopian people and has been
providing services for all community. It is now reached by treating over 500 thousand

outpatients and more than 21 thousand inpatients annually (48).

The neonatal intensive care unit (NICU) at Tikur Anbesa Specialized Hospital has two
separated critical, subcritical and KMC rooms with 45 beds and 6 incubators for managing
term and preterm infants. On average 696 preterm infants admitted annually. The NICU has

one neonatologist, ten neonatal nurse practitioners and 45 nurses.
4.2 Study period

The study was conducted from Jan 20- Feb 20/2025

4.2 Study design
In the study, a descriptive phenomenological approach was used to gain an in-depth

understanding of mothers’ perceptions and lived experience with preterm babies in NICU.

4.3 Study participants
Mothers of premature neonates admitted to NICU at Tikur Anbessa Specialized Hospital.

4.4 Inclusion and exclusion criteria

4.4.1 Inclusion criteria
Mothers who gave birth before 37 completed weeks of gestation and whose babies were
admitted in the NICU of Tikur Anbessa Specialized Hospital for at least one week during

study period were included in the study.
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4.4.2 Exclusion criteria

Mothers who were unwilling to provide voluntary informed consent were excluded in
adherence to ethical research guidelines, as participation must be entirely voluntary.
Additionally, mothers who were extremely ill or had a known history of mental illness were

excluded to avoid placing stress on them and to ensure the reliability of the data.

4.5 Concept definition
Preterm: - Neonates who are born at < 36 weeks plus 6 days of gestational age.

4.6 participant recruitment

This study employed purposive sampling to select participants intentionally who had firsthand
experience with the phenomenon being studied and who could provide rich and relevant
information. Before recruiting study participants, i reviewed the newborns’ profiles with the
assistance of NICU staff particularly to determine their gestational age and admission date to
select appropriate mothers for the in-depth interview. Finally mothers who experienced
preterm birth and admitted to NICU of TASH for at least one week, willing to participate in
the study and have ability to communicate in Amharic were recruited.

A total of 10 mothers were included in the study. The number of participants was determined
based on the principle of data saturation, where no new ideas or concepts emerged from
additional interviews. Saturation was assessed continuously throughout data collection and
daily analysis. In this study, redundancy was observed, as the last two participants repeated
ideas already expressed by earlier participants. This repetition occurred particularly in areas
such as mothers’ understanding of preterm birth, their emotional responses to preterm delivery

and NICU admission, perceived challenges, and the need for social and familial support.

4.7 Interview guide and procedures

The interview guide was developed after review of relevant literature and related studies. It
was initially prepared in English and then translated into Amharic to facilitate effective
communication during interviews. The semi-structured guide included topics such as
participants’ socio-demographic characteristics, perceptions of preterm birth, perceived

causes, infant care practices, challenges faced, emotional responses, and support they needed.
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Data were collected through in-person, face-to-face in-depth interviews using the semi-
structured interview guide with open-ended questions, allowed participants to express their
perceptions and experiences 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 at Tikur Anbesa specialized
Hospital. Audio recording were made with the participants’ consent, and observational notes
were taken to capture non-verbal responses such as facial expressions and emotional reactions.
Each interview was transcribed verbatim at the end of the day after listening and re-listening

of the recordings two to three times to ensure accuracy.

4.8 Trustworthiness
In ensuring trustworthiness four basic Lincoln and Guba criteria of qualitative study were

maintained.

Credibility: - To ensure the credibility of the study; prolonged engagement of investigator
with study participants was done, starting from thinking in researcher mined about participants
recruitments, 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 transcribed and preliminary findings were
identified. Summaries of key findings were shared with some available participants to review
and confirm whether the interpretations accurately represented their perceptions and
experiences.

Transferability: - thorough detailed description 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 the recordings to analysis was
carried out with a peer researcher (a colleague with similar academic qualifications) to
enhance the study dependability. Additionally, the complete audit trail will be made available

for examination by an external auditor to assess the consistency of the study.

15



Conformability: - Field notes and audio records was kept as an audit trial to confirm that the
data interpretation accurately reflects the participants' own words rather than the researchers'
opinions or views by using the participants’ own words from interview transcripts.
Additionally, a reflexive journal was kept to document the researcher’s reflections,
assumptions, and decisions. This documentation allowed for external review and helped

ensure that interpretations remained grounded in the participants' accounts.

4.9 Data processing and analysis

Data collection and analysis were carried out simultaneously. The audio-recorded interviews
were transcribed and translated verbatim into English by the principal investigator (Pl),
including non-verbal responses such as facial expressions and emotional reactions. The
interview transcripts were then coded using the qualitative data analysis software ATLAS.ti
version 25. The interview transcripts were analyzed using inductive thematic analysis
following Colaizzi’s descriptive phenomenological approach(49). Step 1: Familiarization, this
step involves immersing oneself in the data to gain a comprehensive understanding of
participants' lived experiences. To achieve this, | (the researcher) repeatedly listened to the
audio recordings and read the verbatim transcripts of all interviews multiple times. Step 2:
Identifying Significant Statements, in this step, | reviewed the interview transcripts in
ATLAS.ti and systematically identified statements that were directly related to the
phenomenon being investigated. Using the software's coding function, I highlighted and coded
important statements and sentences that reflected the participants’ perceptions and lived
experiences. Step 3: Formulating meanings, during this step, related codes were grouped in
ATLAS.ti to develop conceptual categories that reflected shared meanings across participants’
statements. Step 4: Clustering theme, in this step, based on the formulated meanings, clusters
of related ideas were developed and organized into broader themes that represented the key
aspect of participants’ perspectives. Step 5: Developing an Exhaustive Description, step 6:
Producing the fundamental structure of the phenomenon. Step 7: Seeking verification of the
fundamental structure, in this final step, | (the researcher) attempted to contact several
participants to validate the findings. Although a few participants responded, this process
ensured that the interpretations accurately reflected their insight and experiences and allowed

for any necessary clarifications or corrections to enhance the study’s credibility.
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4.10 Ethical consideration

Ethical clearance for the start of the study was obtained from the Research Ethical Committee
of Addis Ababa University, College of Health Sciences, School of Nursing and Midwifery,
Department of Nursing. Official letters of cooperation was obtained from the pediatrics
department of TASH to NICU ward of TASH. Before conducting the study the purpose,
general content and nature of the investigation was explained to each respondent. Protection of
the rights of participants was ensured by giving due freedom to participate in the study or not
and also to withdraw from the study at any time. The subjects were informed that any
information they provide were kept confidential and their names was replaced by a code
identification number during data collection, analysis and reporting. Additionally, the
respondents were informed that their responses would not bring any harm to them. The
participants signed the consent form indicating their voluntary participation in the study and

permission for the audio recording of the interviews.
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5. RESULT

5.1 Socio demographic characteristics of mothers

In this study, ten mothers who experiencing preterm birth and whose preterm newborns were

admitted to the NICU were included. Majority of mothers were 25-34 years old and, the

residence of all of them were from urban area. Eight of mothers were orthodox religion

followers and other two were Muslim. Nine mothers were married and seven of mothers were

house wife by their occupation. Regarding educational status half of them attended secondary

school, two mothers had no formal education and three mothers were degree holders.

Table 1 Socio-demographic characteristics of the mothers in NICU of TASH, Addis Ababa,
Ethiopia, 2025
Particip | Age Marital Educational Occupation Residency | Religion Parit | New born | Time
ant ID status status y age at | spent in
birth(GA) | the
NICU
(days)
P1 32 Married | Secondary Housewife | Urban Orthodox | Mult | 33 7
iparo
us
P2 33 Not Secondary Housewife | Urban Orthodox | Prim | 28 15
married iparo
us
P3 26 Married | Secondary Housewife | Urban Orthodox | Mult | 33 9
iparo
us
P4 20 Married | No formal | Housewife | Urban Orthodox | Prim | 32 8
education iparo
us
P5 34 Married | No formal | Housewife | Urban Orthodox | Mult | 35 14
education iparo
us
P6 32 Married | Degree Governmen | Urban Orthodox | Mult | 30 8
tal iparo
employee us
P7 34 Married | Degree Self- Urban Orthodox | Mult | 32 24
employee iparo
us
P8 27 Married | secondary Housewife | Urban Muslim Mult | 34 10
iparo
us
P9 30 Married | Degree Governmen | Urban Orthodox | Mult | 31 13
tal iparo
employee us
P10 33 Married | Secondary Housewife | Urban Muslim Mult | 33 16
iparo
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5.2 Themes

In this study, 29 codes, 10 sub-themes and 4 main themes were identified regarding the
perception and challenges of mothers with preterm babies in neonatal intensive care unit. The
themes extracted were: Mothers’ emotional experience, Mothers' perception of Preterm birth,
Need for support, and Challenges faced during NICU stay.

Table 2 Identified themes that describe the mothers’ perceptions and challenges with preterm
babies in NICU of TASH, Addis Ababa, Ethiopia, 2025.

Main Themes Sub-Themes

Mothers' perception of Preterm babies Mothers initial reaction and understanding of
preterm babies (gestational age, physical
appearance)

Perceived cause of preterm birth

Caring practice for preterm baby

Mothers’ emotional experience Sadness and hopelessness
Being worried, stressed
Need for support Support from health care provider
Support from family and the community
Challenges faced during NICU stay Inadequate counseling

Lack of resource

NICU environment

Theme 1 Mothers' perception of Preterm babies

Subtheme 1.1 Mothers’ initial reaction and understanding of preterm babies (gestational
age, physical appearance)

Since preterm birth is an unexpected event for which mothers were often unprepared, most of
the mothers in this study reported experiencing a range of negative feelings initially after
preterm birth, including fear of losing their baby and difficulty coping with early separation.
Many mothers believed that a baby born prematurely might not grow, and they expressed

uncertainty about whether their newborns would survive.

One mother described the experience of having a preterm baby as deeply painful and

overwhelming, likening it to a disaster:
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“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. | feel like I could lose her
suddenly over some small thing. I'm in two minds about whether or not she will survive. it is a
huge disappointment. When my baby was born prematurely and was admitted to the neonatal
intensive care unit, | felt like 1 wouldn't be able to find her alive, that | wouldn't be able to
hold her and that my baby would die”. (Participant 7)

Another mothers expressed initial shock at seeing their newborns and fearing for their baby's
survival, and expressed regret and a sense of loss, believing that their child’s suffering could
have been avoided if the baby had been born on time.

“I was not feeling well; when | came to see her, | was overwhelmed, shocked and didn’t think
she would survive. But then | saw her she was breathing and | felt a bit calmer. When the
nurses told me to bring milk, I thought, 'Can she survive, or will she die? ” (Participant 6)

“I would have been happy if my son had been born on time, but he was born prematurely. If
he had been born on time, I think he would not have suffered this pain and might have been
healthy.” (Participant 1)

Additionally, the majority of participants in this study recognized a preterm baby based on
gestational age and physical appearance. Many described it as “a baby born early before the
normal due date.” They perceived a full-term pregnancy as lasting nine months, and
considered babies born before completing nine months at seven or eight months as preterm.
The following statements from participants illustrate their understanding of preterm birth
based on gestational age

“A baby born after nine months is called full-term, while a baby born at seven or eight months
is considered preterm”. (Participant 8)

“A premature baby is a baby born early before the normal due date.... ” (Participant 9)

In addition to gestational timing, mothers also identified premature babies by their size,
physical appearance, and certain characteristics. They described them as small, fragile, and
underdeveloped, with low birth weight, reduced alertness, and difficulties with breathing and
feeding. As expressed by the mothers:

“A child born prematurely is not the same as one born full-term. He is smaller, has a low
birth weight, is weaker, less alert, and his overall state is more fragile . (Participant 5)

“Premature babies are very weak, sleep a lot, and often have difficulty feeding. Their bodies,
arms, and legs are very small. | don't think they will grow up to stand and walk ”. (Participant
6)
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Subtheme 1.2 Perceived cause of preterm birth

In this study, mothers' perceptions of the causes of preterm birth included factors such as the
will of God, maternal health problems or illness, hereditary factors, overwork during
pregnancy, and cultural beliefs. Most participants identified diseases that occur during
pregnancy, such as hypertension, diabetes, and premature rupture of membranes, as the most
common causes of preterm birth. A few participants also believed that carrying heavy
materials, not getting enough rest, and having an imbalanced diet during pregnancy were

causes of preterm birth.

“I think some reasons for premature birth include maternal illnesses during pregnancy, such
as hypertension, diabetes, and premature rupture of membranes”. (Participant 1)

“I think the things that cause a baby to be born prematurely are not taking care of yourself
during pregnancy, not getting enough rest, working too much without rest, and not following a
proper diet, meaning not eating on time and not eating a balanced diet. ” (Participant 7)

Other causes of preterm birth perceived by participants were linked to spiritual and socio-
cultural beliefs, such as the will of God and the cultural belief of "michi,” which is thought to
cause preterm birth.

“For me, “Medihanialem” is the one who gave me my preterm baby from above. | say Amen
and accept it. He is the one who created everything, and | believe that He is the reason why
some children are born prematurely. He gives in time and without time ”. (Participant 2)

’

“....some mothers also have conditions like ‘Michi,” which can lead to premature births”.

(Participant 4&5)

One participant, a 32-year-old mother, believed that a hereditary factor could cause preterm
birth. She shared:

“l think the reason children are born prematurely is probably genetic, because | heard my
grandfather say that he was born prematurely. Now, | too have had a premature child”.
(Participant 6)

Subtheme 1.3 Caring practice for preterm baby

Perceptions of mothers about their future plan of caring their preterm baby; primarily focused
on thermal care, exclusive breastfeeding, hygiene, and infection prevention. Almost all
participants 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, practicing skin-to-skin contact (kangaroo mother care), keeping doors and windows
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closed, placing pots of hot water in rooms, and using charcoal fires to maintain a warm
environment. Most mothers also planned to exclusively breastfeed their babies for the first six
months, with some expressing intentions to continue breastfeeding alongside complementary

foods beyond that period.

“Since her birth weight is small, after bathe her let her warm up in the sun, and wrap her in
thick clothes to maintain her body temperature. |1 know that warmth and sleep are more
important for her than eating to gain weight. | also give my baby only breast milk until she is
six months old, and after six months, | will continue to breastfeed her and provide
complementary food”. (Participant 5)

“I think keeping a premature baby warm is very important because they come out of the
womb early. I've heard that placing the baby on the chest helps keep them warm, so I put him
on my chest and wrap him in layers of clothing. | exclusively breastfed my baby until 6
months, and then I will start giving him formula and other necessary foods ”. (P articipant10)

. |1 can keep my baby warm in different ways: by applying Vaseline to his body and
warming him in the sun. If sunlight is not available, I can keep him warm by placing a well-lit
charcoal inside the house.” (Participant 1)

In addition to thermal care and feeding, participants also emphasized hygiene and infection
prevention as key components of their caregiving plans. They noted that frequent hand
washing, maintaining their own personal hygiene, keeping their babies clean, limiting the
number of visitors, and avoiding contact with people who might be sick. Some mothers
mentioned that they avoid taking their babies outside. A few participants also mentioned

relying on spiritual practices, such as praying for the baby’s health.

“I plan to completely change my lifestyle to ensure my child stays healthy. Maintaining
hygiene is my top priority this includes my child's hygiene, my personal hygiene, and the
cleanliness of our entire family. | will also keep my child away from others and avoid sharing
things with people. When I say cleanliness, I don’t just mean bathing and clean clothes, but
also not touching my child without washing my hands and ensure that others do the same ”.
(Participant 7)

“To keep my son from getting sick, | will keep him clean, feed him properly, bathe him every
two or three days, wash my hands before breastfeeding him, and finally, let him to God to
protect him”. (Participant 8)
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Theme 2 Mothers’ emotional experience

Subtheme 2.1 Sadness and hopelessness

Many mothers described experiencing deep emotional distress following the premature birth
and admission of their babies to the Neonatal Intensive Care Unit (NICU). These unexpected
events led to feelings of sadness, hopelessness, fear, and emotional detachment. Several
mothers expressed that they initially believed their babies would not survive due to their
immaturity and fragile condition. The physical separation from their newborns immediately
after birth worsened their emotional distress, as many longed to hold, breastfeed, and care for
their infants but were unable to do so. Some mothers also mentioned turning to prayer, placing
their hope in God for their babies' survival and well-being during these emotionally

challenging time.

“l am so sad that my son has been admitted to the Neonatal Intensive Care Unit. | am crying
all the time. Because he is so small, his veins are difficult to find, and he is struggling. The
nurses are having a hard time finding his blood vessels. My son is suffering, so | am so sad
and crying.” When you see your son close to you, you feel happy and forget your own pain. |
was so sad to be separated from my son as soon as he was born. I couldn't believe he was
alive until I saw him.” (Participant 1)

“I didn't think my baby would survive because he was born prematurely. When the midwives
told me he was going to the Neonatal Intensive Care Unit, | felt bad. | had no hope because he
was born too early. | was worried about whether he would survive or not and kept thinking
about what would happen....." (Participant 4)

Subtheme 2.2 Being worried, stressed

Worry and stress were the mother’s major negative emotional experiences due to unfamiliar
NICU environment, their babies’ conditions and the need to walk back and forth to the NICU
repeatedly. Majority of mothers reported being worried and stressed when they saw their
newborns attached with different medical equipment, breathing on oxygen machines, feeding
by tube, and when their babies unable to breastfeeding, and also babies size/feature appeared

fragile and too small. Mothers expressed their emotional experiences as:
“I'm really worried about having a premature baby. I'm worried because I see that she is very

small, and | feel like she might die from something small. I don't think she’ll even grow up. My
baby is not breastfeeding well, and I am worried about this.” (Participant 6)
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“When 1 first entered the neonatal intensive care unit, | was shocked to see my son with his
nose, hands, and feet attached to medical instruments. | didn 't expect it to be like that it wasn 't
what I had initially thought.” (Participant 10)

Theme 3 Need for support

Subtheme 3.1 Support from health care provider

The majority of mothers expressed a need for support from healthcare providers, as the
experience of having a premature baby was new and overwhelming for them and they have
deep concern for their babies’ survival. 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 reported experiencing significant mental stress during
their NICU stay and in the postnatal period, which puts them at greater risk for mental health

challenges.

“Because of my child's premature birth, my mind is troubled by many things, especially the
issue of whether or not my child will survive. | would be happy if there was a way to get
psychological support/treatment, including advice, monitoring, and support from health
professionals. ” (Participant 9)

“Next to Allah, my husband is with me, but mainly, | need the care and support of health
professionals, especially if they do everything they can to help my child survives.”
(Participant 8)

Subtheme 3.2 Support from family and the community

Families play a vital role in supporting mothers of premature babies during their journey.
Participants highlighted the crucial role of family support in coping with stressful and
unfamiliar situations. Some also expressed concern for their other children at home during
their baby's NICU stay, emphasizing the need for both emotional and practical assistance from

family.

“l don't have anyone close to me right now except for my husband. Since everything is new to
me, | 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)

“Next to God, | need help from people, so that my baby doesn't get hurt. After my baby was
hospitalized, | was not only worried about him but also about my children at home. | want my
family to take care of them.” (Participant 3)
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Additionally some mothers expressed the need for greater understanding and acceptance from
the communities during the challenging experience of having a premature baby. One 34 aged
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 expected after childbirth.
She desire the community would accept and respect her situation, rather than criticize or

isolate her for not fulfilling cultural expectations.

“What | also want from the community is for them to understand my situation, rather than
isolating me. I won’t be having a party or ceremony where I can light a fire or burn charcoal
in my house or “kesel aketatiye achachishe” and invite people over to eat, because this is not
an environment where my small child can thrive. So, | want people to understand my situation
and accept it without criticizing me for not doing these things. ”

Theme 4 Challenges faced during NICU stay

Subtheme 4.1 Inadequate counseling

Challenges reported by participants during their infants’ stay in the Neonatal Intensive Care
Unit (NICU) was inadequate counseling from healthcare professionals. Some participants
shared that they were not clearly informed about their baby’s condition or the procedures
being performed. While a few healthcare providers were described as helpful and
communicative, others were unapproachable and gave unclear responses when asked about the
baby’s condition. This lack of clear and consistent communication left a few mothers feeling

confused, and emotionally distressed.

“The professionals only told me that my son was born prematurely and needed to be admitted
to the Neonatal Intensive Care Unit. I am not aware of my son's current condition because
they did not explain it clearly to me. My son's condition worries me because | do not
understand what is being done to him and why it is being done.” (Participant 4)

“Most of the professionals working in the Neonatal Intensive Care Unit were very good at
understanding your concerns and explaining your baby's condition clearly. However, some of
the professionals excuse me, do not want me in the room. Even when | ask them about my
baby's condition, they don't answer me properly, and they disrespect me. I cried. “Crying”’
(participant 1)

Subtheme 4.2 Lack of resource

Other challenges faced by participants during their infants stay in the Neonatal Intensive Care

Unit (NICU) were a lack of resources, which affected both their self-care and financial
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stability. Many parents faced difficulties with basic needs like lack of space for showering,
washing clothes, and maintaining personal hygiene due to limited facilities. Additionally,
some laboratory tests and shortage of medications at the hospital forced some of them to buy
from privat pharmacy and lab test from private clinc, adding financial strain. Despite these

challenges, some mothers were willing to make sacrifices for their child’s well-being.

“During my time in the Neonatal Intensive Care Unit, | faced difficulties with basic needs
such as taking a shower, washing my clothes, and changing into clean clothes, which affected
my personal hygiene. Additionally, due to a shortage of medicine at the hospital, 1 am
struggling to afford the medications that | am instructed to buy from private pharmacy”
(Participant 6)

“My husband is a daily laborer and has had to quit his job to be with me. I have been facing
financial difficulties during my stay in the hospital. Sometimes, there is a shortage of medicine
in the hospital, and we are asked to buy it from outside.” (participant 5)

S and some laboratory tests are sent to private laboratories outside the hospital, which

causes financial problem for me (participant 1).st!

(Ll

Subtheme 4.3 NICU environment

The NICU environment presented a complex experience for many participants, characterized
by discomfort, worry, and feelings of hope. Several participants described the physical and
emotional challenges of being in the NICU, with the unfamiliar environment, separation from
their newborns, and constant concern for their babies' survival which contributing to
significant mental stress. However, alongside these difficulties, some mothers also expressed
feelings of hope and reassurance, particularly when observing attentive care and gradual

improvements in their infants' condition.

“If I were at home as a postnatal mother, | would eat and drink whatever | could find, cover
myself properly, and get enough sleep and rest. But now, it's hard to sit with my sick child
because I'm constantly worried about him. Nothing feels like home here; it's uncomfortable
and causing me mental stress.” (Participant 9)

“lI am happy when my child is treated in the Neonatal Intensive Care Unit because | feel
comforted by the care provided by the professionals and the condition of the facility. I have
hope that he will recover fully and remain safe. ” (Participant 8)

“The hardest thing for me is that my son is not with me. | would be happy if we could live
together, hug him, breastfeed him, and sleep beside him.....(participant 8).
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6. DISSCUSSION

This study aimed to explore the perceptions and challenges of mothers with preterm newborns
in the Neonatal Intensive Care Unit. It identifies key themes such as Mothers’ emotional
exprience, Mothers' perception of Preterm birth, Need for support, and Challenges
encountered during NICU stay. While numerous studies in our country have examined preterm
birth and its effects on infant development, there is lack of research focusing on maternal
perceptions and the difficulties mothers face. Therefore, this study contributes to addressing

these research gaps in the study area.

The findings of this study reveal the intense emotional distress experienced by mothers. Many
mothers experienced feelings of fear, sadness, and hopelessness following preterm birth and
difficulty with early separation, also they perceived that a baby born prematurely might not
grow or survive and they expressed uncertainty about their newborns survival. For many, the
experience was described as sudden, overwhelming, and traumatic. This finding is in line with
a study conducted in Bhairahawa (43), United Arab Emirates (44), Nepal (17) and Rwanda
(45). In which mothers reported experiencing negative feeling due to unexpected early birth
and detachments from their babies, and because of their perception of their newborns and
uncertainty about their survival. This implies that mother’s perception of their newborn can
have a negative impact on their emotional well-being. Therefore, providing timely emotional
support, clear information, and counseling through healthcare providers is essential to help

them.

This study further highlights the emotional strain faced by mothers following unexpected life
event and NICU admission. Feelings of sadness, worry, hopelessness, and stress were
commonly experienced by mothers, particularly due to the unfamiliar NICU environment,
which is highly focused on medical care and the fragile condition of their babies. Seeing their
babies connected with various medical devise, breathing through oxygen machine and feeding
via tube aggravated their emotional distress. Similar findings have been reported in studies
from Rwanda(45), United Arab Emirates(44), Bhairahawa(43), Tribhuvan university teaching
hospital in Nepal(17), and southern Ethiopia(27), where mothers expressed emotional strain

linked to the unexpected birth, NICU admission and concerns about their babies’ fragile
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conditions. This highlights the need for healthcare providers to offer emotional support and

clear communication to help mothers cope during this challenging period.

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 in size, with low birth weight,
underdeveloped organs, reduced alertness and difficulties with feeding and breathing. This
was also supported by the studies conducted in Bangladesh(36), Ghana(37), Malawi(38), and
Southern Ethiopia(3). In which in most regions commonly 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 premature birth, as perceived by mothers, were 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 socio-cultural and spiritual
factors includes will of God and “michi”. This finding support study conducted in Western
African countries(39), rural Mangoch, Malawi (15, 38) and Southern Ethiopia(3).

This study explored mothers’ perceptions of caring practices for their preterm babies, focusing
on thermal care, exclusive breastfeeding, hygiene, and infection prevention. Mothers
consistently emphasized the importance of keeping their babies warm, using a variety of
culturally and contextually appropriate methods such as layering clothing, exposing babies to
sunlight, practicing skin-to-skin contact (kangaroo mother care), closing windows and doors,
placing pots of hot water in rooms, and using charcoal fires to keep the room warm. In
addition, in terms of hygiene and infection prevention, mothers raise some main ideas such as
hand washing/hygiene, mother’s personal hygiene, keeping baby clean, limit the number of
people they interact, keep the baby away from others, and avoid taking their babies outside
and praying to God to protect them. The primary reasons they mentioned were that preterm
babies are very small and can get sick easily. This finding is consistent with similar studies
conducted in different country including Ethiopia (5, 13-15, 36, 40, 41, 43). Overall, mothers
demonstrated a strong sense of responsibility and emotional commitment to their preterm
infants’ well-being. However, certain practices such as using charcoal to heat the room and

placing a pot of hot water close to the baby may harm the baby if not properly managed. These
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findings indicate the need for detailed health education from health professionals during the

NICU stay and upon discharge.

In this study, the findings highlight the divers and complex support needs of mothers with
premature babies. These needs were primarily centered on healthcare providers, family
members, and the community. Mothers reported a particularly strong reliance on healthcare
professionals, noting that preterm birth is often unexpected and emotionally overwhelming. As
such, they emphasized the need of continued follow-up, guidance, and clear communication
from healthcare providers to support them in caring for their babies and to prevent
misunderstandings. Additionally, the emotional burden of the NICU stay was frequently
mentioned. Many mothers expressed a need for psychological support from healthcare
provider to cope with the stress and reduce the risk of mental health problem. This finding is

consistent with a previous study conducted in Arba Minch, southern Ethiopia (3).

Furthermore, the role of family support emerged as essential in providing both emotional and
practical help. This was particularly relevant for mothers who were concerned about balancing
care between their hospitalized infants and their other children at home. Lastly, support from
the community was also identified as essential, especially mother’s need for understanding
and acceptance from their communities rather than isolating and criticizing them due to unmet
cultural expectations, due to the baby’s health condition and deep concerns of their baby. This
finding is supported by study conducted in urban setting in the Greater Accra region of
Ghana(12). Families of premature infants should be given extra support. include education,
counseling and discharge preparation by health workers (6). Similarly the participants in this
study suggested that support from health care providers, family, and the community is needed
for mothers with premature babies. These findings imply that achieving positive outcomes for
mothers of premature infants requires a holistic support system that encompasses medical,

familial, and community.

The study finding showed that mothers experiencing multifaceted challenges during their
NICU stay. They mentioned inadequate counseling, lack of resources and unfamiliar and
stress full NICU environment. Inadequate communication from healthcare providers emerged
as a critical concern, with several participants reporting feelings of confusion and emotional

distress due to unclear explanations and some unapproachable staff. This was supported by
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other previous studies in which the health professional lacked compassion, were inattentive,
and did not fulfill their responsibilities (1, 13, 50). This implies inadequate communication
between mothers and health care providers can significantly increase maternal stress. This
indicates the need for improving parent to health workers interaction and counseling protocols
in NICU settings. Additionally, a lack of resources including inadequate sanitation facilities
such as the lack of space to take shower, limited space for washing clothes, and challenges in
maintaining personal hygiene was reported. The unavailability of medicines and laboratory
tests at the hospital required mothers to purchase medications from private pharmacies and lab
tests from private clinics for their baby's care. This affects both their self-care and their
financial stability. Similarly, previous studies reported that mothers were challenged with
inadequate facility, lack of space to take rest, lack of bath room and shortage of some
Medicines and laboratory test (1, 16, 27, 45, 51).

This study further found that the NICU environment was a source of challenges for mothers.
They experienced physical discomfort and emotional challenges, particularly due to unfamiliar
environment which is not convenient as a home, where usual postnatal comforts eating well
and resting, is not possible and separation from their newborns contributing to stress.
However, moments of hope were evident when mothers observed attentive care and perceived
improvement in their babies' conditions. This finding is in line with earlier studies conducted
in Eastern United States, Jordan, South Africa, Iran and Ethiopia (30, 32, 33, 52, 53). These
dual experiences of distress and hope emphasize the emotional complexity of the NICU
journey and highlight the need to combine clinical care and emotional support in such

challenging settings.
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7. CONCLUSION AND RECOMMENDATIONS

7.1. Conclusion

On the base of major findings, it is concluded that mothers described their experience of
having preterm birth as sudden, overwhelming, and traumatic. They experienced several
challenges following preterm birth and during their NICU stay includes emotional distress,
physical discomfort and financial problems. This was mainly due to unexpected preterm birth,
their perception that preterm babies might not grow or survive, early separation, uncertainty
about their babies survival, the unfamiliar NICU environment, and challenges with health
facility and care providers including inadequate counseling, lack of compassionate care, and
limited resources such as lack of bathroom, lack of space for washing clothes and maintaining
hygiene, and the unavailability of some medicines and laboratory tests. Majorly stated
negative feelings were fear, sadness, worry, and hopelessness which can lead to psychological

stress and increase the risk of mental health problems.

Some mothers also held misconceptions about the causes of preterm birth and caregiving
practices. Beyond medical care for their infants, mothers require strong support from
healthcare professionals, families, and the community to reduce their stress. Hospitals should
address the shortages of medications and laboratory services, as well as improve facility
conditions, to reduce maternal stress and financial strain. Additionally, awareness should be
raised to correct misconceptions about causes and caring practices among mothers, and the

burden faced by mothers of preterm infants should be shared and supported.

7.2. Recommendations
For hospital administrative
Hospital managers and administrators should arrange a separate room for mothers of preterm
babies, designated for psychological support and counseling services. This room should be
staffed by healthcare professionals and provide regular, ongoing support, including a phone
service that should be made available for mothers to call after discharge to ask questions or

seek guidance.
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Nursing staff in the NICU should improve their communication with parents, especially

mothers, and provide clear and adequate counseling.

Hospitals should take action to resolve medication supply shortages and improve laboratory

services, as well as enhance overall facility conditions.

For minister of health: The Ministry of Health should work to raise community awareness
about preterm birth, its causes, and appropriate caregiving practices, and should discourage the
criticism and judgment of mothers of preterm infants through media and health extension

workers.

Establish psychological support units for mothers in each health center and create a referral
link between hospitals and health centers to ensure follow-up after discharge until mothers

fully recover from stress.

For researchers: A similar study using a mixed-methods approach is recommended to gain a
more comprehensive understanding of the quantitative impacts and qualitative experiences of

mothers with preterm infants.

Further research is needed to explore healthcare providers’ perceptions of preterm birth and its

impact on maternal well-being.

Further studies in community settings are recommended to explore cultural beliefs and

community perceptions related to preterm birth.

Strength and Limitation of the Study

Strength of the study

As to my knowledge, this is the first study conducted in Ethiopia that explores mothers’
perceptions and challenges of having preterm newborns in a Neonatal Intensive Care Unit
(NICU). The study tried to provides an in-depth understanding of mothers’ opinions and
experience by minimizing researcher influence during each interview. The interviews included
mothers from different age groups, educational levels, and occupational statuses, which

provided a deeper insight into participants’ perceptions.
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Limitation of the study
This study included mothers of preterm babies across all categories extremely preterm,
moderately preterm, and late preterm. As a result, their responses may vary depending on the

degree of prematurity, which may influence the consistency of the findings.
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9. APPENDIX

Appendix A: English version of information Sheet for study participants
Addis Ababa University, College of Health Sciences, Department of Nursing and Midwifery

DD/MM/IYY __ | /

My name is ------------------- I am from the AAU. As a partial fulfillment requirement for an
MSc degree in Neonatal Nursing, | will conduct a study on the Perceptions and challenges of
mothers with preterm babies at Tikure Anbesa Specialized Hospital in Addis Ababa, you are
kindly requested to participate in this study. | hope you will help me by answering the
questions based on the instructions given. Your information is used only for research purposes
and is kept confidential. The following is some general information about the study:

The objective of the study is to explore the perceptions and challenges of mothers having
preterm newborns in Neonatal Intensive Care Unit at Tikur Anbesa Specialized Hospital
Addis Ababa, Ethiopia, 2024.

Benefits, Risks, and /or Discomfort

By participating in this research project, you may feel some discomfort in wasting your time.
However, your participation is important to explore the perceptions and challenges of mothers
having preterm newborns in Neonatal Intensive Care Unit. There is no risk or direct benefit in
participating in this research project.

Confidentiality

All information obtained from you will be kept private and will not be shared with any third
parties; your name won’t be recorded on the question sheet, ensuring that you won’t be known
for any reason

Right to Refusal or Withdraw

You have full right to refuse from participating in this research. You have also the full right to
withdraw from this study at any time you wish.

I would also like to inform you that this study will be reviewed and approved by the
Institutional Review Board of Addis Ababa University College of Health Sciences. If you
have any questions, you can contact at any time.

If you have question about the study the address of the principal investigator is:
Name: Tihitina Mulugeta

Phone No: 0926102235
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E-mail: tihitinamulugeta50@gmail.com

Would you be willing to participate in this study?

1.Yes 2.No
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Appendix B: English version of informed consent

Addis Ababa University College of Health Science School of Nursing and Midwifery
Department of Neonatal Nursing

Name of Researcher: Tihitina Mulugeta

Address: Addis Ababa University College of Health Science

Phone No: 0926102235

E-mail: tihitinamulugeta50@agmail.com

Interviewer’s code

Name of data collector signature

Date of interviewing month /2017 E. C.

Time of interview began hours minutes

Time of interview finished hours minutes
Checked on date month/2017 E.C.

I am informed that this study is going to be conducted to explore the perceptions and
challenges of mothers having preterm newborns in Neonatal Intensive Care Unit at Tikure
Anbesa Hospital in Addis Ababa, Ethiopia. | am informed that the information I give will be
kept confidential, and only used for this study. I am also conscious that | have the right not to
respond to any question without my interest. Hence, | agree to participate in the research
voluntarily.

Signature Date
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Appendix C: English version of a Semi-structured interview guides
Part I: Background data of participants

1. Howoldareyou? A.18-24 | |B. 2534 | |

C.35-44 | |D.=45 [ |

2. What is your marital status?

A Single|:| C. Widow/widower|:|
B. Married|:| D. Divorced|:|

3. What is your Parity A. Primiparous|:| B. Multiparous|:|

4.  What is your level of education?
A. unable to read and write I:l C. High schooll:l

B. Elementary schooll:l D. Diploma and above I:l

5. Where are you living?

A. Rural I:l
B. Urban I:l

6. What is your Religion?

A Orthodox|:| B. Protestantl:l C. Musliml:l D. Others (specify)

7. What is your occupation?
A. House wife |:|
B. Government employee|:|

C. Merchant I:l

D. Farmer I:l

E. Other (specify)
8.  Average income per month?------- ETB

9. At which month your baby has been
delivered? ..........
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10. How many days you stay in NICU/hospital? days
Part 11: In-depth interview guides
1.  What does preterm baby mean to you? Can you tell us about your feeling about it?

Probing question

l. How do you describe preterm babies? (Based on gestational age, physical
characteristics, ...)

Il. What do you think about the causes of preterm birth?

2. Can you describe how you felt when your baby born prematurely and he were admitted
to the NICU?

Probing questions
I.  What emotions have you experienced while your baby admitted in the NICU?
Il.  How does it feel to be separated from your baby following NICU admission?
3. What are your thoughts on the care of preterm babies?

Probing question

I. Do you think that a thermal care is important to preterm babies? If your answer
is yes, how do you ensure that preterm babies are kept warm and maintain
optimal body temperature in your care?

Il.  What will you consider about feeding practice for your preterm babies?

1. What measures do you take to maintain hygiene and prevent infections for your
preterm babies?

4. How do you feel about the communication between you and the NICU staff?

Probing questions

l. Have you experienced any difficulties to understand the medical care or
updates about your baby?

5. What kind of emotional or social support has been most helpful to you during this
time? (e.qg., family, friends, hospital support groups)

6. Any experience of difficulties with the environment of the NICU? How has the NICU
setup affected your comfort and ability to focus on your baby?
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7. Explain or tell me your experience of any difficulties related to medical supplies or
laboratory tests for your baby?

8. What has been the most challenging part of your NICU experience as a mother, and

what things should be improved regarding NICU care for preterm babies?

Thank you for your Participation!
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Appendix D: Amharic version of the information sheet

NH5+ A A+4é PAIPITT M.A AT AMPAL av/B

PGSk CON +8L: NmRC ATNA NTAALHE PNTHA NEhLPA URTT &' Uao-aqy A&
PALHLLTFM PHMAS. haTT ATTT PAFO 1THN AG +18CFTYT ACPEAN PN MGTHF J0-::

ST LT\ Lo pe— 2NAA: NALF 0&F NABN ANN RLACAL NICA. T AT TLEPLEL
TIRUCT A&A PUATE 8914 F9RUCET APtHhtaAn A15AL: PUATE £91487 AdDaLN
2287 H1Z Nk ATNA NTAALHE PATHA NendA URST & UT™09Y N&A PAIH LT M,
PtmAS. ARTT ATETF PAFM. IYHN AT +98CFFT ACREAN NTA CON 8L AR MGt
APRLNT RIGAL: me+ NA&N ANN RLNCAL MS ALIN FIRUCT NF NICATT AT
a SPLEL FIUCT NFA PRED 1M AALIID ¢hie P+HZHET PG+ GAMPT LA HY L
NATT+T NMrA NAD-73 AR P+aow/+q FANAT PUPY doZ8 ATEFTAMT APMPN APA
MmMmLd PIRFAMT AN AP AT NDFUT PAN++ NARPE Nh&+E MANLPIF
PR MNS LPTA: NHUIP NHeRTIZ NG+ AL PIRFA+4T NESLTIF NALT hA+dR FFU-
NNLAITU 10 T&Io/ME/m ST YD ACAP PR NARAOAN NF+NNGTH A+
MANT PLNPT FAU £CA +OM- AT 0+

PG+ AAM: PHU MGF PT AAT NhRC ATNA NTAALHE PATHA NehPA URST X*
ya-aqy hgAd PALHPFA. P+MAS. A’TT ATTT PATM 997HN AT +918CFTY AMREAN
PbZN MGt 1M

PHU M+ Mt PAIIHLPFM. PIPMAS. ARTH ATHT PAFMY 997HN AT +98C%T7Y
NaeZ8% AMRTHE PALAMMY UN9Re/ ATNNNN ATIAARA AT AATHT PIRPALAITMY AR
298 AG®AMT PoHA =

Phgk Y&F: NG+ MND ATPA+E P+N++T7 ARADHEFPT Pag & MABTY PhtsAd:=NHU
M ATEATE NFAR ANNCT +INHPA: ATRATE §2LF NPF NMIR 2A+E 15 ATIR
PHUT MTF AAT NFTANA ARL8FPT AT NTPIRTFPT A8 PAR ALAIAML: NADERLAATR NPA
mMmed ThAAT FPARPT ATRAM: NANNCF AME PAM.:

MPMMPIRILGT AF/MEI® PMLAF y1C: NHU MFTT NAPA+EP e+mdAT Lbd
ASENPT £FAA PFI° 97 PACNP +NTE PATIHLFM P+MAS. ARST ATHT PATM
AN AT +I8CTTT AREAN AT ANKALD. &Y ATLLAT PaHA: NHU »9+
NAA+L P FoII° ALTF F8F ML IR m+g MPIR KL/ M G
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MNLFF/IATNLFFTF AGLPT: NHU MTT AGPA+E ONZFF MLI® A& P heF/MmIn::

@ AP NACAP P+HANAND. @228 NhIRT+C A NFPP ALFPC NTLNMC LPAPMA:

paRPmI® MLIR PAP+m, ANt NHU M9t @MND PAMRA+& dA MNF AAPT
N+ DT+ET A PMTPE NEATFT NGT PAP+M APNTFP O+MNP TM.::

N+emC: £U MG+ NARN ANN RLACAT MST ALTN NAS N+2a9F 192799 NCE A8 0L P
£2/23A: MTFMI® P AFPLZPF NTRITMI® 1H 999,97C MLI® 9T LFAA::

PPTM, +a0 LM KL 4-A NE.AT:
h9e: FUFS a-i
NAh €M C: 0926102235

h-MA: tihitinamulugeta50@gmail.com

MME$T AGRARAN &S L5 TH/1PT?

1. AP 2. R2EALT
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Appendix E: Amharic version of informed consent
A&N ANN RLNCAL MT ARTN NAE 1CAI9 AT MEPLLL FIRUCT Nt

1CAY°1 TFRUCT P&
MY P NGO FUTT AT F
NAN €M (C: 0926102235

A-T2.4\: tihitinamulugeta50@gmail.com

Phe &mC

ME+T P ANANMD, AP &CT

Tk AANAN P+EZNT ¢ /2017 %/9°

e+ ANAN P+EanNT not L
MG+ +ANAN PASNT A%t [LX
P+MLNT 7 mC, 2017%/9°

PGk +AFLPT &2 LATT PO

AL PGk +AFL PUPINT WA ATT 2U MG NhkC ATNA NTAALHE PNTHA NedA
URST &F UTaT AGA PAILLFA. P+MAS. hRTT ATHT PATM 17HN AT +918C T
AMEAN PN MeTT MPRYT AMGPAU: PIPAMM-9° 99AP dBZER NTNAMLPIT
ATRTMNSP AT AHU ®5TF AAT NF ATLMM-A +199CTA: DT+ BN PAGATT +AFL
U%E @emaA ATRAANT AT APdMA NALATIL 1H T&I° ATLITFA +LEFAL: NAMPAL
NAL P+HHGTT BN$ET NS PAL NHU MGT AL ADA+E MPIe AAM- R NajaDy
Na>h €$L7TF AR A+E +NTHIR FAR::

&CTM

¢
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Appendix F: Amharic version of interview guides

N&d 1. PW/FRT MYNLR 2 PEPT

1.

2.

8.
9.

0LmE N o U, 18-24 | A 25-340 |

PINF iz

u.eAnF ]

A. PNt [ ]
NHY N&F 4B DALAA?
PTIRUCT 848

U.S93NN AG ore pagetal |
A n12% e ]

mELeP OF 1an?

(2AR) ...
PCAP Phe &CA

U. P Aot
A PaYINF AtE |

b1,

@ xepmec | ]

0o TN 1 Y —— ETB

AP NNIHEM M4 10, P+DALM?...

10. PATHA QA ATF 7 $2+PA?---

U. oABAa.l

U.ame L

ULmPHP gorevm? U, kAL
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N&A 2: NhéA e+ PHL PAPT PAD- PPA ML P aoany p

1 1H@O ARECH PHMAL URT AT AACNP 927 MAT 10?2 DAM PATPTT NIt P
A19147T BFAN?

T AP PP
I, LHeFO ALLCH PHMAS. UITTT AT 8T £L7ARN?
1. URST PAIHLPFM ATEMAS. AP INAPT 9O7F 907 §FM, NAM PANA?

2 PALHLT® P+MAS ATt APPH AT ATHANNN N+IAN+ PACAP AN+PPT IR1E7T
1m-?

TAP PP

I. 1HPFO ALRCH ATDAS URTT PO ATANNN ANLATL 10 NAG- PANA? CRANP
AP NPTINATANNNS @D AEP D¢ PAM-TT AdF AT8 LM ATLF TZIT% RFAN?

Il PALH@ A+DALM. 9T AEP DA A7 ATRIRL 9R7 992t ™A PATNA?

Il PALHE P+DALAY ABPY TXUSTT ACPMN$ AT hNAF AGPhAhA 9o ACTREPTT
LMASK?

3 AP PALHM. ADAL AT ML NICU AN P+ATIPHT NTRT ARA% FAN?
AP PP

l. AP N NICU ®-Nm A FNIR 9% ALYF NTREF +ATR+m, 342

Il. AB® NICU NaneN+ 9oR71PF NABP AAPTP 9o +AMPH?

4 NACAP AT N NICU @ N9°A4 PMT NATR,PPF aphhd NAAG- 997 FR7F ML IR $CNT
goY SATP FA?

AP PP

I. AAEP APHAM PAM-T PUNIRT ATANNN AT MPFP AB/8 MLID AFP PANTY U1
AORZ8F GO KBy FoC R IMIOP FA?

5 NHU 16 @D ARCNP 27 3L1F NFR MLT® MUNER £I& PNLAITA NAM
PANA? (AFPAA: PNHANT PRRETFE PPNTHA £06 HEFF)
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6 © NICU AhNN,Y A8+ £74&.34? (N NICU AhNN, 7C N+LPH FoICTF AIMMRM-PFA?) P
NICU ®7NC °F+PT AT NAEP AL POO+NC FAPT AL T 1N T FA?

7 AAEP huh9ee eARNT AT NANGTE FRCOR4 ATA91TT IC P+PPH T+
AIMAM-PFA? AANP AP NPT I°7 AIMADPH?

8 AL ATF N NICU #2R AT9C NMI® £ 3% PUPINA 11C 92187 102 AT PAIIHPFM.
A+DAS. U95F © NICU ATANNNTY N+HIRANt 927 927 97°F aPARA AANTF® NAG
PANA?

ATATEP NMI® ATARANTAT 1]
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