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ABSTRACT

Aim: Mothers have different needs, depending on their cultural and religious backgrounds, and these need to be known and acknowledged by the
pediatric intensive care unit (PICU) professional staff. To date, limited studies have been conducted in Turkey, a majority Muslim country, which
analyzes the needs of mothers whose children are in PICU. The purpose of this study was to explore parents’ needs in a child hospital’s PICU in Turkey.
Materials and Methods: A descriptive exploratory qualitative study. Individual, semi-structured interviews of a purposive sample of 9 mothers were
carried out between December 2013 and May 2014. The mothers who were enrolled to participate in the interviews were with an average age of 27.4

years in PICU of a major children'’s hospital in Turkey.

Results: In the content analysis, the main themes of “being sure of receiving the best care, having needs fulfilled, being able to cope with emotional

feelings” were created.

Conclusion: This study presents the disruptions during the PICU process, the fact that it is a difficult process for the mothers and they have many

needs during this process and these needs have to be fulfilled.
Keywords: PICU, qualitative, Turkish mother, nursing

Introduction

Being a parent of an infant or a child who has been placed
in intensive care is a very difficult experience. Scholars always
seek a way to reduce this difficult experience for the families.
Included among the causes of stress for families with a child
in intensive care are the severity of the disease of the child,
the need for mechanical ventilation, the appearance of the
child during this period, the concerns of the family regarding
the child's future, the appearance of the intensive care unit
and its attendant sounds and interventions, the changes
in the roles family members must assume and the feelings
of uncertainty and despair. In this situation called a family
event, most of the parents face psychological negativities

(1-6). Within the last 20 years, in addition to the studies
performed that examine the said sources of stress on the
families, various studies, involving multidisciplinary teams
and a variety of research methods, have been conducted in
different cultures and geographic locations that have sought
to determine the most important needs of the families in
order to obtain universal and predictable data (7). During the
critical period, in which the child is in a state of hemodynamic
imbalance, the nurses may be under the belief that the needs
of the family are matters that should be handled at a later
time. However, by determining and fulfilling the needs of the
family in the early period, at the time the child is admitted to
the intensive care unit, the negative effects of stress can be
reduced (7). Meeting needs of parents in accordance with the
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principles of the family-centered approach not only provides
a trust-based relationship between parents and nurses but
also increases parental satisfaction (1,8,9).

According to Ames et al. (10), the needs reported to be
most important were “being by the child during his/her care
and being involved in the care, having trust in the health
professionals and being informed of the course of the child’s
health condition and treatment”, while Al-Mutair et al. (1)
found that “disclosure of information, trust, spiritual care,
ongoing connection with the patient and involvement in
and support for the care” were key. Moreover, in another
study, the parents’ need of trust was found to be much more
important than the need for physical resources or support
(12). However, Berube et al. (13) emphasized the need for
comfort in the pediatric intensive care unit (PICU) in their
study and stated that families were interested in having the
security of physical, emotional and psycho-social comfort.
Intensive care nurses are health professionals who are in
the best possible position to provide support for patients
and their families. Nurses provide a sincere and individual
care that allows them to develop trust-based relationships
with patients and their families, to assess their needs, and
to monitor reactions given to changing conditions of the
patient by the family members (14). The perception of needs
and expectations of the families differ according to ethnical
and cultural backgrounds (15,16). According to a systematic
compilation by Shudy et al. (17) that reviewed six studies,
parents were shown to have needs ranging from being able
to communicate with their children, having an understanding
about the changes in their condition, having a feeling of
hope and being assured that their children are getting the
best treatment to being able to maintain the caregiver role,
strengthening the family relationship and being provided
with accurate information. In the developing country of
Turkey, where most of the population is Muslim, one study
was conducted that focused on this topic. In this study by
Sli and Basbakkal (18), the spiritual needs of the mother
were determined, and other needs, in addition to moral
support, such as good care, understanding and provision of
information on the health of the child, were cited as being
important.

Materials and Methods

Aim

This study aimed to conduct an in depth, detailed
examination of the needs of mothers whose children were
admitted to the PICU.

Study Design and Setting

To examine these needs, a qualitative research method,
using a phenomenological design, was chosen for this study.
The purposeful sampling method used to determine the
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participants resulted in the selection of mothers of nine
children who were in the PICU. It was determined that only
a small sample group be used, as qualitative studies require
that a detailed analysis be made of each case. Inclusion
criteria used for participation in the study required that the
mother be the primary care provider of a child who had
been hospitalized in the PICU for more than 3 days between
December 2013 and May 2014 and that the mother agreed to
participate in the study, was able to speak and understand
Turkish and was older than 18 years of age. The study was
conducted in a large district hospital with an intensive care
unit containing 24 beds. The 368-bed-capacity hospital has
been providing healthcare services in izmir since 1957. The
PICU is composed of three sections. In the first section,
which houses children who are in an overall stable condition
of health, the children are able to stay with their caregivers.
Mothers are involved in their child's care and training and
preparation for home care are also performed. All types
of intensive care patients, except those with sepsis, are
accepted. In the second and third sections, however, constant
parent companionship is not permitted. In these sections,
according to hospital regulations, parents are only allowed to
visit their children two days a week.

Data Collection

As part of the qualitative research method, the semi-
structured interview method was used for data collection.
The interview form was prepared by examining the relevant
literature on the experiences of the families whose children
were treated in the PICU (Table I). The interview consisted
of five open-ended questions, with the addition of a set of
alternative questions available at the end of the interview
form. The interviews were conducted on a date and at a time
most suitable for the mothers participating in the study,
and a private room within the PICU was used to ensure that
the interview was carried out in a comfortable manner. Two
mothers not involved in the study were interviewed to test
the intelligibility of the interview questions and the ease
of being able to answer them. The responses of these two
mothers were neither recorded nor included in the study. The
questions found to be difficult to understand and thereby
hard to answer by these two mothers were rephrased before
finalizing the interview form. A voice recorder was used, after

Table I. Interview form

1. What do you think about the appearance of the PICU?

-What do you think about the physical features of the PICU?

2. What are your thoughts on the attitude of the health personnel?
3. What are your needs here, from the time your child was first
admitted to the PICU to now?

-What are your physical, emotional and social needs here?

4. How do you feel about the fact that your child is in the PICU?

5. How do you cope with these feelings and thoughts you are
experiencing?

PICU: Pediatric intensive care unit
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obtaining prior consent from the mothers, to record the
interviews, each of which lasted between 20-50 minutes.

Data Analysis

The interview data were evaluated using content
analysis. To secure the validity and reliability of the research,
each interview was transcribed, without the addition of
comments. Internal and external reliability was accomplished
through strict compliance with the strategies of LeCompte
and Goet (19). The transcribed interviews were transferred
to a Microsoft Office document and compared with the
voice recordings of the interview. Codes were created from
interviews that were separately transcribed by two different
researchers. The codes created by the researchers were
gathered together, out of which the themes formed would
serve as the outlines of the study findings (Table II).

Internal homogeneity and external heterogeneity were
taken into account as the themes were being created.
Particular attention was given to ensuring that the themes

were different from each other, the categories and codes
of the themes had internal integrity and the themes had
integrity with each other. The study sample was determined
according to the number of participants it took before
reaching data saturation. In other words, as the themes
started to repeat and no new codes and themes occurred, the
data collection process was finalized.

Ethical Consideration

Prior to the start of the study, approval to conduct the
study was obtained from the izmir Health Science University
Dr. Behget Uz Child Hospital (approval number: 1339918).
Before starting the interview, participants were provided
with an explanation of the purpose of the study and were
informed that participation was voluntary and that they were
free to end the interview at any time. Written and verbal
consent was obtained from the mothers who agreed to
participate in the study.

Table Il. Main themes and sub-themes of the study

Themes Sub-themes Codes

Perception

A place where good care is provided to the children and they are attended to, kept in stable
condition and undergo recovery, and where treatments are administered, families cannot enter,
and the setting is clean / Hygienic

Hygiene deficiency

Common areas of use / Air conditioning / Baby food preparation conditions / Materials /
Insufficient barriers at the entrance of PICU

Certainty of receiving

the best care High risk of infection /

Possibility of transmission

Postponement of discharge due to nosocomial infection / Risk of recurrence of disease
Number of patients in the intensive care unit / High number of medical procedures

Attitude of the health
personnel

Good / Helpful / Supportive / Protective / Talkative / Friendly / Caring
Bad / Insecure / Reproving / Not caring / Unequal behavior / Difference in behaviors / Not
smiling / Grumpy / Not Likeable / No empathy

Lack of care

Not giving a bath to the child / Not moisturizing the child’s body

Having the care provided by the companions

Fulfillment of needs

Being beside the child

Not being able to see the child / Not being able to be together with the child when she cries

Need for information

Not being able to participate in the visits / Curiosity

Need for comfort

Eating / Sleep / Improper conditions of bath and restroom / improvement / Bath and restroom
in separate places / Not being able to change clothes

Family's routine

Care of other children / Not being able to spare time for the other members of the family /
Quitting job / Argument with the spouse-separation

Coping with
attendant emotions

Feeling

Trying to feel good / Trying to think that the child will get better / To hope

Uncertainty / Torment / Being tired out / Blaming herself / himself / Despair / Waiting for the
child to die / Being afraid of the death of the child / Pain / Being very miserable / Anxiety /
Sorrow / Anger

Religious belief

Pray / Reading the Quran / Taking sanctuary in God / Reciting prayers / Being patient

To distract

Consoling himself/herself / Trying to stay strong / Showing himself / Herself strong / Smiling
at life / Cheering oneself up / Seeing a psychologist
Dreaming / Spending time on the phone / Walking around / Going to the supermarket

Support

Spouse / Relative / Friend
Insufficiency of the people who will support / Difficulty of coming from another city / Problem
of finding a place to stay

PICU: Pediatric intensive care unit
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Results

The average age of the mothers was 274 and their
educational backgrounds varied between primary school and
university graduates. The period of hospitalization of the
children in the PICU varied between 5 days and 9 months.
For the children, who had been admitted to the PICU as a
result of severe medical diagnoses, their age varied between 3
months and 7 years, and 5 of them were males and 4 of them
were females (Table ).

According to the content analysis, three main themes
were developed: “Certainty of receiving the best care”,
“fulfillment of needs” and “coping with the attendant
emotions” (Table Ill).

1. Certainty of Receiving the Best Care

Perception

The mothers perceive the PICU as a clean, hygienic
place which is clean/hygienic, where good care is provided
to the children, children are attended to at all times,
children undergo recovery, children are kept in stable health,
treatments are administered and families cannot enter. The
mothers responded to this question as follows: “Health
personnel standing by my child in order to attend to them
immediately” [4 Mothers (M)]; “I thought it would be a place
we wouldn't be able to enter...a very hygienic place” (7 M);
“provide the best care...they are always there to help” (8 M).

Hygiene Deficiency

Despite believing that the PICU would be clean and
hygienic, the mothers did not find the physical environment
to actually be hygienic. Most of the mothers mentioned
the physical shortcomings of the PICU, describing it as a
“dirty place, with beds close to dirty sinks and poor air-

conditioning.” Others stated, “this place doesn't look like a
PICU" and "people should be required to wear overshoes and
gloves, but they are not” (9 M).

Risk of Infection

All of the mothers mentioned the risk of their children
acquiring an infection, and most of them stated that their
children did indeed get an infection and that their discharge
was postponed due to the high number of patients. In
particular, they noted, “the first thing | think about is the
infection...” (1M); “my child acquired an infection in the PICU”
(2 M); “afraid that she will acquire an infection...” and “l want
to get out of this hospital as soon as possible” (8 M).

Attitude of the Health Personnel

The positive and negative statements from the mothers
regarding the health personnel included, “they help us..”,
“they are very warm and friendly and they tend to us..."” and
“I can talk to the nurses and they always support and take
good care of us” (1M); “I do not look at the monitor screen, so
they would comfort us by telling us to not be afraid because
nothing was going to happen” (8 M); “..the nurse scolded
me..., some of them treated me in a nice manner but others
were bad” (5 M); “some were grumpy..., | cannot trust the
nurses..., one of them just recently yelled at a mother very
badly” (7 M); “she is also a mother like me and therefore
would also be hurt if something happened to her child” (8 M).

Lack of Care

Regarding this issue, the mothers expressed, “our child
cannot have a bath..., they have only one wash basin and
tub and all of the sick children are washed there” (1 M); “I
have been here for 1.5 months and | would not let my child
be washed, even if they wanted to because the place is very
dirty” (7 M); “there is definitely nothing here in terms of care”
(9 M).

Table I1l. Characteristics of the participants

Participant No. | Age Eggﬁ;::;m :z;i)oigﬁggtsi oonf in the PICU Age of the child Diagnosis of the child

1 25 Primary school 50 2 years Biotinidase deficiency, epilepsy, pulmonary infection

2 23 Middle school 90 11 months Spinal Muscular Atrophy

3 23 High school 120 1years Epilepsy

4 38 University 620 Tyears Spinal Muscular Atrophy

5 28 Primary school 270 7 years Cerebral Palsy

6 24 Middle school 7 5 months Ventricular Septal Defect, Atrial Septal Defect, Patent
Ductus Arteriosus

7 25 High school 46 3.5 months Epilepsy

8 32 High school 5 3 months Cardiomegaly

9 29 Primary school 5 7 years Bronchial Asthma

PICU: Pediatric intensive care unit
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2. Fulfillment of Needs

Being Beside the Child

Almost all of the mothers stated that their most basic
need was “being beside the child”. One of the mothers said "I
was so afraid when they told me that | could not stay with my
child, but now | am close to my child” (2 M). Another said “I
could not see my daughter or have access to her as she cried,
but now | am beside her” (5 M).

Need for Comfort

The mothers felt that PICU was extremely uncomfortable
and expressed problems involving food, sleeping, bathing,
restroom and changing clothes. The mothers explained their
discomfort about this matter as follows; “l had to eat next
to my child. | wish there was a separate room and no smell
of food...”, (4 M); “it would be nice if the restroom and sink
were separate...”, “it is disgusting...”, “you cannot take a bath
or change your clothes” (5 M); “I am not happy with the place
I am sleeping”, “both of my sides are hurting, but | will put up
with everything for the sake of my child” (6 M).

Need for Information

One of the most important needs of the mothers is
the provision of information. The mothers expressed their
concerns on this matter as follows: “When they perform
visits, they remove us from the room, do not directly tell
you that she could die or that we could lose her” (8 M);
“information should be provided right after the visit, but no
information was provided” (9 M).

Family’s Routine

The mothers stated, in the following expressions, that
their family routines were disrupted: “I have another son and
he needs me a lot, but | cannot take care of him.” (1 M); “my
husband quit his job and came here, like me”..., “we suffered
disappointment, and now our family life has been disrupted”
(4 M); “my husband and | argue from time to time”..., “until
this time, | had not been separated from my husband like
this” (6 M).

3. Coping with Attendant Emotions

Feelings

One of the mothers expressed her feelings regarding
having her child in the PICU as follows: “I tell myself that my
child is going to be fine” (6 M); “most of the mothers have
negative feelings...”, “uncertainty, this makes me very sad” (3
M); “I blame myself. | did not take care of him well. If | had, he
would not be sick. | am guilty” (9 M); “despair...waiting for my
child to die” (2 M); “my world has crashed down around me...|

am still sad and worried..” (8 M).

Religious Belief

These responses constitute themes of religious belief,
support and distraction. “God is my helper. | pray and read
the Qur'an” (4 M); "I pray to God and recite prayers; try to be
patient” (7 M).

To Distract

Here are some statements from mothers who coped with
their negative emotions using methods outside of religious
beliefs: “This psychologically affects me a lot. I try to stand, ...|
have people who need me and therefore, | want to be strong”
(1M); “by smiling, | try to keep living my life, talking about my
problems, it makes me feel good, it cheers me up, s/he says
don't be sad, s/he is going to live with the help of God, s/he
supported me a lot, | can cope due to all this support” (6 M);
“if you tell your loved ones, they will be sad...my sleep helps
me. | see my child standing and smiling, it will be fine, | see
things like this and it makes me feel better” (4 M).

Support

Most of the mothers expressed that they receive support
from their spouses, relatives and friends in the following
manner: “l can share it with my husband, my closest relatives,
| do not like sharing it with the other moms because their
psychology is not good” (1 M); “there were our friends whom
we met here, their child was discharged, so we talk on the
phone” (3 M); the mothers stay as companions of all patients
in the PICU. The mothers also talked about the difficulty
of the situation, saying the following: “I do not have any
relatives here, so | cannot leave my child and go. | am always
here” (4 M); “my husband cannot stay as there is no place for
him to sleep here, and it is very far away, so he comes in the
mornings and goes back in the evenings” (7 M).

Discussion

The findings obtained from the study were discussed
within the context of three main themes:

Certainty of Receiving the Best Care

In the intensive care unit where the study was conducted,
as the children and the mothers share the room, the mothers
were able to closely witness all of the behavior, positive and
negative, directed towards their children. Therefore, the
mothers’ perception of the intensive care environment was
largely affected by this situation. In a study by Latour et al.
(20), parents whose child was alone in the room describe the
environment as peaceful, quiet and private. Diaz-Caneja et al.
(21), in their study, described parents as “tubes surrounding
their children” and focused on physical features. They
mentioned that while many of the healthcare professionals
made the parents feel secure, the appearance of the children
was a matter of concern worrying for the parents.

In our study, the mothers voiced positive and negative
thoughts on the attitudes of the healthcare personnel. In
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order to replace negative perceptions with positive ones, the
PICU nurses should develop greater awareness of this matter
and review their approach to the families. The data from the
study by Hall (22) showed that some families stated that the
nurses were “kind, helpful, informative, and capable”, while
others complained that they were “the sole agency of care,
ignorant, distressed and worried-looking”. Our study, on
the other hand, found that some of mothers expressed the
positive aspects of the healthcare personnel, such as their
supportiveness, willingness to talk and consideration. In the
PICU (24-bed capacity) where the study was conducted, ten
nurses work the day-shift and nine nurses work the night-
shift. The patient/nurse ratio is approximately 2:4, and the
tense, tiring working environment contributes to the nurses’
failure to adopt a more patient oriented approach, keeping
them stuck in a job oriented style of working. This situation
explains why they sometimes have difficulties using efficient
communication techniques when talking with mothers.

Another matter brought up by the families in our study
was the lack of care. This is a particularly key point, as quality
of care is one of the most important issues for families
(23). Latour et al. (20) discussed family care coordination,
suggesting that participation in the child's care is an
important matter; however, this request should depend on
the family - whether or not they feel ready - and the burden
of care should not be completely on the family. Mattsson et
al. (24) defined the meaning of care in the PICU as “building
a sheltered atmosphere, meeting the child’s needs and
adapting the environment to family life”. When a child is
admitted to the PICU, the life of the family changes and they
may feel like they have lost a part of their responsibilities (5).
As they are accustomed to fulfilling all of the needs of their
children at home, a disconnection between roles may occur
as a result of the fulfillment of these needs being taken on by
the healthcare personnel in the PICU (25).

Fulfillment of Needs

A majority of the mothers stated that their most basic
need was "being beside the child”. In the study by McKiernan
and McCarthy (26), it was found that the primary source of
stress for family members was not being able to see their
children. In the PICU of our study, the mothers were allowed
to be close to their children, and they were taken out of the
room only in the event something unexpected occurred and
during doctor or nurse visits. It is essential that the doctors
and nurses talk to the families at the end of the visit and
inform them of the child’s prognosis. Almost all studies
mention that the patient’s relatives need sufficient and
accurate information (11,13,23).

The mothers stated that the PICU was extremely
uncomfortable and cited problems relating to food, sleeping,
bathing, the restrooms and changing clothes. The basic
needs in the PICU, in terms of the familial need hierarchy, are
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physiological needs, such as sleeping and eating. The possibility
of families getting involved in their child’s care, providing social
support, and most difficult of all, fulfilling their emotional
needs, is greatly diminished when the physiological needs are
not first fulfilled (13). Majdalani et al. (23) and Berube et al. (13)
stated that, as families were in search of comfort, the PICU
should be organized in such a way as to provide comfort to and
meet the physical needs of the families.

Another matter that has a negative impact on family
life during the PICU process is the disruption of the family's
routine. Lam et al. (27) noted the impact of “rescheduling
of family routine” on the involvement of the families in
the child's care, while Mattsson et al. (24) mentioned the
importance of “adapting the environment for family life".
In our study, as stated before, the mothers of the children
stayed with them. Therefore, most of them had to quit their
jobs and ask their relatives to take care of their other children.
The job-centered style of working that nurses practice results
in neglect shown to the parents. The nurses responsible for
caring for the children in the PICU should be facilitators in
ensuring that all of the family members involved in the care
of the child are in a position to provide social support to the
mothers, in creating resting periods and in enabling them to
have some time for themselves.

Being Able to Cope with Feelings

If the healthcare professionals are aware of the feelings
experienced by the families, they will be better able to
deal with them. Latour et al. (20) highlighted the idea of
“intensity” and stated that the families have negative feelings
about the PICU. The study by Hall (22) revealed that the PICU
reminds people of death. Among the ways for dealing with
their emotions, the most commonly expressed tool was
religious belief. This result was not surprising in Turkey, as
the country is predominantly Muslim. Majdalani et al. (23)
cited "Dependence on God” and Al-Mutair et al. (11) “Faith
in God, reading of the Qur’an, prayer and charity” as coping
mechanisms in their studies. Many of the mothers stated
that they received support from their husbands, relatives
and friends. Berube et al. (13) and McKiernan and McCarthy
(26) noted that the families needed support for dealing with
the situation. The Islam-inspired fatalistic approach served
as another coping mechanism. It is a common belief to take
the negative situations for granted, as they are done at the
discretion of God. With this understanding, God shall redeem
his people from their sins in return for all the hardships they
experienced; therefore, when rough times come upon them,
then it is surely because God loves them.
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