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Abstract

Objective: The aim of this study was to examine parents' and healthcare professionals’
experiences and perceptions of parental readiness for resuscitation of their child in a pediatric

hospital.

Design: This exploratory descriptive qualitative study utilized content analysis. Participants shared
their experiences and perceptions about parental readiness for resuscitation through semi-

structured and in-depth interviews. MAXQDA 2020 software was also used for data analysis.

Setting: The setting was two large teaching pediatric hospitals in Iran (Ash and Mashhad).

Participants: Participants were 10 parents and 13 pediatric healthcare professionals (8 nurses and
5 physicians). Selection criteria were: a) Parents who experienced their child's resuscitation crisis
at least 3 months prior and b) Nurses and physicians who were working in emergency rooms or

intensive care wards with at least 2 years of experience on the resuscitation team.

Results: Participants shared their experiences about parental readiness for resuscitation of their
child in four categories: Awareness (acceptance of resuscitation and its consequences; providing
information about the child's current condition and prognosis), Chaos in providing information
(defect of responsibility in informing; provide selective protection of information; hardness in
obtaining information), Providing situational information (honest information on the border of
hope and hopeless; providing information with apathy; providing information as Individual;
dualism in blaming; assurance to parents; presence of parents to better understand the child's
situation), and Psychological and spiritual requirements (reliance on supernatural power; need for

access to a psychologist; sharing emotions; collecting mementos).
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Conclusion: The results of this study provide insight on the needs of parents and strategies to use
to prepare them for their child's resuscitation crisis, which can be used to enhance family-centered

care practices in pediatric acute care settings.

Key word: Readiness, Parents, Resuscitation, Pediatrics

Article summary

Strengths and limitations of this study

- The findings from this study provide insight about parents’ and healthcare professionals’

experiences and perceptions of parental readiness for resuscitation.

- The study examined the pre-resuscitation readiness of parents, which is important for identifying

strategies to help them prepare.

- Cultural considerations emerged when examining the experiences and perceptions of healthcare

professionals who work in large hospitals in two major cities in Iran.

- Most of the participants were female because most pediatric healthcare providers are women and

the main caregiver of children are mothers.

- In this study, the children of the parents were all 5 years of age or younger because older children

and adolescents are usually hospitalized in adult hospitals.
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Introduction

Child resuscitation is a critical time for parents (1). In the United States, approximately five percent
of children who go to the emergency department for critical care need resuscitation (2). However,
this statistic varies between four and six percent of hospitalized children in intensive care units (3).
In a study in Iran, approximately five percent of patients referred to the emergency department for
critical care were under 18 years old (4). Among resuscitated children, less than 20% survive and

are discharged from the hospital (5,6).

In pediatric hospitals, especially in wards such as the emergency room where critical care for
children is provided, parents are mostly present (7). When parents are faced with their child being
acutely hospitalized, they can suffer from psychological stress, which will also have a negative
effect on the treatment results (8). Anxiety, stress, depression and post-traumatic stress are some
of the psychological problems that parents can face when their child requires resuscitation (9). In
the study of Lisanti et al. (2017), mothers in the pediatric intensive care unit had the highest score
of stress and anxiety at the time of resuscitation of their child (10). Parental well-being is essential
for the well-being of children with life-threatening illnesses (11). Therefore, healthcare
professionals have a vital role in parental preparedness for resuscitation (9). In addition to
providing specialized clinical care, healthcare providers should also consider parental support
needs at this time (12), as parental support is one tenet of family-centered care structures that leads

to increased quality of care (13).

Many studies have focused on the presence of parents during resuscitation of their child, but few
studies have examined the pre-resuscitation readiness of parents, which is important for identifying
measures to help them prepare. Further, cultural differences may affect the support of parents in

these critical situations; therefore, there is a need for examination of parental readiness among
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various cultures and countries. This study was conducted in Iran to explore the readiness of parents

for resuscitation of their child.

Methods

This study used an exploratory descriptive qualitative approach to examine parents’ and healthcare

professionals’ experiences and perceptions of parental readiness for resuscitation of their child.

Setting and Participants

The setting was two large teaching pediatric hospitals in Iran (Ash and Mashhad). Using purposive
sampling, there were 10 parents of 7 children and 13 pediatric healthcare professionals (8 nurses
and 5 physicians) who participated in the study. Selection criteria were: a) Parents who
experienced their child's resuscitation crisis at least 3 months prior because after a stressful family
event, the symptoms of depression, anxiety and post-traumatic stress disorder are decreased after
3 months (14) and b) Nurses and physicians who were working in emergency rooms or intensive

care wards with at least 2 years of experience on the resuscitation team.

Data collection and analysis

Participants were invited to participate in the study by telephone, and face-to-face individual
interviews were conducted from February to November 2020. The first author conducted the tape-
recorded, semi-structured, and in-depth individual interviews at the hospitals (for the healthcare
professional participants) and at the parents’ homes (for the parent participants). Each of the

interviews lasted between 45 to 75 minutes.

An interview guide was designed to elicit participants’ experiences and perceptions of parental

readiness for resuscitation. Parent and healthcare professional participants were encouraged to
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share their experiences about parental preparation needs, how these needs were met, and
perceptions of strategies that healthcare professionals can utilize to effectively provide help to
parents. Examples of the interview guide questions are available in Table 1. For in-depth
understanding of participants’ experiences and perceptions, clarification and probing questions
were asked after each of the questions in the guide. Interviews were continued to data saturation
(15), which was confirmed when no new information or codes were uncovered in the last 4

interviews.

Table 1: Interview guide questions asked of parents and healthcare professionals.

6SGG0-T202-uadolwa/9sTT 0T Se paysignd isiy :usdO CING

- What factors do you think would have improved your readiness | child's resuscitation?

for their child's resuscitation?

resuscitation lead to better parenting experiences?

Parents Healthcare professionals

- In your experience, what readiness did you need before your - In your experience, what preparation do parents need before their child's
child’s resuscitation? resuscitation?

- How were you treated before your child’s resuscitation? - How do you treat parents to help promote their readiness before their

- What actions helped you become ready for and endure your child's resuscitation?

child's resuscitation? - What actions do you take to help parents prepare for and endure the

- In your experience, what barriers were there to your readiness resuscitation of their child?

for your child's resuscitation? - In your experience, what barriers there are to readying parents for their

for your child's resuscitation? - What do you think are the factors that helped improve parents' readiness

- In your experience, how can parental readiness for their child's

LA NA%
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Recorded interviews were transcribed verbatim and then analyzed using content analysis according
to Bengtsson's proposed steps (16). First, the text of each interview was read several times. The
text was then broken down into meaningful units and coded. MAXQDA 2020 software was also
used to encode the data. A list of codes related to all transcribed texts was prepared and each code
was identified to which domains it belongs. The codes were also categorized according to their
similarities and differences. To increase trustworthiness, this process of data analysis was
conducted by two researchers who extracted and then categorized the codes. The extracted
categories and subcategories were then confirmed and agreed upon by the other authors.
Participant quotes were selected to enrich understanding of the categories. Participant words were
spoken in Persian and then translated to English; some quotes have been edited to increase clarity.

6

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

1ybuAdoo Aq paroalold 1sanb Aq 720z ‘2T [dy uo jwod fwg-uadolwg//:dny


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

To promote rigor (17-19), the experiences of different persons involved, both healthcare
professionals (physicians and nurses in different categories) and parents (having children with
chronic or acute illness, different literacy levels, urban and rural residences, etc.). These
characteristics of participants were collected via a paper-and-pencil survey that was administered
prior to the start of each interview. After the research team performed the analysis, the first author
returned the extracted codes of each text to participants for review and approval; thus, rigor was

further enhanced via member check.

Ethical considerations

This study was approved by the ethics committee of Tabriz University of Medical Sciences with
the ID IR. TBZMED.REC.1398.1080. The objectives and procedures of the study were explained
to all participants, including measures to protect confidentiality. Participants’ personal information
was kept confidential, and their experiences were used in the study without names and details.

Informed consent was obtained from participants.

Patient and public involvement

We did not involve patients in the development of the research questions. We obtained collaboration
agreements with two large teaching pediatric hospitals. We approached the hospitals for that purpose. All
gave us positive feedback on the study aims, acknowledging that more research is needed on patients’
experiences related to support of parents surrounding resuscitation of their child. Thus, the hospitals
supported recruitment of study participants by sending messages for study participation. No individual
patient was involved in recruitment and conduct of the study. we plan to send the published results to the

teaching hospitals to disseminate our findings.
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Results

In this study, 13 pediatric healthcare professionals participated; five pediatrician physicians and
eight nurses in different categories of practice (from bedside nurse to head nurse) and education
(bachelor to master’s degree). There were 10 parents of 7 resuscitated children (children aged one
to five years; 3 boys and 4 girls) who participated. At the time of the interview with the parents,
between 3 and 12 months had passed since the resuscitation. Parents were aged 31 to 48 years, and
seven were mothers and three were fathers. Three of the parents had only one child (one child was
born after many years of infertility). Two children of two of the parents had no previous history of
illness or hospitalization, while the other 5 children had a history of chronic illness. Demographic

details of the participants are provided in Table 2.

Table 2. Participants’ demographic characteristics.

Parents n % Healthcare Professionals n %
- Relation to child - Field of education
Father 3 30 Nurse 8 61.5
Mother 7 70 Pediatric physician 5 38.5
- Education level - Gender
Academic 5 50 Female 9 69.2
Non-academic 5 50 Male 4 30.8
- Location - Years of experience
Town 8 80 <10 3 23.1
Village 2 20 >10 10 76.9
- Number of times experienced their - Marital status
child’s resuscitation Married 9 69.2
Once 5 50 Single 4 30.8
Twice or more 5 50 - Parent status
Having own child(ren) 9 69.2
No children 4 30.8

Participants in this study shared their experiences and perceptions about parents' readiness for
resuscitation of their child in four categories: Awareness (acceptance of resuscitation and its
consequences; providing information about the child's current condition and prognosis), Chaos in
providing information (defect of responsibility in informing; provide selective protection of

information; hardness in obtaining information), Providing situational information (honest

8
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information on the border of hope and hopeless; providing information with apathy; providing
information as Individual; dualism in blaming; assurance to parents; presence of parents to better
understand the child's situation), and Psychological and spiritual requirements (reliance on

supernatural power; need for access to a psychologist; sharing emotions; collecting mementos).

1. Awareness

Based on the experiences and views of the parents and healthcare professionals, awareness about
a child's condition and health problems was considered to be a parents' right. There were two sub-

categories that emerged in this category of awareness:

1.1: Acceptance of resuscitation and its consequences

Some parents were informed about their child's condition before resuscitation, and this helped the
parents better understanded their child's condition and its severity. This action of healthcare
professionals was considered a proper and necessary behavior. By informing parents of their
child’s condition, parents felt satisfied with the care of the healthcare team, even after the death of

the child. One father stated (table 3-1.1-F7).

Both parents and healthcare professionals expressed how having awareness of the child's poor
condition before resuscitation helped parents to prepare for the crisis. Having awareness was also
felt to help with acceptance of the death of the child and preventing shock caused by the crisis.
Informing parents of their child’s condition, also provided the opportunity for healthcare
professionals to prepare parents to be present in the resuscitation room. As a result of having
awareness, the parents prepared themselves, psychologically and mentally, that their child was in
critical condition, even in acute cases. A doctor explained (table 3-1.1-D8). Two fathers also stated

(table 3-1.1-F1, F7).

9
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1.2: Providing information about the child's current condition and prognosis

Healthcare professionals’ experiences indicated that in hospitalized children, if parents were
informed about their child's condition during hospitalization, they were better prepared for a
resuscitation crisis than if the crisis were an unexpected emergency. Even then, explanation about
the child's prognosis could help parents accept this crisis. In this regard, a nurse stated (table 3-

1.2-N2).

Parents, based on their experiences, also explained that they needed to be constantly informed
about their child's condition and the actions that were being taken for him/her during the
hospitalization. This was especially important during the time when their child's condition was
worsening, and even could occur over the phone. In this regard, a father said (table 3-1.2-F7).

While a mother who had no awareness of her child's condition, stated (table 3-1.2-M4).

To express the possibility of resuscitation and death in hospitalized cases, both parents and
healthcare professionals believed that parents should be told about the care interventions that could
be used in attempt to save the child’s life. One nurse described how this was done (table 3-1.2-

N4).

A mother’s statement highlighted why receiving this information is so important (table 3-1.2-M9)

In emergency cases, where the resuscitation was not expected, opinions were different about
informing the parents of the possibility of resuscitation and of the child's death. One doctor stated

(table 3-1.2-D9).

When expressing the possibility of resuscitation, in addition to making parents aware of

resuscitation actions and equipment, it was also deemed important to talk to parents about their

10
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directed to leave the resuscitation room. A nurse stated (table 3-1.2-N10).

The experiences of the parents and the healthcare professionals showed that in cases when the
possibility of losing the child was told to the parents, the field of parents' bereavement needs were
not considered. Parents expressed a need for a private space to be with their deceased child and

release their emotions. A father said (table 3-1.2-F1). A mother also expressed her need for a

private space after the death of her child (table3-1.2-M9).

Table 3. Awareness

1.1: Acceptance of resuscitation
and its consequences

"Thanks to all of them [healthcare professionals]. They did everything that they could.
Well, I knew my child's problem, nothing could be done for her." F7

"A child was brought to the emergency room with severe dehydration. The child's parents
brought the child to the hospital too late from fear of Corona, so that the child was in a
state of shock. I fully explained to the parents about the bad condition of the child, that
the child was breathing with the device and his heart was working with the injected drugs.
I fully informed them about the bad condition of the child. The child died in the ICU that
night, but when the parents were informed, I felt the shock did not happen in these parents
the same as for other parents. It seemed to me that they accepted it more easily ... " D8
"... Because we had already been told that our child might die, his mother and me decided
to donate his corpse to the University of Medical Sciences if he died." F1

"Since I was told the truth, I realized that if my child survives, it might not be good for
her either. Because I was told the truth and I understood the truth, I was satisfied that if
my child were to die, she would not suffer." F7

1.2: Providing information about
the child's current condition and
prognosis

"A child was hospitalized and intubated for a long time. The parents witnessed our
actions. The parents were informed of the child's condition and prognosis during this
time. They thanked us after their child died, even while they were in a bad mood." N2

"Because [ was already told that her condition was not good and she [his child] was very

ill, I had background about resuscitation of my child." F7

"My daughter was hospitalized about 6 months, but I was not told that my child was
getting worse. I thought everything was well and I was not at all ready that my child was
getting worse, and I did not expect her death at all." M4

"When there was a possibility of resuscitation, I would give the parents full information
about their child's condition. I was telling them that your child might need us to squeeze
her chest or, like this child, insert a breathing tube so that the device could help your child
breathe." N4

"I did not know what they were doing and why. I was dying and living every moment."
M9

"We say that the child is in critical condition, but we have never said that he/she may
need resuscitation or the child may die because the child is brought to the emergency
room at once, and we do not know exactly what the problem is and the situation is not
predictable ..." D9

"If parents were not agitated and could control their emotions and did not disrupt the
resuscitation process, I was telling them that they could be in the room. Otherwise, they
would be directed out of the room or they could watch the resuscitation from the window
of the room." N10

11
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"In any hospital, it's much better if there is a private place at this moment [after the failed
resuscitation of the child] so parents can release themselves. If there is such the place, no
one told me anything before." F1

"Immediately after the resuscitation, they took my child to the mortuary and did not let
me say goodbye to my daughter and see her for the last time. I was also told not to make
noise and cry because other mothers were in the ward and they might scare. I was running
to the mortuary looking for my child's corpse. Unfortunately, there were no facilities for
us. At least others should lose their children in a calm situation." M9

2. Chaos in providing information

The experiences of parents and healthcare professionals indicated that there was no specific

process for providing information, as demonstrated in three sub-categories:

2.1: Defect of responsibility in informing

The parents in this study wanted doctors and nurses to be available to provide information. But
they most preferred to get the information from a doctor who was responsible for and aware of
their child's condition. Yet, in this study, participants’ words demonstrated there was defect of
responsibility to provide information to parents. Physicians considered it their duty to provide

information to parents, and one physician stated (table 4-2.1-D9).

But the nurses discussed doctors' irresponsibility in informing the parents about their child's
condition. Although nurses considered providing diagnostic information to be duty of the
physicians, they felt discussing care information is their duty. At the same time, they were confused
about providing information and responding to the parents, feeling uneasy because they were more

in touch with parents. One of the nurses stated (table 4-2.1-N2).

2.2: Provide selective protection of information

In the culture of the participants in the study, there was withholding of information and information
was transferred from healthcare professionals to parents selectively and protectively. Parents in

this study tended to realize the condition of their child without actually having been provided such
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information from the healthcare team, and some of the healthcare professionals withheld
information to help protect the parents. In some cases, healthcare professionals preferred to give
information about the child's poor condition to relatives or close friends rather than the parents,
and these individuals then transferred the information to the parents. In this regard, a nurse stated

(table 4-2.2-N4).

In providing information to parents, healthcare professionals also preferred to provide unpleasant

information about the child to the father rather than the mother. A doctor stated (table 4-2.2-D8).

But the healthcare professionals did not ensure the transfer of this information to the mother. The
desire of the father to protect the mother was also evident. This withholding of information had
caused the mother, in some cases, not to have awareness and readiness for their child’s crisis. A

father said (table 4-2.2-F7).

2.3: Hardness in obtaining information

The experiences of most of the parents showed that information about their child's condition was
obtained with difficulty, consuming their time, and that doctors especially spent little time
providing parents with information. Participating parents in the study wanted to receive

information from physicians at their child's bedside. A mother stated (table 4-2.3-M9).

Table 4. Chaos in providing information

2.1: Defect of responsibility in | "If the doctor gives information, it is better because the parents trust the doctors more. Now,
informing if there is no doctor [available], the nurses will be next. It is better for a male doctor to talk
to the father because the father accepts more easily than if a woman doctor, especially when
she is young. But it also depends on how the doctor is expressing. Even if she is a woman or
young, it depends on how she speaks so that she can convince the father." D9

"The doctor and head nurse of ward were telling us not to talk to the parents about their child.
I personally do not know what to say when parents ask. Because the doctor is only there for
one hour in the ward every day. When we do not respond to parents, they think we know
nothing and lose confidence in us and our care of their child." N2

2.2: Provide selective "In one case, a child was brought to the hospital and the child did not have a specific illness
protection of information before. The parents were agitated and very anxious. I talked to the child's uncle about the
child's poor condition and what had happened." N4
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"I prefer to give bad news to the father so that he tells the mother. Fathers usually act more
logically." D8

"I knew my child's problem at that time. I realized she was dying and it was good. Therefore,
I could say goodbye to my baby at the last moment. But I wish I told her mother, so she was
ready too." F7

2.3: Hardness in obtaining "If we wanted to be told about our child's illness, we had to run to the doctor in the hospital
information corridors, but we could not see him. Everyone was around. We had to go to the office of the
doctor. Well, I was foreign in this city, I had to request a taxi to take me to the doctor's office.
After difficulty finding it, I had to pay a visit to the doctor to have my baby's condition
explained for a few minutes, otherwise they [doctors] would not answer us." M9

3. Providing situational information

The experiences and perceptions of parents and healthcare professionals revealed that providing
information to parents should be done according to the situation of the child and in consideration

of parental condition. Six sub-categories were approved in this category:

3.1: Honest information on the border of hope and hopeless

Healthcare professionals and parents emphasized the importance of honest and truthful
information. The healthcare professionals had experienced situations where there was lack of
correct information and it caused mistrust in parents. Also, parents' experiences showed that if they
received untrue information, they were not prepared for the crisis ahead. A mother stated in this

regard (table 5-3.1-M5)

The healthcare professionals explained how when they provided honest information for parents,
they worked to provide information that was on the border of hope and hopeless. A nurse explained

(table 5-3.1-N1).

Yet, the experiences of parents in this regard showed that most fathers did not have or want false
hope, and most mothers didn’t all hope removed when being provided information about their
child's condition. This is demonstrated in the following exemplar quotes from a father and a mother

(table 5-3.1-F7, M2).
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3.2: Providing information with apathy

Parents emphasized the importance of receiving information from the treatment team in a kind,
compassionate, and respectful manner. Some parents appreciated the kind words of healthcare
professionals. But most parents indicated that healthcare professionals could not comprehend their
mental state when providing information to them and they provided information about their child's
situation with apathy and without empathy. One father expressed his dissatisfaction with the way

the doctor provided information to his wife (table 5-3.2-F7).

Also, a mother whose baby was in critical condition immediately after delivery explained receiving

unempathetic care from nurses (table 5-3.2-M5).

3.3: Providing information as Individual

The experiences of both parents and healthcare professionals indicated that it is not possible to
have a same method of providing information to all parents. It depended on the parents’ level of
understanding, education, age, language, whether the parents have only the one child, if the child
has been hospitalized before, and whether the child’s illness is acute or chronic. Their experiences
showed that for low-education parents, it is important to provide information in simpler, brief and
tangible ways. But for higher-education parents, this information could be provided more
scientifically and completely. In this regard, two fathers with different levels of education

expressed (table 5-3.3-F7, F3). A doctor also shared his experience (table 5-3.3-D13).

The experiences of parents and healthcare professionals also showed that the speed of transmitting
information to parents was important, especially when providing information to mothers. It was
also necessary to be more sensitive when providing information to parents with a single child or

golden baby (born after years of infertility issues and treatment) as this child might be the

15

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 16 of 35

yBuAdod Ag palosloid 1senb Agq 20z ‘2T Idy uo /wod g uadolwq//:dny woij papeojumoq zz0oz ABIN 2 U0 66GGG0-TZ0Z-uadolwag/9eTT 0T st paysiignd 1sui :uado CINg


http://bmjopen.bmj.com/

Page 17 of 35

oNOYTULT D WN =

BMJ Open

foundation of the family. A mother who got pregnant after eight years, said of her missing child

(table 5-3.3-M4).

Healthcare professionals’ experiences indicated that older parents are more receptive and have a

better understanding of information than younger parents. A nurse explained (table 5-3.3-N2)

Linguistic differences in multilingual countries make it difficult for healthcare professionals to

provide information to parents. In this regard, a doctor offered a solution (table 5-3.3-D9).

The healthcare professionals’ experiences showed that it is easier to provide information to parents
with a child who has a chronic illness or has been hospitalized for at least a few days rather than
in an acute emergency situation because unexpected crises can cause parents to be agitated and the
high stress prevents them from understanding the information. A nurse and a doctor described their

experiences as follows (table 5-3.3-N5, DS).

3.4: Dualism in blaming

Doctors' experiences showed that if parents were blamed, this prevents the doctors themselves
from being blamed and prevents future complaints. Yet, when parents were blamed for the
situation of their child, it caused great remorse and grief in them. A mother who lost her child to

influenza said (table 5-3.4-M6).

Some healthcare professionals acted differently. They believed that even if parents may be to
blame for the situation of their child, healthcare professionals should not blame them. The
healthcare professionals felt that if they were unable to release their pain, they at least needed to
make sure they did not add any additional pain. A nurse spoke about her experience with a mother
who brought her baby to the emergency room with hypoxia due to falling asleep while feeding
with her breast on her baby's face (table 5-3.4-N1).
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3.5: Assurance to parents

The experiences of healthcare professionals and parents showed that in order to prepare parents
for the crisis ahead, the transfer of information must be accompanied by efforts to facilitate trust.
This was felt to be important so that both in practice and in speech, parents could be assured that
everything necessary for the child would be done. To best ensure trust, it was felt that healthcare
professionals should coordinate the providing of information and there should be no
inconsistencies in the information. Also, healthcare professionals should avoid accusing their
colleagues when providing information to parents because this can cause insecurity in the parents.
As one mother said (table 5-3.5-M10). Also, in sharing of information, a physician said (table 5-

3.5-D12).

3.6: Presence of parents to better understand the child's situation

Providing information through verbal speech was felt to not always be enough. Instead, it can be
necessary to improve understanding of the child's situation by having parents be present to witness
their condition and care. The experiences of parents and healthcare professionals showed that
parents who were with their child during the child's hospitalization, especially in the last moments
of the child's illness, better understood their child's illness and how severe it was. They felt that
parents who were present were better prepared to face the crisis than parents who were not present.

A nurse stated (table 5-3.6-N2).

In one case of acute infant death, in which the child did not previously have a chronic illness and
had been hospitalized for approximately five days prior to death due to influenza, the mother
seemed to be better prepared for the crisis because she was with her child throughout the

deterioration (table 5-3.6-M6).
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Table 5. Providing situational information

3.1: Honest information on
the border of hope and
hopeless

"In the first days, everyone [healthcare providers] told us that my child was fine, then
suddenly he died and they said that his heart was stopped. I said that you said it was good,
but now what happened..." M5

"We have to talk between the border of hope and hopeless. We have to say the positives and
the negatives of the points. We should not be too hopeful and not too disappointed ..." N1
"Do not provide false information and tell the truth. For example, my child had a seizure.
They [healthcare professionals] should not say do not worry, it was nothing. I knew my child
had a problem." F7

"I knew my child was not well, but I did not like to be constantly disappointed. I was afraid
to call the ward because I was afraid that they [nurses] would say that my child was very ill,
or I would enter the ward in fear." M2

3.2: Providing information
with apathy

"One of them [a doctor] said very badly to his mother [the participant’s wife] that this child
of yours is like this, you have to get used to her [child]. If you can't hold her, take her to
Welfare." F7

"I had so much pain, but I did not think about myself. I was anxiously requesting information
about my baby's condition, and I was constantly asking what happened to my child? Do not
let him get cold. They [nurses] said that we know our work, please do not interfere." M5

3.3: Providing information as
Individual

"... T have not studied medicine to know. If they had given me this information in simple
language so that I could understand it, it would have been very good. I did not understand
what they [healthcare professionals] told me." F7

"We really needed someone to explain my child's situation to me. Well, I was somewhat
familiar with English terms. If someone explained it to me, I would understand because I am
also a language teacher and translator." F3

"When I was at the beginning of my career, I was talking with a father using scientific terms
about his child's condition. I had not finished my explanation yet; I saw he was angry and
said ‘Do you make fun of me?’ ..." D13

"... Slowly with the introduction, perhaps our audience [the mother herself] might not be
strong enough to endure. When one of the nurses was providing bad information about my
child, in the middle of her conversation, I did not understand what happened to me, as the
world was ruined on me ... When I opened my eyes, I saw the doctor and the nurses and my
husband around me..." M4

"Young parents have no responsibility at all and do not seem to understand or care about it
at all. These parents are not the decision-makers themselves, and the grandparents are the
decision-makers." N2

"Linguistic differences may make it difficult to explain. For example, the language of parents
may be Kurdish and they do not know Persian. In these cases, we look for personnel who are
at least fluent in the parent language and try to provide information to parents through them."
D9

"Families who come to the emergency room frequently ask questions. I can’t completely
answer their questions and need to repeat the information because they are so anxious, and
they can’t understand." N5

"A person should speak to them [parents] calmly, respectfully and in their own language. But
often it does not work. When parents are very agitated, I go forward to talk to them, but I see
that it gets worse, and they are aggressive and told me ‘What are you doing? You go and do
your work.”" D8

3.4: Dualism in blaming

"I asked the doctors: ‘Could the flu kill a healthy child in a week because my daughter didn’t
have a problem before?’” They said it was probably because your daughter didn’t feed on
your breast milk and you fed her with dry milk and you gave birth to her by cesarean section
.... [The mother did not continue, she sighed and then cried]" M6

"I tried to make sure she [the mother] didn’t feel guilty. I said to her that she wasn’t the only
person who experienced the accident and it could happen to anybody" N1

3.5: Assurance to parents

"The opinion of the doctor who spoke to us was that they [other doctors] should not operate
at all: ‘They took your child to the operating room to look for where the problem was. What
do you expect from a one-and-a-half-kilogram child?’" M10

"Before, in the emergency room, everyone was talking to the parents [nurse, intern, resident,
etc.]. Everyone was asking the parents what happened and why did you bring the child to the
emergency room? Also, parents' questions were answered in different ways, and it caused
the parents to become agitated. But since we managed this situation, the pediatrician or senior
resident is in the emergency room, and this has reassured the parents that there is someone
who can manage the team." D12
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3.6: Presence of parents to | "A child was hospitalized. His parents were not present at the bedside of the child. When I
better understand the child's | saw that the child was getting worse, I called his parents to come to see their child. I think
situation this caused the parents to have readiness for the resuscitation crisis of their child" N2

"I was always in the hospital with my child. Before she died, the nurse called me and said,
“Your child is in critical condition and her blood pressure is constantly dropping. She is not
well at all.” It was good to be able to be with her at the last moment and say goodbye to her."
M6

4. Psychological and spiritual requirements

The experiences of parents and healthcare professionals revealed that parents also need mental
and spiritual preparation for facing the terrible crisis of their child's resuscitation. Four sub-

categories emerged:

4.1: Reliance on supernatural power

Parent and healthcare professional participants’ words showed that most parents needed to rely on
supernatural powers, other than medical science, when they were faced with critical situations. In
this time, reminding parents of the will and trust in God and providing access to holy text,
chaplains, and even a place to pray can be soothing to them. One mother stated (table 6-4.1-M6).

A father also stated (table 6-4.1-F3).

4.2: Need for access to a psychologist

The experiences of parents and healthcare professionals indicated that parents needed to have
access to a psychologist (or other mental health specialist) to help prepare them for these critical
situations, especially when a child is likely to not survive. Parents needed a psychologist to be
present by their side in these critical situations so that they could consult with them. In this regard,

a mother expressed her need for a psychologist as follows (table 6-4.2-M6).
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Most parents also felt that all staff working in a children's hospital should have completed
psychology courses that prepare them to treat parents in critical situations appropriately, with a

specific need to know how to give bad information to parents. A father said (table 6-4.2-F3).

4.3: Sharing emotions

According to both parents and healthcare professionals, there is a need for parents to be able to
share their feelings and emotions with others when they are in a critical psychological state. Parents
needed to be understood during their critical situation and supported by those around them. It was

important to parents that staff understand their situation. A mother stated (table 6-4.3-M2).

Parents also needed to be accompanied by family or relatives, especially their spouse. All of the
mothers who were with their husbands during their child’s resuscitation said that their husband’s
presence had helped them to cope and provided calm for them. But a mother who was alone during

her child’s illness in the intensive care unit said (table 6-4.3-M9).

The experiences of the healthcare professional participants showed that the presence of other
family members or other companions, especially in emergencies where both parents are in shock,
can be a supportive force and better prepare parents in the face of the crisis. A nurse described her

individual performance in these situations as follows (table 6-4.3-N2).

4.4: Collecting mementos

Parents expressed the need to communicate internally with their child after they died during
resuscitation. Having mementos of the child can be an effective way to maintain this relationship.
Healthcare professionals can assist parents to collect mementos of their child before the
resuscitation. A mother who was provided mementos said (table 6-4.4-M6). But another mother
who was not given any mementos of her child said (table 6-4.4-M9).
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Table 6. Psychological and spiritual requirements

4.1: Reliance on supernatural
power

"My daughter had no problems before, and she was admitted to the ICU because she had the
flu. Her condition was getting worse every day. I was very impatient. One of the staff told
me: ‘God created us and all of us will die one day. The fate of everyone has been decided by
God in some way. Trust in God.” And she relieved me in this way." M6

"While we were waiting in the back of the operating room, one person told me to repeat the
holy phrase. I wondered why I should repeat it only ten times. At that time, I needed to
consult with an informed person. I needed to be alone with my God in a quiet place and pray
and read the Quran." F3

4.2: Need for access to a
psychologist

"I think it would be better if a psychologist was with the mothers in the ICU and talked to
them calmly. She/He could provide consolation support for them. It is true that all the staff
treated me well. But if there was a staff that was with the mothers and talked to them for a
few hours, I think it is better. A psychologist can better prepare mothers for the fact that they
are losing their baby so that they can pass this period more easily." M6

"What's wrong that a doctor or a nurse knows about psychology or a businessman knows
about management? Being multi-disciplined makes us complete in one discipline but all of
us are educated only in one special field. For example, according to the body of a person, we
let him be a guard, and we do not care at all how literate this person is, does he know how to
treat others or not?" F3

4.3: Sharing emotions

"A nurse came and told me and said, ‘I am mother too and understand you. Many of these
things have happened here [in the ICU], and it has happened to many families that their child
was in a critical situation. I know it is very difficult, but you have to endure.” It was good
that she was telling me." M2

"... I just had stress, no one was there, my husband couldn't come. I wish someone was with
me." M9

"When a child is ill and there is a possibility of resuscitation for him/her, I call the parents to
come and I emphasize that the mother should not be alone and come with her husband or a
companion. If I know a supporter, relatives or friends of the parents, I will call them to come
and be with the parents." N2

4.4: Collecting mementos

"I still miss her. I still see her photos and hear her voice." M6

"... They [staff] didn’t give me the things that I had put on her bedside. I had put a comb for
her and brushed her hair with it. They [staff] didn’t give me it to keep a few of her hair for
myself. Her bottle of milk or the things I put there, they give me any of them. My baby was
touching them. I wanted to keep them to myself." M9

Discussion

In this study, parents and healthcare professionals shared their experiences and perceptions of pre-
resuscitation parental preparation. Parents' preparation before the resuscitation of their child was

divided into four categories: Awareness, Chaos in providing information, Providing situational

information, and Psychological and spiritual requirements.

The results revealed that facilitating parents’ understanding of the child's condition and readying
them for the resuscitation of their child helps to prevent the shock caused by the crisis. All parents,
without exception, emphasized the importance of knowing what is happening to their child, and

helping them to understand was an essential support need (11,20). Having information about the
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child's condition provides the parents with the ability to better adapt and accept the child's death
(20,21). Also, participants in this study shared how transmitting truthful information promotes
trust and gives emotional support to parents, enhancing their readiness for resuscitation (22).
Because having information about the child's condition helps parents maintain a sense of control,
they can better manage the situation (23). Giving information about the child's condition and even
telling of the possibility for resuscitation and death should be done continuously during the child's
hospitalization, especially during the child's deterioration. Another study found that parents of
children with chronic illness who were informed of the possible death of their child several months
prior but then did not receive information updates and normalization, were not be prepared for the

stage of health deterioration and death (24).

In this study, the physicians considered it their duty to provide information to parents; however,
this did not always occur. While diagnostic information was provided by physicians and care
information was provided by nurses, nurses in this study expressed frustration over the parents not
being told of their child’s condition. In one study, some parents did not recall having received
clinical information before their child’s resuscitation and reported waiting hours to talk to a
healthcare provider (1). A worrisome finding is that when several of the parents did receive
information from physicians and nurses, it was not delivered in a kind or empathetic manner. Some
parents believed that the presence of a psychologist (or other mental health specialist) when they
received bad information about their child could be helpful in preparing them for their child's

critical situation.

In some cultures, such as the culture of the participants in this study, a selective protection of
information is observed in order to protect the parents from stress and anxiety. In this instance,

information is given to the relatives of the parents who can then transmit the information. Many
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other cultures, such as in China and South Africa, also believe in withholding information about
the disease from the patient as a means of protecting them (25-27). In this study, some of the
healthcare professionals preferred to give bad information about the child to the person
accompanying the parents (such as another relative). In the absence of accompanying persons, they
provided this information to the father, and a refusal to provide bad information to the mother was
expressed. It is possible that information is then not transmitted from father to mother, causing the
mother to not be ready to face the crisis. In one study, this withholding of information led to the
loss of the opportunity for a last farewell to loved ones (27). On the other hand, providing
information to persons other than parents also creates a challenge related to information
confidentiality. This may in turn jeopardize the respect, honesty and human value that is the
principle of autonomy (28,29). We found that the issue of confidentiality of information was
important for the parents under study, especially those from rural villages because all persons are

known to one another in their small communities.

Providing bad news to parents to prepare them for a resuscitation crisis is handled in a unique
manner, meaning that it depends on the condition of the child and parents and the events
surrounding the resuscitation. Truth telling is as a right and medical requirement (28); however,
when designing his model, Nierengarten said that while a doctor's honesty is a necessity, like all
areas of medicine and life, nothing is certain (30). Preferences and values about access to and
receipt of information also influence how healthcare professionals give information to parents. It
has been shown that some people do not want to hear some information, especially information
that has a negative element in it (26,31), parents need to be neither completely hopeful nor
completely hopeless when receiving information (1), and preparation for receiving medical

information should be considered because sometimes expressing this information may harm the
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mental health of the person (26,32). These findings are consistent with those of this study. In light
of this, healthcare professionals should use appropriate language when providing information
(33,34). Providing information to parents at a high speed (27,31) and not providing understandable
information to parents (26,34) causes lack of proper information processing, especially in
unexpected emergency situations. This was again consistent with the experiences and perceptions
of parents and healthcare professionals in this study. Therefore, when providing information to
parents, healthcare professionals should ensure the quantity and quality of information is

appropriate for individual parents and the situation at hand.

Facilitating parents’ trust in the received information is important and can be accomplished by
coordinating the provision of information from different treatment team members (35), ensuring
parents that we have done all we can (31), and relaying bad news in an empathetic and
compassionate way (35-37) that does not place blame on the parents (38,39). According to
participants in this study, these are considered professional and helpful behaviors of healthcare
providers. Also, healthcare professionals can support parents by providing information to parents
at their child's bedside in order to magnify their understanding (24), especially when the child is
very ill and near the last moments of her/his life (36). In the present study, it was felt that parents
being present during their child's hospitalization promoted better understanding and acceptance of
the resuscitation crisis, even with acute problems and no previous history of illness, compared to

similar cases who died in the emergency room.

The psychological and spiritual needs of parents are important for healthcare professionals to
consider when preparing parents for the upcoming crisis. The results of this study indicate the need
for parents to have access to a psychologist and a chaplain, as well as the presence of their spouse

and other relatives or friends. This helps ensure parents have support for the crisis ahead. In one
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study, nurses considered the provision of consolation, empathy, emotional support, and religious
support to parents as their role in end-of-life care, and they informed parents about the availability
of religious services and clergy visits. Also, they allowed family visits, for example grandparents,
which was outside of the policy but was something they considered to be part of their role (40).
Of course, the beliefs and desires of parents must consider when attempting to meet their spiritual
needs. In this study, the expression of God's will by a healthcare professional was not acceptable

to one of the parents, while most parents considered it to provide consolation and relief.

This study, like other qualitative studies, has a selection bias. We examined the experiences and
perceptions of healthcare professionals working in large hospitals in two major cities in Iran, and
also selected parents who were referred to these centers. The participants may have different
experiences and views than those working in or referred to small medical centers. However, this
limitation is minimized because small towns and rural communities frequently refer to the public
hospitals in these cities and 50% of the parent participants were from surrounding towns or
villages. We also examined the experiences and perceptions of one male nurse and 3 fathers
because in our pediatric hospitals, most nurses are female. Based on our context, mothers are the
main caregivers of their children and hospital regulations do not allow fathers to stay at the hospital
for their child’s care and they can only meet their child and wife for a short time (except in
emergency situation) because most of healthcare staff in the pediatric hospitals are women.
Another limitation is that the children of the parents in this study were all 5 years of age or younger,
and it is possible that parental needs differ if the children are older. In our country, older children
and adolescents are usually hospitalized in an adult hospital. Despite the limitations of this study,
the findings are important to stimulate additional research and the creation of guidelines or

protocols for preparing parents for their child’s resuscitation as the healthcare professional
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participants stated no such tool exists in their workplace and having this guidance would help them

better support parents.

Conclusion

This study provides insight on parental needs prior to pediatric resuscitation, as well as strategies
to promote readiness for their child's resuscitation crisis. Findings can be used to promote family-
centered care in pediatric critical care and emergency settings. The results of this study reveal that
to prepare parents for resuscitation, it is important to continuously provide information about the
child's condition, with a need to consider the parents' culture, ensure confidentiality of information,
and by spending enough time with the parents. This information should be provided to parents
empathetically and without blame, honestly yet in a way that helps balances hope and
hopelessness, and in a unique and individual way that considers the child’s situation and parents’
needs. It can be helpful to provide this information while parents are present at the child's bedside,
especially when the child is very ill. Psychological and spiritual needs should also be considered
to help prepare parents for their child’s resuscitation and potential death. As the results of this
study showed that parents need attention to promote their readiness to face this stressful event, and
each of the healthcare professional participants acted according to their experiences/preferences
without access to instructions and protocols in this regard, there is a need for more research to be
able to develop effective protocols. Further, future research should examine parental readiness

among various cultures, as parent needs may differ.
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Abstract

Objective: The aim of this study was to examine parents' and healthcare professionals’
experiences and perceptions of parental readiness for resuscitation of their child in a pediatric

hospital.

Design: This exploratory descriptive qualitative study utilized content analysis. Participants shared
their experiences and perceptions about parental readiness for cardiopulmonary resuscitation
through semi-structured and in-depth interviews. MAXQDA 2020 software was also used for data

analysis.

Setting: The setting was two large teaching pediatric hospitals in Iran (Este Azerbaijan and

Mashhad).

Participants: Participants were 10 parents and 13 pediatric healthcare professionals (8 nurses and
5 physicians). Selection criteria were: a) Parents who experienced their child's resuscitation crisis
at least 3 months prior and b) Nurses and physicians who were working in emergency rooms or

intensive care wards with at least 2 years of experience on the resuscitation team.

Results: Participants shared their experiences about parental readiness for resuscitation of their
child in four categories: Awareness (acceptance of resuscitation and its consequences; providing
information about the child's current condition and prognosis), Chaos in providing information
(defect of responsibility in informing; provide selective protection of information; hardness in
obtaining information), Providing situational information (honest information on the border of
hope and hopeless; providing information with apathy; providing information as Individual;

dualism in blaming; assurance to parents; presence of parents to better understand the child's

2
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situation), and Psychological and spiritual requirements (reliance on supernatural power; need for

access to a psychologist; sharing emotions; collecting mementos).

Conclusion: The results of this study provide insight on the needs of parents and strategies to use
to prepare them for their child's resuscitation crisis, which can be used to enhance family-centered

care practices in pediatric acute care settings.

Key word: Readiness, Parents, Resuscitation, Pediatrics

Strengths and limitations of this study

o Examining the experiences and perceptions of both parents and healthcare professionals is
a major strength of the present study, helping to provide a comprehensive perspective on parental
readiness for pediatric resuscitation.

o The study investigated the pre-resuscitation readiness of parents, which is important for
identifying strategies to help them prepare for their child’s resuscitation.

o The children of the parent participants were all 5 years of age or younger because older
children and adolescents are typically hospitalized in adult hospitals in Iran.

o Most participants were female because male healthcare professionals and fathers have

limited presence in Iranian pediatric hospitals.

Introduction

Child resuscitation is a critical time for parents.! Pediatric cardiac arrest in children and adolescents
occurs at a rate of 2.28 to 8.04 (100,000 cases/year). Cardiopulmonary resuscitation rates per age
group range from 65.5-72 (infants), 3.7 (children), and 6.3 (adolescents) for the 100,000

cases/year.” Pediatric cardiac arrests occurred in 1.5% of the total number of patients under 17

3
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years in Asian countries.? In a study in Iran, approximately five percent of patients referred to the
emergency department for critical care were under 18 years old.* Among resuscitated children,

less than 20% survive and are discharged from the hospital.? >

Most Iranian doctors and nurses do not agree with parents being present during their child’s
cardiopulmonary resuscitation.® While, parents’ participation in taking care of hospitalized
children is considered as an indispensable principle.” Especially in wards such as the emergency
room where critical care for children is provided, parents are mostly present.® When parents are
faced with their child being acutely hospitalized, they can suffer from psychological stress, which
will also have a negative effect on the treatment results.” Anxiety, stress, depression and post-
traumatic stress are some of the psychological problems that parents can face when their child
requires resuscitation.'? In the study of Lisanti et al. (2017), mothers in the pediatric intensive care
unit had the highest score of stress and anxiety at the time of resuscitation of their child.!! Parental
well-being is essential for the well-being of children with life-threatening illnesses.!? Therefore,
healthcare professionals have a vital role in parental preparedness for resuscitation.!? In addition
to providing specialized clinical care, healthcare providers should also consider parental support
needs at this time, '3 as parental support is one tenet of family-centered care structures that leads to

increased quality of care.!*

Many studies have focused on the presence of parents during resuscitation of their child, but few
studies have examined the pre-resuscitation readiness of parents, which is important for identifying
measures to help them prepare. In a study, cultural differences affected the attitudes and
perceptions of child caregivers.!> Also, parents need their beliefs, values, customs, and traditions,
generally, their cultural and religious practices to be respected;'¢ therefore, there is a need for

examination of parental readiness among various cultures and countries. This study was conducted

4
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in Iran to explore the readiness of parents for cardiopulmonary resuscitation of their child by

examining the experiences and perceptions of both parents and health professionals.

Methods

This study used an exploratory descriptive qualitative approach to examine parents’ and healthcare

professionals’ experiences and perceptions of parental readiness for resuscitation of their child.

Setting and Participants

The setting was two large teaching pediatric hospitals in Iran (Este Azerbaijan and Mashhad).
Using purposive sampling, there were 10 parents of 7 children and 13 pediatric healthcare
professionals (8 nurses and 5 physicians) who participated in the study. Selection criteria were: a)
Parents who experienced their child's resuscitation crisis at least 3 months prior because after a
stressful family event, the symptoms of depression, anxiety and post-traumatic stress disorder are
decreased after 3 months'” and b) Nurses and physicians who were working in emergency rooms

or intensive care wards with at least 2 years of experience on the resuscitation team.

Data collection and analysis

Participants were invited to participate in the study by telephone, and face-to-face individual
interviews were conducted from February to November 2020. The parent participants in this study
were identified by searching records of hospitalized children for documentation of having received
resuscitative care (i.e. cardiopulmonary resuscitation). The first author conducted the tape-
recorded, semi-structured, and in-depth individual interviews at the hospitals (for the healthcare

professional participants) and at the parents’ homes (for the parent participants). Each of the

5
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interviews lasted between 45 to 75 minutes. Since these interviews were conducted during the

COVID-19 pandemic, precautions were taken (i.e. masking, distancing, etc).

An interview guide was designed to elicit participants’ experiences and perceptions of parental
readiness for resuscitation. Parent and healthcare professional participants were encouraged to
share their experiences about parental preparation needs, how these needs were met, and
perceptions of strategies that healthcare professionals can utilize to effectively provide help to
parents. Examples of the interview guide questions are available in supplemental appendix 1. For
in-depth understanding of participants’ experiences and perceptions, clarification and probing
questions were asked after each of the questions in the guide. During the interviews, the term
"cardiopulmonary resuscitation" was used with healthcare professional participants (included
technical terms such as intubation or chest compressions), but in interviews with parent
participants, we used simplified language when explaining terms (for example, “when a tube was
inserted in your child's mouth” or “when your child's chest was pushed”) to ensure understanding.
Interviews were continued to data saturation,!® which was confirmed when no new information or

codes were uncovered in the last 4 interviews.

Recorded interviews were transcribed verbatim and then analyzed using content analysis according
to Bengtsson's proposed steps.!? First, the text of each interview was read several times. The text
was then broken down into meaningful units and coded. MAXQDA 2020 software was also used
to encode the data. A list of codes related to all transcribed texts was prepared and each code was
identified to which domains it belongs. The codes were also categorized according to their
similarities and differences. To increase trustworthiness, this process of data analysis was
conducted by two researchers who extracted and then categorized the codes, with each researcher

independently coding each interview. The extracted categories and subcategories were then

6
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confirmed and agreed upon by the other authors. The peer-checking method was engaged to
improve the dependability of the findings, assuring the confirmability of the findings. Participant
quotations were selected to enrich understanding of the categories. Participant words were spoken
in Persian and then translated to English; therefore, some quotations have been edited to increase

clarity and to transmit the meaning of what the participants said when translated to English.

For rigor of the research,?’-2? the experiences and perceptions of different persons involved, both
healthcare professionals (physicians and nurses in different categories) and parents (having
children with chronic or acute illness, different literacy levels, urban and rural residences, etc.)
were examined. These characteristics of participants were collected via a paper-and-pencil survey
that was administered prior to the start of each interview. After the research team performed the
analysis, the first author returned the extracted codes of each text to participants for review and
approval. Thus, the rigor and credibility of the study was enhanced by checking findings with

participants (i.e. member checking).

Ethical considerations

This study was approved by the ethics committee of Tabriz University of Medical Sciences with
the ID IR.TBZMED.REC.1398.1080. The objectives and procedures of the study were explained
to all participants, including measures to protect confidentiality. Participants’ personal information
was kept confidential, and their experiences were used in the study without names and details.

Informed consent was obtained from participants.

Patient and public involvement

We did not involve parents in the development of the research questions. We did obtain collaboration

agreements with two large teaching pediatric hospitals, and approached the hospitals for that purpose.

7

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 8 of 37

yBuAdod Ag palosloid 1senb Agq 20z ‘2T Idy uo /wod g uadolwq//:dny woij papeojumoq zz0oz ABIN 2 U0 66GGG0-TZ0Z-uadolwag/9eTT 0T st paysiignd 1sui :uado CINg


http://bmjopen.bmj.com/

Page 9 of 37

oNOYTULT D WN =

BMJ Open

Hospital managers provided positive feedback on the study aims, acknowledging that more research is
needed on experiences and perceptions related to the support of parents surrounding resuscitation of their
child. They introduced healthcare professionals as potential rich-in-formed participant which could provide
important experiences and information for this study. They also provided access to parents for participation
in this study. Thus, the hospitals supported recruitment of study participants by sending messages for study

participation.

Results

In this study, 13 pediatric healthcare professionals participated; five pediatrician physicians and
eight nurses in different categories of practice (from bedside nurse to head nurse) and education
(bachelor to master’s degree). There were 10 parents of 7 resuscitated children (children aged one
to five years; 3 boys and 4 girls) who participated. At the time of the interview with the parents,
between 3 and 12 months had passed since the resuscitation. Parents were aged 31 to 48 years, and
seven were mothers and three were fathers. Three of the parents had only one child (one child was
born after many years of infertility). Two children of two of the parents had no previous history of
illness or hospitalization, while the other 5 children had a history of chronic illness. Demographic

details of the participants are provided in Table 1.

Table 1. Participants’ demographic characteristics.

Parents n Healthcare Professionals n
- Relation to child - Field of education
Father 3 Nurse 8
Mother 7 Pediatric physician 5
- Education level - Gender
Academic 5 Female 9
Non-academic 5 Male 4
- Location - Years of experience
Town 8 <10 3
Village 2 >10 10
- Number of times experienced their - Marital status
child’s resuscitation Married 9
Once 5 Single 4
Twice or more 5 - Parent status
Having own child(ren) 9
No children 4
8
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Participants in this study shared their experiences and perceptions about parents' readiness for
resuscitation of their child in four categories: Awareness (acceptance of resuscitation and its
consequences; providing information about the child's current condition and prognosis), Chaos in
providing information (defect of responsibility in informing; provide selective protection of
information; hardness in obtaining information), Providing situational information (honest
information on the border of hope and hopeless; providing information with apathy; providing
information as Individual; dualism in blaming; assurance to parents; presence of parents to better
understand the child's situation), and Psychological and spiritual requirements (reliance on

supernatural power; need for access to a psychologist; sharing emotions; collecting mementos).

1. Awareness

Based on the experiences and views of the parents and healthcare professionals, having awareness
about their child's condition and health problems was considered to be a parent’s right and a
necessary component of supporting the parents. There were two sub-categories that emerged in

this category of awareness. Supportive quotations are found in Table 2.

1.1: Acceptance of resuscitation and its consequences

Four parents were informed about their child's condition before resuscitation, and this helped the
parents better understanded their child's condition and its severity. This action of healthcare
professionals was considered a proper and necessary behavior. By informing parents of their
child’s condition, parents felt satisfied with the care of the healthcare team, even after the death of

their child.

9
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Both parents and healthcare professionals expressed how having awareness of the child's poor
condition before resuscitation helped parents to prepare for the crisis. Having awareness was also
felt to help with facilitating acceptance of the death of the child and preventing or lessening the
shock that can result from the crisis. Informing parents of their child’s condition also provided the
opportunity for healthcare professionals to prepare parents to be present in the resuscitation room.
As a result of having awareness, the parents prepared themselves, psychologically and mentally,

that their child was in critical condition, even in acute cases.

1.2: Providing information about the child's current condition and prognosis

Healthcare professionals’ experiences indicated that in hospitalized children, if parents were
informed about their child's condition during hospitalization, they were better prepared for a
resuscitation crisis than if the crisis were an unexpected emergency. Even then, explanation about

the child's prognosis could help parents accept this crisis.

Parents, based on their experiences, also explained that they needed to be constantly informed
about their child's condition and the actions that were being taken for him/her during the
hospitalization. This was especially important during the time when their child's condition was
worsening, and even could occur over the phone. Yet, the words of two mothers revealed they had
not been informed of their child’s worsening condition and therefore felt unprepared and
experienced emotional distress. Withholding information from parents was confirmed by a doctor
who explained that in emergency cases, the situation was often unpredictable and thus parents

were not informed of the possibility of resuscitation and of the child's death.
To express the possibility of resuscitation and death in hospitalized cases, both parents and

healthcare professionals believed that parents should be told about the care interventions that could

10
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be used in attempt to save the child’s life. One nurse described how this was explained to parents
using words they would understand. Without an understanding of the care being provided, parental
stress increased. When expressing the possibility of resuscitation, in addition to making parents
aware of resuscitation actions and equipment, it was also deemed important to talk to parents about
their desire for and location of presence during resuscitation. However, their behavior often
determined whether they had this option and it is common for parents to be directed to leave the

resuscitation room.

The experiences of the parents and the healthcare professionals showed that in cases when the
possibility of losing the child was told to the parents, the field of parents' bereavement needs were
not considered. Parents expressed a need for a private space to be with their deceased child and
release their emotions. Yet, a father and a mother recalled not having a private space or time to

mourn after the death of their children.

Table 2. Awareness

1.1: Acceptance of resuscitation "Thanks to all of them [healthcare professionals]. They did everything that they could.
and its consequences Well, I knew my child's problem, nothing could be done for her." F7

"A child was brought to the emergency room with severe dehydration. The child's parents
brought the child to the hospital too late from fear of Corona, so that the child was in a
state of shock. I fully explained to the parents about the bad condition of the child, that
the child was breathing with the device and his heart was working with the injected drugs.
I fully informed them about the bad condition of the child. The child died in the ICU that
night, but when the parents were informed, I felt the shock did not happen in these parents
the same as for other parents. It seemed to me that they accepted it more easily ... " D8
"... Because we had already been told that our child might die, his mother and me decided
to donate his corpse to the University of Medical Sciences if he died." F1

"Since I was told the truth, I realized that if my child survives, it might not be good for
her either. Because I was told the truth and I understood the truth, I was satisfied that if
my child were to die, she would not suffer." F7

1.2: Providing information about | "A child was hospitalized and intubated for a long time. The parents witnessed our
the child's current condition and | actions. The parents were informed of the child's condition and prognosis during this
prognosis time. They thanked us after their child died, even while they were in a bad mood." N2
"Because [ was already told that her condition was not good and she [his child] was very
ill, I had background about resuscitation of my child." F7

"My daughter was hospitalized about 6 months, but I was not told that my child was
getting worse. I thought everything was well and I was not at all ready that my child was
getting worse, and I did not expect her death at all." M4

"When there was a possibility of resuscitation, I would give the parents full information
about their child's condition. I was telling them that your child might need us to squeeze

11
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her chest or, like this child, insert a breathing tube so that the device could help your child
breathe." N4

"I did not know what they were doing and why. I was dying and living every moment."
M9

"We say that the child is in critical condition, but we have never said that he/she may
need resuscitation or the child may die because the child is brought to the emergency
room at once, and we do not know exactly what the problem is and the situation is not
predictable ..." D9

"If parents were not agitated and could control their emotions and did not disrupt the
resuscitation process, I was telling them that they could be in the room. Otherwise, they
would be directed out of the room or they could watch the resuscitation from the window
of the room." N10

"In any hospital, it's much better if there is a private place at this moment [after the failed
resuscitation of the child] so parents can release themselves. If there is such the place, no
one told me anything before." F1

"Immediately after the resuscitation, they took my child to the mortuary and did not let
me say goodbye to my daughter and see her for the last time. I was also told not to make
noise and cry because other mothers were in the ward and they might scare. I was running
to the mortuary looking for my child's corpse. Unfortunately, there were no facilities for
us. At least others should lose their children in a calm situation." M9

D=doctor, N=nurse, F=father, M=mother

2. Chaos in providing information

The experiences of parents and healthcare professionals indicated that there was no specific
process for providing information, as demonstrated in three sub-categories. Supportive quotations

are found in Table 3.

2.1: Defect of responsibility in informing

The parents in this study wanted doctors and nurses to be available to provide information. But
they most preferred to get the information from a doctor who was responsible for and aware of
their child's condition. Yet, in this study, participants’ words demonstrated there was defect of
responsibility to provide information to parents. Doctors considered it their duty to provide
information to parents, but nurses discussed doctors' irresponsibility in informing the parents about
their child's condition. Although nurses considered providing diagnostic information to be duty of

doctors, they felt discussing care information is their duty. At the same time, they were confused

12
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about providing information and responding to the parents, feeling uneasy because they were more

in touch with parents and were asked to provide them with information.

2.2: Provide selective protection of information

In the culture of the participants in the study, there was withholding of information and information
was transferred from healthcare professionals to parents selectively and protectively. Parents in
this study tended to realize the condition of their child without actually having been provided such
information from the healthcare team, and there were instances where the healthcare professionals
withheld information to help protect the parents. Three of healthcare professionals preferred to
give information about the child's poor condition to relatives or close friends rather than the
parents, and then these individuals then transferred the information to the parents. This was

described as an effort to protect the parents who were already having to deal with their emotions.

When healthcare professionals did provide information to parents, they expressed a desire to
provide unpleasant information about the child to the father rather than the mother. One doctor
explained that this was due to fathers typically behaving more calmly. However, the healthcare
professionals did not ensure the transfer of this information from father to the mother, and the
desire of fathers to protect the mother was also evident. This withholding of information resulted
in two of the mothers not having awareness and readiness for their child’s crisis. This led one

father to express regret over holding information about his child’s situation from his spouse.

2.3: Hardness in obtaining information

The experiences of most of the parents showed that information about their child's condition was

obtained with difficulty, consuming their time, and that doctors especially spent little time

13
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1
2
. providing parents with information. Participating parents in the study wanted to receive
6 information from doctors at their child's bedside, yet their stories indicted this did not occur.
7
8 . e ys .
9 Table 3. Chaos in providing information
10 2.1: Defect of responsibility in | "If the doctor gives information, it is better because the parents trust the doctors more. Now,
1 informing if there is no doctor [available], the nurses will be next. It is better for a male doctor to talk
12 to the father because the father accepts more easily than if a woman doctor, especially when
13 she is young. But it also depends on how the doctor is expressing. Even if she is a woman or
14 young, it depends on how she speaks so that she can convince the father." D9
15 "The doctor and head nurse of ward were telling us not to talk to the parents about their child.

I personally do not know what to say when parents ask. Because the doctor is only there for
16 one hour in the ward every day. When we do not respond to parents, they think we know
17 nothing and lose confidence in us and our care of their child." N2
18 2.2: Provide selective "In one case, a child was brought to the hospital and the child did not have a specific illness
19 protection of information before. The parents were agitated and very anxious. I talked to the child's uncle about the
20 child's poor condition and what had happened." N4
21 "I prefer to give bad news to the father so that he tells the mother. Fathers usually act more
2 logically." D8

"I knew my child's problem at that time. I realized she was dying and it was good. Therefore,
23 I could say goodbye to my baby at the last moment. But I wish I told her mother, so she was
24 ready too." F7
25 2.3: Hardness in obtaining "If we wanted to be told about our child's illness, we had to run to the doctor in the hospital
26 information corridors, but we could not see him. Everyone was around. We had to go to the office of the
27 doctor. Well, I was foreign in this city, I had to request a taxi to take me to the doctor's office.
28 After difficulty finding it, I had to pay a visit to the doctor to have my baby's condition
29 explained for a few minutes, otherwise they [doctors] would not answer us." M9
30 D=doctor, N=nurse, F=father, M=mother
31
32
33 3. Providing situational information
34
35
36 The experiences and perceptions of parents and healthcare professionals revealed that providing
37
gg information to parents should be done according to the situation of the child and in consideration
40 .. . ) o . .
41 of parental condition. Six sub-categories were approved in this category. Supportive quotations
42
43 are found in Table 4.
44
45
46 3.1: Honest information on the border of hope and hopeless
47
48
49 Healthcare professionals and parents emphasized the importance of honest and truthful
50
51 information. The healthcare professionals had experienced situations where there was lack of
52
53 . . . . . .
54 correct information and this resulted in mistrust among parents. Also, parents' experiences showed
55 . . . . . .
56 that if they received untrue information, they were not prepared for the crisis ahead.
57
58 14
59
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Next, the healthcare professionals explained how when they provided honest information for
parents, they worked to provide information that was on the border of hope and hopeless. The
experiences of parents in this regard showed that most fathers did not have or want false hope,
while most mothers didn’t want all hope removed when being provided information about their

child's condition.

3.2: Providing information with apathy

Parents emphasized the importance of receiving information from the treatment team in a kind,
compassionate, and respectful manner. Two parents appreciated the kind words used by healthcare
professionals. But most parents indicated that healthcare professionals could not comprehend their
mental state when providing information to them and they provided information about their child's
situation with apathy and without empathy. The lack of empathy of both doctors and nurses was
recalled. One father expressed his dissatisfaction with the way the doctor coldly provided
information to his wife, while a mother whose baby was in critical condition immediately after

delivery explained receiving unempathetic care from nurses.

3.3: Providing information as Individual

The experiences of both parents and healthcare professionals indicated that it is not possible to use
the same method of providing information to all parents. It depended on the parents’ level of
understanding, education, age, language, whether the parents have only the one child, if the child
has been hospitalized before, and whether the child’s illness is acute or chronic. Their experiences
showed that for low-education parents, it is important to provide information in simpler, brief and

tangible ways. But for higher-education parents, this information could be provided more
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scientifically and completely. Statements from two fathers with different levels of education

confirmed different needs in regard to explanations.

The experiences of parents and healthcare professionals also showed that the speed of transmitting
information to parents was important, especially when providing information to mothers. It was
also necessary to be more sensitive when providing information to parents with a single child or
golden baby (born after years of infertility issues and treatment) as this child might be the

foundation of the family.

Healthcare professionals’ experiences also indicated that older parents are more receptive and have
a better understanding of information than younger parents, and that sometimes the grandparents
were the decision-makers in such families. Linguistic differences in multilingual countries also
were felt to make it difficult for healthcare professionals to provide information to parents. In this

regard, a doctor described seeking translation services to help provide information to parents.

The healthcare professionals’ experiences showed that it is easier to provide information to parents
with a child who has a chronic illness or has been hospitalized for at least a few days rather than
in an acute emergency situation because unexpected crises can result in parents being agitated and
the high stress prevents them from understanding the information. In these instances, nurses and

doctors tried to speak calmly and repeat information to help ensure understanding.

3.4: Dualism in blaming

Four of the five doctors' experiences showed that if parents were blamed, this prevents the doctors
themselves from being blamed and prevents future complaints. Yet, when parents were blamed for
the situation of their child, it resulted in great remorse and grief. Other healthcare professionals

acted differently and believed that even if parents may be to blame for the situation of their child,
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healthcare professionals should not blame them. These healthcare professionals felt that if they
were unable to release their pain, they at least needed to make sure they did not add any additional

pain to parents.

3.5: Assurance to parents

The experiences of healthcare professionals and parents showed that in order to prepare parents
for the crisis ahead, the transfer of information must be accompanied by efforts to facilitate trust.
This was felt to be important so that both in practice and in speech, parents could be assured that
everything necessary for the child would be done. To best ensure trust, it was felt that healthcare
professionals should coordinate the providing of information and there should be no
inconsistencies in the information. Also, healthcare professionals should avoid accusing their
colleagues when providing information to parents because this can result in insecurity in the

parents.

3.6: Presence of parents to better understand the child's situation

Providing information through verbal speech was felt to not always be enough. Instead, it can be
necessary to improve understanding of the child's situation by having parents be present to witness
their condition and care. The experiences of parents and healthcare professionals showed that
parents who were with their child during the child's hospitalization, especially in the last moments
of the child's illness, better understood their child's illness and how severe it was. It was felt that
parents who were present were better prepared to face the crisis than parents who were not present.
In addition to helping them prepare, a mother described how being present provided comfort

through being able to say goodbye to her child.
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Table 4. Providing situational information

3.1: Honest information on
the border of hope and
hopeless

"In the first days, everyone [healthcare providers] told us that my child was fine, then
suddenly he died and they said that his heart was stopped. I said that you said it was good,
but now what happened..." M5

"We have to talk between the border of hope and hopeless. We have to say the positives and
the negatives of the points. We should not be too hopeful and not too disappointed ..." N1
"Do not provide false information and tell the truth. For example, my child had a seizure.
They [healthcare professionals] should not say do not worry, it was nothing. I knew my child
had a problem." F7

"I knew my child was not well, but I did not like to be constantly disappointed. I was afraid
to call the ward because I was afraid that they [nurses] would say that my child was very ill,
or I would enter the ward in fear." M2

3.2: Providing information
with apathy

"One of them [a doctor] said very badly to his mother [the participant’s wife] that this child
of yours is like this, you have to get used to her [child]. If you can't hold her, take her to
Welfare." F7

"I had so much pain, but I did not think about myself. I was anxiously requesting information
about my baby's condition, and I was constantly asking what happened to my child? Do not
let him get cold. They [nurses] said that we know our work, please do not interfere." M5

3.3: Providing information as
Individual

"... T have not studied medicine to know. If they had given me this information in simple
language so that I could understand it, it would have been very good. I did not understand
what they [healthcare professionals] told me." F7

"We really needed someone to explain my child's situation to me. Well, I was somewhat
familiar with English terms. If someone explained it to me, I would understand because I am
also a language teacher and translator." F3

"When I was at the beginning of my career, I was talking with a father using scientific terms
about his child's condition. I had not finished my explanation yet; I saw he was angry and
said ‘Do you make fun of me?’ ..." D13

"... Slowly with the introduction, perhaps our audience [the mother herself] might not be
strong enough to endure. When one of the nurses was providing bad information about my
child, in the middle of her conversation, I did not understand what happened to me, as the
world was ruined on me ... When I opened my eyes, I saw the doctor and the nurses and my
husband around me..." M4

"Young parents have no responsibility at all and do not seem to understand or care about it
at all. These parents are not the decision-makers themselves, and the grandparents are the
decision-makers." N2

"Linguistic differences may make it difficult to explain. For example, the language of parents
may be Kurdish and they do not know Persian. In these cases, we look for personnel who are
at least fluent in the parent language and try to provide information to parents through them."
D9

"Families who come to the emergency room frequently ask questions. I can’t completely
answer their questions and need to repeat the information because they are so anxious, and
they can’t understand." N5

"A person should speak to them [parents] calmly, respectfully and in their own language. But
often it does not work. When parents are very agitated, I go forward to talk to them, but I see
that it gets worse, and they are aggressive and told me ‘What are you doing? You go and do
your work.”" D8

3.4: Dualism in blaming

"I asked the doctors: ‘Could the flu kill a healthy child in a week because my daughter didn’t
have a problem before?’” They said it was probably because your daughter didn’t feed on
your breast milk and you fed her with dry milk and you gave birth to her by cesarean section
.... [The mother did not continue, she sighed and then cried]" M6

"I tried to make sure she [the mother] didn’t feel guilty. I said to her that she wasn’t the only
person who experienced the accident and it could happen to anybody" N1

3.5: Assurance to parents

"The opinion of the doctor who spoke to us was that they [other doctors] should not operate
at all: ‘They took your child to the operating room to look for where the problem was. What
do you expect from a one-and-a-half-kilogram child?’" M10

"Before, in the emergency room, everyone was talking to the parents [nurse, intern, resident,
etc.]. Everyone was asking the parents what happened and why did you bring the child to the
emergency room? Also, parents' questions were answered in different ways, and it caused
the parents to become agitated. But since we managed this situation, the pediatrician or senior
resident is in the emergency room, and this has reassured the parents that there is someone
who can manage the team." D12
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3.6: Presence of parents to | "A child was hospitalized. His parents were not present at the bedside of the child. When I
better understand the child's | saw that the child was getting worse, I called his parents to come to see their child. I think
situation this caused the parents to have readiness for the resuscitation crisis of their child" N2

"I was always in the hospital with my child. Before she died, the nurse called me and said,
“Your child is in critical condition and her blood pressure is constantly dropping. She is not
well at all.” It was good to be able to be with her at the last moment and say goodbye to her."
M6

D=doctor, N=nurse, F=father, M=mother

4. Psychological and spiritual requirements

The experiences of parents and healthcare professionals revealed that parents also need mental
and spiritual preparation for facing the terrible crisis of their child's resuscitation. Four sub-

categories emerged. Supportive quotations are found in Table 5.

4.1: Reliance on supernatural power

Parent and healthcare professional participants’ words showed that most parents needed to rely on
supernatural powers, other than medical science, when they were faced with critical situations. In
this time, reminding parents of the will and trust in God and providing access to holy text,
chaplains, and even a place to pray can be soothing to them. The helpfulness of being reminded of

the importance of religion and faith was brought up by both mothers and fathers.

4.2: Need for access to a psychologist

The experiences of parents and healthcare professionals indicated that parents needed to have
access to a psychologist (or other mental health specialist) to help prepare them for these critical
situations, especially when a child is likely to not survive. Parents needed a psychologist to be
present by their side in these critical situations so that they could consult with them. One mother
described how all of the staff was helpful, but she felt that it would be more helpful to also have a

psychologist to talk to. Most parents also felt that all staff working in a children's hospital should
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have completed psychology courses that prepare them to treat parents in critical situations

appropriately, with a specific need to know how to give bad information to parents.

4.3: Sharing emotions

According to both parents and healthcare professionals, there is a need for parents to be able to
share their feelings and emotions with others when they are in a critical psychological state. Parents
needed to be understood during their critical situation and supported by those around them. It was

important to parents that staff understand their situation.

Parents also needed to be accompanied by family or relatives, especially their spouse. All of the
mothers who were with their husbands during their child’s resuscitation said that their husband’s
presence had helped them to cope and provided calm for them. But a mother who was alone during
her child’s illness in the intensive care unit described her experience as stressful and wished she
had someone there with her. The experiences of the healthcare professional participants also
showed that the presence of other family members or other companions, especially in emergencies
where both parents are in shock, can be a supportive force and better prepare parents in the face of
the crisis. A nurse described speaking to family members over the phone, emphasizing the need to

come provide companionship at the hospital.

4.4: Collecting mementos

Parents expressed the need to communicate internally with their child after they died during
resuscitation. Having mementos of the child can be an effective way to maintain this relationship.
Healthcare professionals can assist parents to collect mementos of their child before the
resuscitation. In this regard, a mother who was not given any mementos of her child explained

how she longed for them and wished the staff had given them to her.
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Table 5. Psychological and spiritual requirements

4.1: Reliance on supernatural
power

"My daughter had no problems before, and she was admitted to the ICU because she had the
flu. Her condition was getting worse every day. I was very impatient. One of the staff told
me: ‘God created us and all of us will die one day. The fate of everyone has been decided by
God in some way. Trust in God.” And she relieved me in this way." M6

"While we were waiting in the back of the operating room, one person told me to repeat the
holy phrase. I wondered why I should repeat it only ten times. At that time, I needed to
consult with an informed person. I needed to be alone with my God in a quiet place and pray
and read the Quran." F3

4.2: Need for access to a
psychologist

"I think it would be better if a psychologist was with the mothers in the ICU and talked to
them calmly. She/He could provide consolation support for them. It is true that all the staff
treated me well. But if there was a staff that was with the mothers and talked to them for a
few hours, I think it is better. A psychologist can better prepare mothers for the fact that they
are losing their baby so that they can pass this period more easily." M6

"What's wrong that a doctor or a nurse knows about psychology or a businessman knows
about management? Being multi-disciplined makes us complete in one discipline but all of
us are educated only in one special field. For example, according to the body of a person, we
let him be a guard, and we do not care at all how literate this person is, does he know how to
treat others or not?" F3

4.3: Sharing emotions

"A nurse came and told me and said, ‘I am mother too and understand you. Many of these
things have happened here [in the ICU], and it has happened to many families that their child
was in a critical situation. I know it is very difficult, but you have to endure.” It was good
that she was telling me." M2

"... I just had stress, no one was there, my husband couldn't come. I wish someone was with
me." M9

"When a child is ill and there is a possibility of resuscitation for him/her, I call the parents to
come and I emphasize that the mother should not be alone and come with her husband or a
companion. If I know a supporter, relatives or friends of the parents, I will call them to come
and be with the parents." N2

4.4: Collecting mementos

"I still miss her. I still see her photos and hear her voice." M6

"... They [staff] didn’t give me the things that I had put on her bedside. I had put a comb for
her and brushed her hair with it. They [staff] didn’t give me it to keep a few of her hair for
myself. Her bottle of milk or the things I put there, they give me any of them. My baby was
touching them. I wanted to keep them to myself." M9

D=doctor, N=nurse, F=father, M=mother

Discussion

In this study, parents and healthcare professionals shared their experiences and perceptions of pre-
resuscitation parental preparation. Parents' preparation before the resuscitation of their child was

divided into four categories: Awareness, Chaos in providing information, Providing situational

information, and Psychological and spiritual requirements.

The results revealed that facilitating parents’ understanding of the child's condition and readying
them for the resuscitation of their child may help to prevent or lessen the shock of the crisis. All

parents, without exception, emphasized the importance of knowing what is happening to their
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child, and helping them to understand was an essential support need.'? >3 In another study, having
information about the child's condition provided the parents with the ability to better adapt and
accept the child's death.?3?* Also, findings from Chen et al. (2019) confirmed results of this study
showing that transmitting truthful information promotes trust and gives emotional support to
parents, enhancing their readiness for resuscitation.”> Another study also confirmed the finding
that having information about the child's condition can help parents maintain a sense of control, so
they can better manage the situation.?® Giving information about the child's condition and even
telling of the possibility for resuscitation and death is better done continuously during the child's
hospitalization, especially during the child's deterioration. Another study found that parents of
children with chronic illness who were informed of the possible death of their child several months
prior but then did not receive information updates and normalization, were not be prepared for the

stage of health deterioration and death.?’

In this study, the doctors considered it their duty to provide information to parents; however, this
did not always occur. While diagnostic information was provided by doctors and care information
was provided by nurses, nurses in this study expressed frustration over the parents not being told
of their child’s condition. In one study, parents who did not recall receiving clinical information
before their child’s resuscitation and reported waiting hours to talk to a healthcare provider.! A
worrisome finding is that when several of the parents did receive information from doctors and
nurses, it was not delivered in a kind or empathetic manner. Most parents believed that the presence
of a psychologist (or other mental health specialist) when they received bad information about

their child could be helpful in preparing them for their child's critical situation.

In some cultures, such as the culture of the participants in this study, a selective protection of

information is observed in order to protect the parents from stress and anxiety. In this instance,
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information is given to the relatives of the parents who can then transmit the information. Many
other cultures, such as in China and South Africa, also believe in withholding information about
the disease from the patient as a means of protecting them.?8-30 In this study, three of the healthcare
professionals preferred to give bad information about the child to the person accompanying the
parents (such as another relative). In the absence of accompanying persons, they provided this
information to the father, and a refusal to provide bad information to the mother was expressed. It
is possible that information is then not transmitted from father to mother, causing the mother to
not be ready to face the crisis. In one study, this withholding of information led to the loss of the
opportunity for a last farewell to loved ones.3? On the other hand, providing information to persons
other than parents also creates a challenge related to information confidentiality. This may in turn
jeopardize the respect, honesty and human value that is the principle of autonomy.?!' 3> We found
that the issue of confidentiality of information was important for the parents under study, especially

those from rural villages because all persons are known to one another in their small communities.

Providing bad news to parents to prepare them for a resuscitation crisis may be better handled in a
unique manner, meaning that it depends on the condition of the child and parents and the events
surrounding the resuscitation. Truth telling is as a right and medical requirement;3! however, when
designing his model, Nierengarten said that while a doctor's honesty is a necessity, like all areas
of medicine and life, nothing is certain.’3 Preferences and values about access to and receipt of
information also influence how healthcare professionals give information to parents. It has been
shown that some people do not want to hear some information, especially information that has a
negative element in it,>* 3 parents need to be neither completely hopeful nor completely hopeless
when receiving information,! and preparation for receiving medical information should be

considered because sometimes expressing this information may harm the mental health of the
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person.” 3> These findings are consistent with those of this study. In light of this, healthcare
professionals should use appropriate language when providing information.’® 37 Providing
information to parents at a high speed®® 3 and not providing understandable information to
parents?® 37 could result in lack of proper information processing, especially in unexpected
emergency situations. This was again consistent with the experiences and perceptions of parents
and healthcare professionals in this study. Therefore, when providing information to parents,
healthcare professionals can consider if the quantity and quality of information is appropriate for

individual parents and the situation at hand.

Facilitating parents’ trust in the received information is important. In this regard, findings in this
study were consistent with other studies that show trust can be accomplished by coordinating the
provision of information from different treatment team members,*® ensuring parents that we have
done all we can,** and relaying bad news in an empathetic and compassionate way>*-4° that does
not place blame on the parents.!> 4! According to participants in this study, these are considered
professional and helpful behaviors of healthcare providers. Also, findings from Bogetz et al.
(2020) and Bekkering et al (2019) confirmed results of this study that suggest healthcare
professionals can support parents by providing them information at their child's bedside in order
to magnify their understanding, especially when the child is very ill and near the last moments of
her/his life.?” 3% In the present study, it was felt that parents being present during their child's
hospitalization promoted better understanding and acceptance of the resuscitation crisis, even with

acute problems and no previous history of illness.

The psychological and spiritual needs of parents are important for healthcare professionals to
consider when preparing parents for the upcoming crisis. The results of this study indicate the need

for parents to have access to a psychologist and a chaplain, as well as the presence of their spouse
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and other relatives or friends. This can help ensure parents have support for the crisis ahead. These
findings are consistent with those of Kim et al. (2019) who found that nurses considered the
provision of consolation, empathy, emotional support, and religious support to parents as their role
in end-of-life care, and they informed parents about the availability of religious services and clergy
visits. Also, they allowed family visits, for example grandparents, which was outside of the policy
but was something they considered to be part of their role.*> Of course, the beliefs and desires of
parents must be considered when attempting to meet their spiritual needs. In this study, the
expression of God's will by a healthcare professional was not acceptable to one of the parents,

while most parents considered it to provide consolation and relief.

Strengths and limitations

Participants of this study included both parents and healthcare professionals in order to gain a more
comprehensive perspective on parental readiness parents for resuscitation of their child. The study
provides insight about parents’ and healthcare professionals’ experiences and perceptions of pre-
resuscitation readiness of parents, which is important for identifying strategies to help them
prepare. Cultural considerations emerged when examining the experiences and perceptions of

healthcare professionals who work in large hospitals in two major cities in Iran.

This study, like other qualitative studies, has limitations affecting generalizability. One limitation
is selection bias, and those who had strong views about parental readiness may have opted to
participate. Next, this study enrolled participants from one geographic area and should be repeated
in other locations with different cultures and religions. We examined the experiences and
perceptions of healthcare professionals working in large hospitals in two major cities in Iran, and
also selected parents who were referred to these centers. The participants may have different

experiences and views than those working in or referred to small medical centers. However, this
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limitation is minimized because small towns and rural communities frequently refer to the public
hospitals in these cities and 50% of the parent participants were from surrounding towns or
villages. We also examined the experiences and perceptions of one male nurse and 3 fathers
because in Iranian pediatric hospitals, most nurses are female. Based on Iranian context, mothers
are the main caregivers of their children and hospital regulations do not allow fathers to stay at the
hospital for their child’s care and they can only meet their child and wife for a short time (except
in emergency situations) because most of healthcare staff in the pediatric hospitals are women.
Another limitation is that the children of the parents in this study were all 5 years of age or younger,
and it is possible that parental needs differ if the children are older. In Iran, older children and
adolescents are usually hospitalized in an adult hospital. Despite the limitations of this study, the
findings are important to stimulate additional research and the creation of guidelines or protocols
for preparing parents for their child’s resuscitation as the healthcare professional participants stated
no such tool exists in their workplace and having this guidance would help them better support

parents.

Conclusion

This study provides insight on parental needs prior to pediatric cardiopulmonary resuscitation, as
well as strategies to promote readiness for their child's resuscitation crisis. Findings can be used to
promote family-centered care in pediatric critical care and emergency settings. The results of this
study suggest that to prepare parents for resuscitation, it is important to continuously provide
information about the child's condition, with a need to consider the parents' culture, ensure
confidentiality of information, and spend enough time with the parents. This information should
be provided to parents empathetically and without blame, honestly yet in a way that helps balances

hope and hopelessness, and in a unique and individual way that considers the child’s situation and
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parents’ needs. It can be helpful to provide this information while parents are present at the child's
bedside, especially when the child is very ill. Psychological and spiritual needs should also be
considered to help prepare parents for their child’s resuscitation and potential death. The results of
this study indicate that parents need attention to promote their readiness to face this stressful event,
and that each of the healthcare professional participants acted according to their
experiences/preferences without access to instructions and protocols in this regard. There is a need
for more research on parental readiness for resuscitation so effective protocols can be developed.
Further, future research should examine parental readiness among various cultures, as parent needs

may differ.
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Parents

uo 6655S0-T202-uadolwag/9ETT!

Healthcare professionals

- In your experience, what readiness did you need before
your child’s resuscitation?

- How were you treated before your child’s resuscitation?

- What actions helped you become ready for and endure your
child's resuscitation?

- In your experience, what barriers were there to your
readiness for your child's resuscitation?

- What factors do you think would have improved your
readiness for your child's resuscitation?

- Which health professionals could better help you to become
ready for this critical situation? And how could they help?

- In your experience, how can the health professionals ready,
or prepare, other parents for resuscitation?

- What suggestions do you have to improve parents’

readiness for their child's resuscitation?

- In your experience, what preparation do pa¥ents need before their
<

child's resuscitation? 2
o
- How do you treat parents to help promote eir readiness before
v
their child's resuscitation? g
>
=)

- What actions do you take to help parents pgepare for and endure
the resuscitation of their child? %

- In your experience, what barriers there arego readying parents for
their child's resuscitation? %

- What do you think are the factors that heléd improve parents'
readiness for their child's resuscitation? %

- In your experience, how can parental readéiess for their child's
resuscitation lead to better parenting experiéwces?

- Which health professionals could better hé:p parents to ready for

this critical situation? And how could they h;élp?
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ABSTRACT

Objective: The aim of this study was to examine parents' and healthcare professionals’
experiences and perceptions of parental readiness for resuscitation of their child in a pediatric

hospital.

Design: This exploratory descriptive qualitative study utilized content analysis. Participants shared
their experiences and perceptions about parental readiness for cardiopulmonary resuscitation
through semi-structured and in-depth interviews. MAXQDA 2020 software was also used for data

analysis.

Setting: The setting was two large teaching pediatric hospitals in Iran (Este Azerbaijan and

Mashhad).

Participants: Participants were 10 parents and 13 pediatric healthcare professionals (8 nurses and
5 physicians). Selection criteria were: a) Parents who experienced their child's resuscitation crisis
at least 3 months prior and b) Nurses and physicians who were working in emergency rooms or

intensive care wards with at least 2 years of experience on the resuscitation team.

Results: Participants shared their experiences about parental readiness for resuscitation of their
child in four categories: Awareness (acceptance of resuscitation and its consequences; providing
information about the child's current condition and prognosis), Chaos in providing information
(defect of responsibility in informing; provide selective protection of information; hardness in
obtaining information), Providing situational information (honest information on the border of
hope and hopeless; providing information with apathy; providing information as Individual;

dualism in blaming; assurance to parents; presence of parents to better understand the child's

2
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situation), and Psychological and spiritual requirements (reliance on supernatural power; need for

access to a psychologist; sharing emotions; collecting mementos).

Conclusion: The results of this study provide insight on the needs of parents and strategies to use
to prepare them for their child's resuscitation crisis, which can be used to enhance family-centered

care practices in pediatric acute care settings.

Keywords: Readiness, Parents, Resuscitation, Pediatrics

Strengths and limitations of this study

o Participants of this study included both parents and healthcare professionals in order to
enhance the rigor of the study.

o The healthcare professional participants were nurses and physicians working on
resuscitation teams in large pediatric hospitals.

J Sampling of parents from large pediatric hospitals was conducted to achieve a sample of
parent participants from large cities as well as surrounding towns or villages with different
cultures.

o The children of the parent participants were all 5 years of age or younger as older children
do not receive care in pediatric hospitals in Iran.

J Most participants were female due to the limited presence of male healthcare professionals

and fathers in Iranian pediatric hospitals.
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INTRODUCTION

Child resuscitation is a critical time for parents.! Pediatric cardiac arrest in children and adolescents
occurs at a rate of 2.28 to 8.04 arrests per 100,000 cases/year.>* Annual cardiopulmonary
resuscitation rates per age group in most of the countries of the world were: 65.5-72 cases per
100,000 for infants, 3.7 cases per 100,000 for children, and 6.3 cases per 100,000 for adolescents.?
Pediatric cardiac arrests occurred in 1.5% of the total number of patients under 17 years in Asian
countries.’ In a study in Iran, approximately five percent of patients referred to the emergency
department for critical care were under 18 years old.® Among resuscitated children, less than 20%

survive and are discharged from the hospital.?”’

Most Iranian doctors and nurses do not agree with parents being present during their child’s
cardiopulmonary resuscitation.® While, parents’ participation in taking care of hospitalized
children is considered as an indispensable principle.® Especially in wards such as the emergency
room where critical care for children is provided, parents are mostly present.!” When parents are
faced with their child being acutely hospitalized, they can suffer from psychological stress, which
will also have a negative effect on the treatment results.!! Anxiety, stress, depression, and post-
traumatic stress are some of the psychological problems that parents can face when their child
requires resuscitation.!'? In the study of Lisanti et al,!3> mothers in the pediatric intensive care unit
had the highest score of stress and anxiety at the time of resuscitation of their child. Parental well-
being is essential for the well-being of children with life-threatening illnesses.!* Therefore,
healthcare professionals have a vital role in parental preparedness for resuscitation.!? In addition
to providing specialized clinical care, healthcare professionals should also consider parental
support needs at this time,!> as parental support is one tenet of family-centered care structures that

leads to increased quality of care.!®

4
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Many studies have focused on the presence of parents during resuscitation of their child, but few
studies have examined the pre-resuscitation readiness of parents, which is important for identifying
measures to help them prepare. In a study, cultural differences affected the attitudes and
perceptions of child caregivers.!” Also, parents need their beliefs, values, customs, and traditions,
generally, their cultural and religious practices to be respected;'® therefore, there is a need for
examination of parental readiness among various cultures and countries. This study was conducted
in Iran to explore the readiness of parents for cardiopulmonary resuscitation of their child by

examining the experiences and perceptions of both parents and health professionals.

METHODS

This study used an exploratory descriptive qualitative approach to examine parents’ and healthcare

professionals’ experiences and perceptions of parental readiness for resuscitation of their child.

Setting and Participants

The setting was two large teaching pediatric hospitals in Iran (Este Azerbaijan and Mashhad).
Using purposive sampling, there were 10 parents of 7 children and 13 pediatric healthcare
professionals (8 nurses and 5 physicians) who participated in the study. Selection criteria were: a)
Parents who experienced their child's resuscitation crisis at least 3 months prior because, after a
stressful family event, the symptoms of depression, anxiety, and post-traumatic stress disorder are
decreased after 3 months'® and b) Nurses and physicians who were working in emergency rooms

or intensive care wards with at least 2 years of experience on the resuscitation team.

Data collection and analysis

5
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Participants were invited to participate in the study by telephone, and face-to-face individual
interviews were conducted from February to November 2020. The parent participants in this study
were identified by searching records of hospitalized children for documentation of having received
resuscitative care (i.e. cardiopulmonary resuscitation). The first author conducted the tape-
recorded, semi-structured, and in-depth individual interviews at the hospitals (for the healthcare
professional participants) and at the parents’ homes (for the parent participants). Each of the
interviews lasted between 45 to 75 minutes. Since these interviews were conducted during the

COVID-19 pandemic, precautions were taken (i.e. masking, distancing, etc).

An interview guide was designed to elicit participants’ experiences and perceptions of parental
readiness for resuscitation. Parent and healthcare professional participants were encouraged to
share their experiences about parental preparation needs, how these needs were met, and
perceptions of strategies that healthcare professionals can utilize to effectively provide help to
parents. Examples of the interview guide questions are available in supplemental Appendix 1. For
in-depth understanding of participants’ experiences and perceptions, clarification and probing
questions were asked after each of the questions in the guide. During the interviews, the term
"cardiopulmonary resuscitation" was used with healthcare professional participants (including
technical terms such as intubation or chest compressions), but in interviews with parent
participants, we used simplified language when explaining terms (for example, “when a tube was
inserted in your child's mouth” or “when your child's chest was pushed”) to ensure understanding.
Interviews were continued to data saturation,2? which was confirmed when no new information or

codes were uncovered in the last 4 interviews.

Recorded interviews were transcribed verbatim and then analyzed using content analysis according

to Bengtsson's proposed steps.?! First, the text of each interview was read several times. The text

6
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was then broken down into meaningful units and coded. MAXQDA 2020 software was also used
to encode the data. A list of codes related to all transcribed texts was prepared and each code was
identified to which domains it belongs. The codes were also categorized according to their
similarities and differences. To increase trustworthiness, this process of data analysis was
conducted by two researchers who extracted and then categorized the codes, with each researcher
independently coding each interview. The extracted categories and subcategories were then
confirmed and agreed upon by the other authors. The peer-checking method was engaged to
improve the dependability of the findings, assuring the confirmability of the findings. Participant
quotations were selected to enrich understanding of the categories. Participant words were spoken
in Persian and then translated to English; therefore, some quotations have been edited to increase

clarity and to transmit the meaning of what the participants said when translated to English.

For rigor of the research,??-2* the experiences and perceptions of different persons involved, both
healthcare professionals (physicians and nurses in different categories) and parents (having
children with chronic or acute illness, different literacy levels, urban and rural residences, etc.)
were examined. These characteristics of participants were collected via a paper-and-pencil survey
that was administered before the start of each interview. After the research team performed the
analysis, the first author returned the extracted codes of each text to participants for review and
approval. Thus, the rigor and credibility of the study were enhanced by checking findings with

participants (i.e. member checking).

Ethical considerations

This study was approved by the ethics committee of Tabriz University of Medical Sciences with
the ID IR.TBZMED.REC.1398.1080. The objectives and procedures of the study were explained

to all participants, including measures to protect confidentiality. Participants’ personal information
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was kept confidential, and their experiences were used in the study without names and details.

Informed consent was obtained from participants.

Patient and public involvement

We did not involve parents in the development of the research questions. We did obtain collaboration
agreements with two large teaching pediatric hospitals, and approached the hospitals for that purpose.
Hospital managers provided positive feedback on the study aims, acknowledging that more research is
needed on experiences and perceptions related to the support of parents surrounding resuscitation of their
child. They introduced healthcare professionals as potential rich-in-formed participants which could
provide important experiences and information for this study. They also provided access to parents for
participation in this study. Thus, the hospitals supported recruitment of study participants by sending

messages for study participation.

RESULTS

In this study, 13 pediatric healthcare professionals participated; five pediatrician physicians and
eight nurses in different categories of practice (from bedside nurse to head nurse) and education
(bachelor to master’s degree). There were 10 parents of 7 resuscitated children (children aged one
to five years; 3 boys and 4 girls) who participated. At the time of the interview with the parents,
between 3 and 12 months had passed since the resuscitation. Parents were aged 31 to 48 years, and
seven were mothers and three were fathers. Three of the parents had only one child (one child was
born after many years of infertility). Two children of two of the parents had no previous history of
illness or hospitalization, while the other 5 children had a history of chronic illness. Demographic

details of the participants are provided in Table 1.

Table 1. Participants’ demographic characteristics.

| Parents | n |Healthcare Professionals n

8
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- Relation to child - Field of education
Father 3 Nurse 8
Mother 7 Pediatric physician 5
- Education level - Gender
Academic 5 Female 9
Non-academic 5 Male 4
- Location - Years of experience
Town 8 <10 3
Village 2 >10 10
- Number of times experienced their - Marital status
child’s resuscitation Married 9
Once 5 Single 4
Twice or more 5 - Parent status

Having own child(ren) 9

No children 4

Participants in this study shared their experiences and perceptions about parents' readiness for
resuscitation of their child in four categories: Awareness (acceptance of resuscitation and its
consequences; providing information about the child's current condition and prognosis), Chaos in
providing information (defect of responsibility in informing; provide selective protection of
information; hardness in obtaining information), Providing situational information (honest
information on the border of hope and hopeless; providing information with apathy; providing
information as Individual; dualism in blaming; assurance to parents; presence of parents to better
understand the child's situation), and Psychological and spiritual requirements (reliance on

supernatural power; need for access to a psychologist; sharing emotions; collecting mementos).

1. Awareness

Based on the experiences and views of the parents and healthcare professionals, having awareness
about their child's condition and health problems was considered to be a parent’s right and a
necessary component of supporting the parents. There were two sub-categories that emerged in

this category of awareness. Supportive quotations are found in Table 2.

1.1: Acceptance of resuscitation and its consequences

9
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Four parents were informed about their child's condition before resuscitation, and this helped the
parents better understanded their child's condition and its severity. This action of healthcare
professionals was considered a proper and necessary behavior. By informing parents of their
child’s condition, parents may feel satisfied with the care of the healthcare team, even after the

death of their child.

Both parents and healthcare professionals expressed how having awareness of the child's poor
condition before resuscitation helped parents to prepare for the crisis. By having awareness,
parents can prepare themselves, psychologically and mentally, that their child is in critical
condition, even in acute cases. Having awareness was also felt to help facilitate acceptance of the
death of the child and prevent or lessen the shock that can result from the crisis. In this study,
informing parents of their child’s condition also provided the opportunity for healthcare

professionals to prepare parents to be present in the resuscitation room.

1.2: Providing information about the child's current condition and prognosis

Healthcare professionals’ experiences indicated that in hospitalized children, if parents were
informed about their child's condition during hospitalization, they were better prepared for a
resuscitation crisis than if the crisis were an unexpected emergency. Even then, it was felt that

explanation about the child's prognosis could help parents accept this crisis.

Parents, based on their experiences, also explained that they needed to be constantly informed
about their child's condition and the actions that were being taken for him/her during the
hospitalization. This was especially important during the time when their child's condition was
worsening, and even could occur over the phone. Yet, the words of two mothers revealed they had

not been informed of their child’s worsening condition and therefore felt unprepared and

10
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experienced emotional distress. Withholding information from parents was confirmed by a doctor
who explained that in emergency cases, the situation was often unpredictable and thus parents

were not informed of the possibility of resuscitation and the child's death.

To express the possibility of resuscitation and death in hospitalized cases, both parents and
healthcare professionals believed that parents should be told about the care interventions that could
be used in attempt to save the child’s life. One nurse described how this was explained to parents
using words they would understand. Without an understanding of the care being provided, parental
stress increased. When expressing the possibility of resuscitation, in addition to making parents
aware of resuscitation actions and equipment, it was also deemed important to talk to parents about
their desire for and location of presence during resuscitation. However, parents’ behavior often
determined whether they had this option and participants indicated that it is common for parents

to be directed to leave the resuscitation room.

The experiences of the parents and the healthcare professionals showed that in cases when the
possibility of losing the child was told to the parents, the field of parents' bereavement needs was
not considered. Parents expressed a need for a private space to be with their deceased child and
release their emotions. Yet, a father and a mother recalled not having a private space or time to

mourn after the death of their children.

Table 2. Awareness

1.1: Acceptance of resuscitation "Thanks to all of them [healthcare professionals]. They did everything that they could.
and its consequences Well, I knew my child's problem, nothing could be done for her." F7

"A child was brought to the emergency room with severe dehydration. The child's parents
brought the child to the hospital too late from fear of Corona, so that the child was in a
state of shock. I fully explained to the parents about the bad condition of the child, that
the child was breathing with the device and his heart was working with the injected drugs.
I fully informed them about the bad condition of the child. The child died in the ICU that
night, but when the parents were informed, I felt the shock did not happen in these parents
the same as for other parents. It seemed to me that they accepted it more easily ... " D8
"... Because we had already been told that our child might die, his mother and me decided
to donate his corpse to the University of Medical Sciences if he died." F1

11
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"Since I was told the truth, I realized that if my child survives, it might not be good for
her either. Because I was told the truth and I understood the truth, I was satisfied that if
my child were to die, she would not suffer." F7

1.2: Providing information about | "A child was hospitalized and intubated for a long time. The parents witnessed our
the child's current condition and | actions. The parents were informed of the child's condition and prognosis during this
prognosis time. They thanked us after their child died, even while they were in a bad mood." N2
"Because [ was already told that her condition was not good and she [his child] was very
ill, I had background about resuscitation of my child." F7

"My daughter was hospitalized about 6 months, but I was not told that my child was
getting worse. I thought everything was well and I was not at all ready that my child was
getting worse, and I did not expect her death at all." M4

"When there was a possibility of resuscitation, I would give the parents full information
about their child's condition. I was telling them that your child might need us to squeeze
her chest or, like this child, insert a breathing tube so that the device could help your child

breathe." N4
"I did not know what they were doing and why. I was dying and living every moment."
M9

"We say that the child is in critical condition, but we have never said that he/she may
need resuscitation or the child may die because the child is brought to the emergency
room at once, and we do not know exactly what the problem is and the situation is not
predictable ..." D9

"If parents were not agitated and could control their emotions and did not disrupt the
resuscitation process, I was telling them that they could be in the room. Otherwise, they
would be directed out of the room or they could watch the resuscitation from the window
of the room." N10

"In any hospital, it's much better if there is a private place at this moment [after the failed
resuscitation of the child] so parents can release themselves. If there is such the place, no
one told me anything before." F1

"Immediately after the resuscitation, they took my child to the mortuary and did not let
me say goodbye to my daughter and see her for the last time. I was also told not to make
noise and cry because other mothers were in the ward and they might scare. I was running
to the mortuary looking for my child's corpse. Unfortunately, there were no facilities for
us. At least others should lose their children in a calm situation." M9

D=doctor, N=nurse, F=father, M=mother

2. Chaos in providing information

The experiences of parents and healthcare professionals indicated that there was no specific
process for providing information, as demonstrated in three sub-categories. Supportive quotations

are found in Table 3.
2.1: Defect of responsibility in informing
The parents in this study wanted doctors and nurses to be available to provide information. But,

they most preferred to receive information from a doctor who was responsible for their child and

12
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aware of their condition. Yet, in this study, participants’ words demonstrated there was defect of
responsibility to provide information to parents. Doctors considered it their duty to provide
information to parents, but nurses discussed doctors' irresponsibility in informing the parents about
their child's condition. Although nurses considered providing diagnostic information to be duty of
doctors, they felt discussing care information is their duty. At the same time, nurses were confused
about providing information and responding to the parents, feeling uneasy because they were more

in touch with parents and were asked to provide them with information.

2.2: Provide selective protection of information

In the culture of the participants in the study, there was withholding of information and information
was transferred from healthcare professionals to parents selectively and protectively. Parents in
this study tended to realize the condition of their child without actually having been provided such
information from the healthcare team, and there were instances where the healthcare professionals
withheld information to help protect the parents. Three healthcare professionals preferred to give
information about the child's poor condition to relatives or close friends rather than the parents,
and then these individuals then transferred the information to the parents. This was described as

an effort to protect the parents who were already having to deal with their emotions.

When healthcare professional participants did provide information to parents, they expressed a
desire to provide unpleasant information about the child to the father rather than the mother. One
doctor explained that this was due to fathers typically behaving more calmly. However, the
healthcare professionals did not ensure the transfer of this information from father to the mother,
and the desire of fathers to protect the mother was also evident. This withholding of information

resulted in two of the mothers not having awareness and readiness for their child’s crisis. This led
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one father to express regret over withholding information about his child’s situation from his

spouse.
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2.3: Hardness in obtaining information

The experiences of most of the parents showed that information about their child's condition was
obtained with difficulty, consuming their time, and that doctors especially spent little time

providing parents with information. Participating parents in the study wanted to receive

information from doctors at their child's bedside, yet their stories indicated this did not occur.

Table 3. Chaos in providing information

2.1: Defect of responsibility in
informing

"If the doctor gives information, it is better because the parents trust the doctors more. Now,
if there is no doctor [available], the nurses will be next. It is better for a male doctor to talk
to the father because the father accepts more easily than if a woman doctor, especially when
she is young. But it also depends on how the doctor is expressing. Even if she is a woman or
young, it depends on how she speaks so that she can convince the father." D9

"The doctor and head nurse of ward were telling us not to talk to the parents about their child.
I personally do not know what to say when parents ask. Because the doctor is only there for
one hour in the ward every day. When we do not respond to parents, they think we know
nothing and lose confidence in us and our care of their child." N2

2.2: Provide selective
protection of information

"In one case, a child was brought to the hospital and the child did not have a specific illness
before. The parents were agitated and very anxious. I talked to the child's uncle about the
child's poor condition and what had happened." N4

"[ prefer to give bad news to the father so that he tells the mother. Fathers usually act more
logically." D8

"I knew my child's problem at that time. I realized she was dying and it was good. Therefore,
I could say goodbye to my baby at the last moment. But I wish I told her mother, so she was
ready too." F7

2.3: Hardness in obtaining
information

"If we wanted to be told about our child's illness, we had to run to the doctor in the hospital
corridors, but we could not see him. Everyone was around. We had to go to the office of the
doctor. Well, I was foreign in this city, I had to request a taxi to take me to the doctor's office.
After difficulty finding it, I had to pay a visit to the doctor to have my baby's condition
explained for a few minutes, otherwise, they [doctors] would not answer us." M9

D=doctor, N=nurse, F=father, M=mother

3. Providing situational information

The experiences and perceptions of parents and healthcare professionals revealed that providing
information to parents should be done according to the situation of the child and in consideration

of parental condition. Six sub-categories were approved in this category. Supportive quotations

are found in Table 4.
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3.1: Honest information on the border of hope and hopeless

Healthcare professionals and parents emphasized the importance of honest and truthful
information. The healthcare professionals in this study had experienced situations where there was
incorrect information relayed to parents and felt this can result in mistrust among parents. Also,
some of the participating parents' experiences indicated they had received untrue information, and

this seemed to make them unprepared for the crisis ahead.

Next, the healthcare professionals explained how when they provided honest information for
parents, they worked to provide information that was on the border of hope and hopeless. The
experiences of parents in this regard showed that most fathers did not have nor want false hope,
while most mothers didn’t want all hope removed when being provided information about their

child's condition.

3.2: Providing information with apathy

Parents emphasized the importance of receiving information from the treatment team in a kind,
compassionate, and respectful manner. Two parents appreciated the kind words used by healthcare
professionals. But, most parents indicated that healthcare professionals could not comprehend their
mental state when providing information to them and they provided information about their child's
situation with apathy and without empathy. The lack of empathy of both doctors and nurses was
recalled. One father expressed his dissatisfaction with the way a doctor coldly provided
information to his wife, while a mother whose baby was in critical condition immediately after

delivery explained receiving unempathetic care from nurses.

3.3: Providing information as Individual
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The experiences of both parents and healthcare professionals indicated that it is not possible to use
the same method of providing information to all parents. It depended on the parents’ level of
understanding, education, age, language, whether the parents have only the one child, if the child
has been hospitalized before, and whether the child’s illness is acute or chronic. Their experiences
showed that for low-education parents, it can be helpful to provide information in simpler, brief,
and tangible ways. For higher-education parents, this information could be provided more
scientifically and completely. Statements from two fathers with different levels of education

confirmed different needs in regard to explanations.

The experiences of parents and healthcare professionals also showed that the speed of transmitting
information to parents was important, especially when providing information to mothers. It was
also felt necessary to be more sensitive when providing information to parents with a single child
or golden baby (born after years of infertility issues and treatment) as this child might be the

foundation of the family.

Healthcare professionals’ experiences also indicated that older parents can be more receptive and
have a better understanding of information than younger parents, and that sometimes the
grandparents were the decision-makers in such families. Linguistic differences in multilingual
countries also were felt to make it difficult for healthcare professionals to provide information to
parents. In this regard, a doctor described seeking translation services to help provide information

to parents.

The healthcare professionals in this study felt it is easier to provide information to parents with a
child who has a chronic illness or has been hospitalized for at least a few days rather than in an

acute emergency situation because unexpected crises can result in parents being agitated and the
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high stress prevents them from understanding the information. In these instances, nurse and doctor

participants tried to speak calmly and repeat information to help ensure understanding.

3.4: Dualism in blaming

Four of the five doctors' experiences showed they felt that when parents were blamed, this can
prevent the doctors themselves from being blamed and prevents future complaints. Yet, when
parents were blamed for the situation of their child, their experiences revealed this may result in
great remorse and grief. Other healthcare professionals acted differently and believed that even if
parents may be to blame for the situation of their child, healthcare professionals should not blame
them. These healthcare professionals felt that if they were unable to release their pain, they at least

needed to make sure they did not add any additional pain to parents.

3.5: Assurance to parents

The experiences of healthcare professionals and parents revealed that in order to prepare parents
for the crisis ahead, the transfer of information must be accompanied by efforts to facilitate trust.
This was felt to be important so that both in practice and in speech, parents could be assured that
everything necessary for the child would be done. To best ensure trust, it was felt that healthcare
professionals should coordinate the providing of information and there should be no
inconsistencies in the information. Also, healthcare professionals in this study explained the need
to avoid accusing their colleagues when providing information to parents because this can

contribute to insecurity in the parents.

3.6: Presence of parents to better understand the child's situation

Providing information through verbal speech was felt to not always be enough. Instead, it can be
necessary to improve understanding of the child's situation by having parents be present to witness
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their condition and care. The experiences of both parent and healthcare professional participants
showed that parents who were with their child during the child's hospitalization, especially in the
last moments of the child's illness, better understood their child's illness and how severe it was. It
was felt that parents who were present were better prepared to face the crisis than parents who

were not present. In addition to helping them prepare, a mother described how being present

BMJ Open

provided comfort through being able to say goodbye to her child.

Table 4. Providing situational information

3.1: Honest information on
the border of hope and
hopeless

"In the first days, everyone [healthcare providers] told us that my child was fine, then
suddenly he died and they said that his heart was stopped. I said that you said it was good,
but now what happened..." M5

"We have to talk between the border of hope and hopeless. We have to say the positives and
the negatives of the points. We should not be too hopeful and not too disappointed ..." N1
"Do not provide false information and tell the truth. For example, my child had a seizure.
They [healthcare professionals] should not say do not worry, it was nothing. I knew my child
had a problem." F7

"I knew my child was not well, but I did not like to be constantly disappointed. I was afraid
to call the ward because I was afraid that they [nurses] would say that my child was very ill,
or I would enter the ward in fear." M2

3.2: Providing information
with apathy

"One of them [a doctor] said very badly to his mother [the participant’s wife] that this child
of yours is like this, you have to get used to her [child]. If you can't hold her, take her to
Welfare." F7

"I had so much pain, but I did not think about myself. I was anxiously requesting information
about my baby's condition, and I was constantly asking what happened to my child? Do not
let him get cold. They [nurses] said that we know our work, please do not interfere." M5

3.3: Providing information as
Individual

"... I have not studied medicine to know. If they had given me this information in simple
language so that I could understand it, it would have been very good. I did not understand
what they [healthcare professionals] told me." F7

"We really needed someone to explain my child's situation to me. Well, I was somewhat
familiar with English terms. If someone explained it to me, I would understand because [ am
also a language teacher and translator." F3

"When I was at the beginning of my career, I was talking with a father using scientific terms
about his child's condition. I had not finished my explanation yet; I saw he was angry and
said ‘Do you make fun of me?’ ..." D13

"... Slowly with the introduction, perhaps our audience [the mother herself] might not be
strong enough to endure. When one of the nurses was providing bad information about my
child, in the middle of her conversation, I did not understand what happened to me, as the
world was ruined on me ... When I opened my eyes, I saw the doctor and the nurses and my
husband around me..." M4

"Young parents have no responsibility at all and do not seem to understand or care about it
at all. These parents are not the decision-makers themselves, and the grandparents are the
decision-makers." N2

"Linguistic differences may make it difficult to explain. For example, the language of parents
may be Kurdish and they do not know Persian. In these cases, we look for personnel who are
at least fluent in the parent language and try to provide information to parents through them."
D9

"Families who come to the emergency room frequently ask questions. I can’t completely
answer their questions and need to repeat the information because they are so anxious, and
they can’t understand." N5

"A person should speak to them [parents] calmly, respectfully, and in their own language.
But often it does not work. When parents are very agitated, I go forward to talk to them, but
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I see that it gets worse, and they are aggressive and told me ‘What are you doing? You go
and do your work.”" D8

3.4: Dualism in blaming

"I asked the doctors: ‘Could the flu kill a healthy child in a week because my daughter didn’t
have a problem before?’ They said it was probably because your daughter didn’t feed on
your breast milk and you fed her with dry milk and you gave birth to her by cesarean section
.... [The mother did not continue, she sighed and then cried]" M6

"I tried to make sure she [the mother] didn’t feel guilty. I said to her that she wasn’t the only
person who experienced the accident and it could happen to anybody" N1

3.5: Assurance to parents

"The opinion of the doctor who spoke to us was that they [other doctors] should not operate
at all: ‘They took your child to the operating room to look for where the problem was. What
do you expect from a one-and-a-half-kilogram child?’" M10

"Before, in the emergency room, everyone was talking to the parents [nurse, intern, resident,
etc.]. Everyone was asking the parents what happened and why did you bring the child to the
emergency room? Also, parents' questions were answered in different ways, and it caused
the parents to become agitated. But since we managed this situation, the pediatrician or senior
resident is in the emergency room, and this has reassured the parents that there is someone
who can manage the team." D12

3.6: Presence of parents to
better understand the child's
situation

"A child was hospitalized. His parents were not present at the bedside of the child. When I
saw that the child was getting worse, I called his parents to come to see their child. I think
this caused the parents to have readiness for the resuscitation crisis of their child" N2

"I was always in the hospital with my child. Before she died, the nurse called me and said,
“Your child is in critical condition and her blood pressure is constantly dropping. She is not
well at all.” It was good to be able to be with her at the last moment and say goodbye to her."
M6

D=doctor, N=nurse, F=father, M=mother

4. Psychological and spiritual requirements

The experiences of parents and healthcare professionals revealed that parents also need mental

and spiritual preparation for facing the terrible crisis of their child's resuscitation. Four sub-

categories emerged. Supportive quotations are found in Table 5.

4.1: Reliance on supernatural power

Parent and healthcare professional participants’ words indicated that most parents needed to rely
on supernatural powers, other than medical science, when they were faced with critical situations.
In this time, reminding parents of the will and trust in God and providing access to holy text,

chaplains, and even a place to pray can be soothing to them. The helpfulness of being reminded of

the importance of religion and faith was brought up by both mothers and fathers.

4.2: Need for access to a psychologist
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The experiences of parents and healthcare professionals indicated that parents needed to have
access to a psychologist (or other mental health specialists) to help prepare them for these critical
situations, especially when a child is likely to not survive. Participating parents wanted a
psychologist to be present by their side during their child’s critical situation so that they could
consult with them. One mother described how the staff was helpful, but she felt that it would be
more helpful to also have a psychologist to talk to. Most parents also felt that all staff working in
a children's hospital should have completed psychology courses that prepare them to treat parents
in critical situations appropriately, with a specific need to know how to give bad information to

parents.

4.3: Sharing emotions

According to both parents and healthcare professionals, it is important for parents to be able to
share their feelings and emotions with others when they are in a critical psychological state. Parents
expressed a need to be understood during their critical situation and supported by those around

them. It was important to parents that staff understand their situation.

Parents in this study also needed to be accompanied by family or relatives, especially their spouse.
All of the mothers who had their husbands at their side during their child’s resuscitation said that
their husband’s presence had helped them to cope and provided calm for them. But a mother who
was alone during her child’s illness in the intensive care unit described her experience as stressful
and wished she had someone there with her. The experiences of the healthcare professional
participants also revealed that the presence of other family members or other companions,
especially in emergencies where both parents are in shock, can be a supportive force and may
better prepare parents in the face of the crisis. A nurse described speaking to family members over

the phone, emphasizing the need to come to provide companionship at the hospital.
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4.4: Collecting mementos

Parent participants expressed the need to communicate internally with their child after they died
during resuscitation. Having mementos of the child can be an effective way to maintain this
relationship. Healthcare professionals can assist parents to collect mementos of their child before
the resuscitation. In this regard, a mother who was not given any mementos of her child explained

how she longed for them and wished the staff had given them to her.

Table 5. Psychological and spiritual requirements

4.1: Reliance on supernatural | "My daughter had no problems before, and she was admitted to the ICU because she had the
power flu. Her condition was getting worse every day. I was very impatient. One of the staff told
me: ‘God created us and all of us will die one day. The fate of everyone has been decided by
God in some way. Trust in God.” And she relieved me in this way." M6

"While we were waiting in the back of the operating room, one person told me to repeat the
holy phrase. I wondered why I should repeat it only ten times. At that time, I needed to
consult with an informed person. I needed to be alone with my God in a quiet place and pray
and read the Quran." F3

4.2: Need for access to a | "I think it would be better if a psychologist was with the mothers in the ICU and talked to
psychologist them calmly. She/He could provide consolation support for them. It is true that all the staff
treated me well. But if there was a staff that was with the mothers and talked to them for a
few hours, I think it is better. A psychologist can better prepare mothers for the fact that they
are losing their baby so that they can pass this period more easily." M6

"What's wrong that a doctor or a nurse knows about psychology or a businessman knows
about management? Being multi-disciplined makes us complete in one discipline but all of
us are educated only in one special field. For example, according to the body of a person, we
let him be a guard, and we do not care at all how literate this person is, does he know how to
treat others or not?" F3

4.3: Sharing emotions "A nurse came and told me and said, ‘I am mother too and understand you. Many of these
things have happened here [in the ICU], and it has happened to many families that their child
was in a critical situation. I know it is very difficult, but you have to endure.” It was good
that she was telling me." M2

"... I just had stress, no one was there, my husband couldn't come. I wish someone was with
me." M9

"When a child is ill and there is a possibility of resuscitation for him/her, I call the parents to
come and I emphasize that the mother should not be alone and come with her husband or a
companion. If I know a supporter, relatives, or friends of the parents, I will call them to come
and be with the parents." N2

4.4: Collecting mementos "I still miss her. I still see her photos and hear her voice." M6

"... They [staff] didn’t give me the things that I had put on her bedside. I had put a comb for
her and brushed her hair with it. They [staft] didn’t give me it to keep a few of her hair for
myself. Her bottle of milk or the things I put there, they give me any of them. My baby was
touching them. I wanted to keep them to myself." M9

D=doctor, N=nurse, F=father, M=mother

Discussion
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In this study, parents and healthcare professionals shared their experiences and perceptions of pre-
resuscitation parental preparation. Parents' preparation before the resuscitation of their child was
divided into four categories: Awareness, Chaos in providing information, Providing situational

information, and Psychological and spiritual requirements.

The results revealed that facilitating parents’ understanding of the child's condition and readying
them for the resuscitation of their child may help to prevent or lessen the shock of the crisis. This
result is consistent with other studies in which all parents, without exception, emphasized the
importance of knowing what is happening to their child, and helping them to understand was felt
to be an essential support need.!4 23 In another study, having information about the child's condition
provided parents with the ability to better adapt and accept the child's death.?> 26 Also, findings
from Chen et al?’ confirmed results of this study showing that transmitting truthful information
promotes trust and gives emotional support to parents, enhancing their readiness for resuscitation.
Another study also confirmed the finding that having information about the child's condition can
help parents maintain a sense of control, so they can better manage the situation.”® Based on this
current study’s findings, giving information about the child's condition and even telling of the
possibility for resuscitation and death is better done continuously during the child's hospitalization,
especially as the child is deteriorating. This is consistent with another study that found that parents
of children with chronic illness who were informed of the possible death of their child several
months prior but then did not receive information updates and normalization were not be prepared

for the stage of health deterioration and death.?’

In this study, the doctors considered it their duty to provide information to parents; however, this
did not always occur. While diagnostic information was provided by doctors and care information

was provided by nurses, nurses in this study expressed frustration over the parents not being told
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of their child’s condition. This finding is consistent with other recent studies in which parents
recalled a lack of received information from healthcare professionals and they desired to receive
information about what is or likely will be happening with their child.! 3 In one of the studies,
parents did not recall receiving clinical information before their child’s resuscitation, and reported
waiting hours to talk to a healthcare provider.' These findings contradict those of Kim et al*' who
found that physicians and nurses believed that providing information is one of their roles in
supporting parents. A worrisome finding in our study is that when several of the parents did receive
information from doctors and nurses, it was not delivered in a kind or empathetic manner. Most
parent participants believed that healthcare professionals should receive training about delivering
bad news, and that when they received bad information about their child, the presence of a
psychologist (or other mental health specialists) could be helpful in preparing them for their child's

critical situation.

In some cultures, such as the culture of the participants in this study, a selective protection of
information is observed in order to protect the parents from stress and anxiety. In this instance,
information is given to the relatives of the parents who can then transmit the information. Many
other cultures, such as in China and South Africa, also believe in withholding information about
the disease from the patient as a means of protecting them.?>-3* In this study, three of the healthcare
professionals preferred to give bad information about the child to the person accompanying the
parents (such as another relative). In the absence of accompanying persons, they provided this
information to the father, and a refusal to provide bad information to the mother was expressed.
However, it is possible that information is then not transmitted from father to mother, and this may
result in the mother not being ready to face the crisis. In one study, this withholding of information

led to the loss of the opportunity for a last farewell to loved ones.** Further, providing information

23

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 24 of 38

ybuAdoo Ag pajoalold 1senb Aq 20z ‘LT |Hdy uo /wod fwg uadolway/:dny woiy papeojumoqd "2z20zZ AeIN 2 U0 665550-T202-uadolwa/oeTT 0T se paysiignd 1s1y :uado [INg


http://bmjopen.bmj.com/

Page 25 of 38

oNOYTULT D WN =

BMJ Open

to persons other than parents also can create a challenge related to information confidentiality.
This may in turn jeopardize the respect, honesty, and human value that is the principle of
autonomy.?’ 3¢ We found that the issue of confidentiality of information was important for the
parents under study, especially those from rural villages because all persons are known to one

another in their small communities.

Providing bad news to parents to prepare them for a resuscitation crisis may be better handled in a
unique manner, meaning that it depends on the condition of the child and parents and the events
surrounding the resuscitation. Truth telling is as a right and medical requirement;* however, when
designing his model, Nierengarten said that while a doctor's honesty is a necessity, like all areas
of medicine and life, nothing is certain.’’ Preferences and values about access to and receipt of
information also influence how healthcare professionals give information to parents. It has been
shown that some people do not want to hear some information, especially information that has a
negative element in it,3 38 parents need to be neither completely hopeful nor completely hopeless
when receiving information,! and preparation for receiving medical information should be
considered because sometimes expressing this information may harm the mental health of the
person.’? 3% These findings are consistent with those of this study. In light of this, healthcare
professionals should use appropriate language when providing information.*® 4! Providing
information to parents at a high speed* *® and not providing understandable information to
parents® 4! could result in lack of proper information processing, especially in unexpected
emergency situations. This was again consistent with the experiences and perceptions of parents
and healthcare professionals in this study. Therefore, when providing information to parents,
healthcare professionals can consider if the quantity and quality of information are appropriate for

individual parents and the situation at hand.
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Facilitating parents’ trust in the received information is important. In this regard, findings in this
study were consistent with other studies that show trust can be accomplished by coordinating the
provision of information from different treatment team members,*> ensuring parents that we have
done all we can,’® and relaying bad news in an empathetic and compassionate way.>? 4?43 Although
most of the healthcare professionals in this study did not blame parents when providing
information, most of the participating doctors had different opinions. Their words about placing
blame on parents contradicts findings of other studies.!” ** According to participants in this study,
these are considered professional and helpful behaviors of healthcare professionals. Also, findings
from Bogetz et al*® and Bekkering et al’” support the results of this study that suggest healthcare
professionals can support parents by providing them information at their child's bedside in order
to magnify their understanding, especially when the child is very ill and near the last moments of
her/his life. Participants in the current study also felt that parents being present during their child's
hospitalization promoted better understanding and acceptance of the resuscitation crisis, even with

acute problems and no previous history of illness.

The psychological and spiritual needs of parents are important for healthcare professionals to
consider when preparing parents for the upcoming crisis. The results of this study indicate parent
participants preferred to have access to a psychologist and a chaplain, as well as the presence of
their spouse and other relatives or friends. This can help ensure parents have support for the crisis
ahead. These findings are consistent with those of Kim et al*! who found that nurses considered
the provision of consolation, empathy, emotional support, and religious support to parents as their
role in end-of-life care, and they informed parents about the availability of religious services and
clergy visits. Also, they allowed family visits, for example grandparents, which was outside of the

policy but was something they considered to be part of their role. Of course, the beliefs and desires
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of parents must be considered when attempting to meet their spiritual needs. In this study, the
expression of God's will by a healthcare professional was not acceptable to one of the parents,

while most parents considered it to provide consolation and relief.

Strengths and limitations

Participants of this study included both parents and healthcare professionals in order to gain a more
comprehensive perspective on parental readiness for resuscitation of their child. The study
provides insight about parents’ and healthcare professionals’ experiences and perceptions of pre-
resuscitation readiness of parents, which is important for identifying strategies to help them
prepare. Cultural considerations emerged when examining the experiences and perceptions of

healthcare professionals who work in large hospitals in two major cities in Iran.

This study, like other qualitative studies, has limitations affecting generalizability. One limitation
is selection bias, and those who had strong views about parental readiness may have opted to
participate. Next, this study enrolled participants from one geographic area and it should be
repeated in other locations with different cultures and religions. We examined the experiences and
perceptions of healthcare professionals working in large hospitals in two major cities in Iran, and
also selected parents who were referred to these centers. The participants may have different
experiences and views than those working in or referred to small medical centers. However, this
limitation is minimized because small towns and rural communities frequently refer to the public
hospitals in these cities and 50% of the parent participants were from surrounding towns or
villages. We also examined the experiences and perceptions of one male nurse and 3 fathers
because in Iranian pediatric hospitals, most nurses are female. Based on Iranian context, mothers
are the main caregivers of their children and hospital regulations do not allow fathers to stay at the

hospital for their child’s care and they can only meet their child and wife for a short time (except
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in emergency situations) because most of healthcare staff in the pediatric hospitals are women.
Another limitation is that the children of the parents in this study were all 5 years of age or younger,
and it is possible that parental needs differ if the children are older. In Iran, older children and
adolescents are usually hospitalized in an adult hospital. Despite the limitations of this study, the
findings are important to stimulate additional research to lead to the creation of guidelines or
protocols for preparing parents for their child’s resuscitation as the healthcare professional
participants stated no such tool exists in their workplace, and having this guidance would help

them better support parents.

CONCLUSION

This study provides insight on parental needs prior to pediatric cardiopulmonary resuscitation, as
well as strategies that may help ready parents for their child's resuscitation crisis. Findings can be
used to promote family-centered care in pediatric critical care and emergency settings. The results
of'this study suggest that to prepare parents for resuscitation, it is important to continuously provide
information about the child's condition, with a need to consider the parents' culture, ensure
confidentiality of information, and spend enough time with the parents. This information should
be provided to parents empathetically and without blame, honestly yet in a way that helps balances
hope and hopelessness, and in a unique and individual manner that considers the child’s situation
and parents’ needs. It can be helpful to provide this information while parents are present at the
child's bedside, especially when the child is very ill. Psychological and spiritual needs should also
be considered to help prepare parents for their child’s resuscitation and potential death. The results
of this study indicate that parents need attention to promote their readiness to face this stressful
event, and that each of the healthcare professional participants acted according to their

experiences/preferences without access to instructions and protocols in this regard. Thus, there is
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a need for more research on parental readiness for resuscitation so effective protocols can be
developed. Further, future research should examine parental readiness among various cultures, as

parent needs may differ.
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Parents

uo 6655S0-T202-uadolwag/9ETT!

Healthcare professionals

- In your experience, what readiness did you need before
your child’s resuscitation?

- How were you treated before your child’s resuscitation?

- What actions helped you become ready for and endure your
child's resuscitation?

- In your experience, what barriers were there to your
readiness for your child's resuscitation?

- What factors do you think would have improved your
readiness for your child's resuscitation?

- Which health professionals could better help you to become
ready for this critical situation? And how could they help?

- In your experience, how can the health professionals ready,
or prepare, other parents for resuscitation?

- What suggestions do you have to improve parents’

readiness for their child's resuscitation?

- In your experience, what preparation do pa¥ents need before their
<

child's resuscitation? 2
o
- How do you treat parents to help promote eir readiness before
v
their child's resuscitation? g
>
=)

- What actions do you take to help parents pgepare for and endure
the resuscitation of their child? %

- In your experience, what barriers there arego readying parents for
their child's resuscitation? %

- What do you think are the factors that heléd improve parents'
readiness for their child's resuscitation? %

- In your experience, how can parental readéiess for their child's
resuscitation lead to better parenting experiéwces?

- Which health professionals could better h%p parents to ready for

this critical situation? And how could they h;élp?

1ybuAdoo Aq pajoalold 1sanb|Aq g
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Title and abstract

Page/line no(s).

Title - Concise description of the nature and topic of the study Identifying the
study as qualitative or indicating the approach (e.g., ethnography, grounded
theory) or data collection methods (e.g., interview, focus group) is recommended

1/1-2

Abstract - Summary of key elements of the study using the abstract format of the
intended publication; typically includes background, purpose, methods, results,
and conclusions

2/1-21,3/1-6

Introduction

Problem formulation - Description and significance of the problem/phenomenon
studied; review of relevant theory and empirical work; problem statement

4/1-23,5/1-5

Purpose or research question - Purpose of the study and specific objectives or
questions

5/6-8

Methods

Qualitative approach and research paradigm - Qualitative approach (e.g.,
ethnography, grounded theory, case study, phenomenology, narrative research)
and guiding theory if appropriate; identifying the research paradigm (e.g.,
postpositivist, constructivist/ interpretivist) is also recommended; rationale**

5/11-12

Researcher characteristics and reflexivity - Researchers’ characteristics that may
influence the research, including personal attributes, qualifications/experience,
relationship with participants, assumptions, and/or presuppositions; potential or
actual interaction between researchers’ characteristics and the research
questions, approach, methods, results, and/or transferability

6/4-5, 7/4-6

Context - Setting/site and salient contextual factors; rationale**

5/14

Sampling strategy - How and why research participants, documents, or events
were selected; criteria for deciding when no further sampling was necessary (e.g.,
sampling saturation); rationale**

5/15-20

Ethical issues pertaining to human subjects - Documentation of approval by an
appropriate ethics review board and participant consent, or explanation for lack
thereof; other confidentiality and data security issues

7/20-23, 8/1-2

Data collection methods - Types of data collected; details of data collection
procedures including (as appropriate) start and stop dates of data collection and
analysis, iterative process, triangulation of sources/methods, and modification of
procedures in response to evolving study findings; rationale**

6/1-21
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Data collection instruments and technologies - Description of instruments (e.g.,
interview guides, questionnaires) and devices (e.g., audio recorders) used for data
collection; if/how the instrument(s) changed over the course of the study

6/9-13,
supplemental
Appendix 1
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Units of study - Number and relevant characteristics of participants, documents,
or events included in the study; level of participation (could be reported in results)

8/13-22, 9/Table 1

Data processing - Methods for processing data prior to and during analysis,
including transcription, data entry, data management and security, verification of
data integrity, data coding, and anonymization/de-identification of excerpts

6/22-23,7/1-19

Data analysis - Process by which inferences, themes, etc., were identified and
developed, including the researchers involved in data analysis; usually references a
specific paradigm or approach; rationale**

6/22-23,7/1-19

Techniques to enhance trustworthiness - Techniques to enhance trustworthiness
and credibility of data analysis (e.g., member checking, audit trail, triangulation);
rationale**

7/6-19

Results/findings

Synthesis and interpretation - Main findings (e.g., interpretations, inferences, and
themes); might include development of a theory or model, or integration with
prior research or theory

9/1-16, 10/1-22,
11/1-17, 12/3-9,

13/1-22, 14/1-15,
15/1-21, 16/1-22,
17/1-22, 18/1-6,

19/3-13, 20/1-23,
21/1-6

Links to empirical data - Evidence (e.g., quotes, field notes, text excerpts,
photographs) to substantiate analytic findings

11,12/table2,
14/tabele3,
18,19/tabele4,
21/tabele5

Discussion

Integration with prior work, implications, transferability, and contribution(s) to
the field - Short summary of main findings; explanation of how findings and
conclusions connect to, support, elaborate on, or challenge conclusions of earlier
scholarship; discussion of scope of application/generalizability; identification of
unique contribution(s) to scholarship in a discipline or field

22/1-23, 23/1-23,
24/1-23,25/1-23,
26/1-3

Limitations - Trustworthiness and limitations of findings

26/11-23,27/1-4

Other

Conflicts of interest - Potential sources of influence or perceived influence on

study conduct and conclusions; how these were managed 28/15
Funding - Sources of funding and other support; role of funders in data collection,
interpretation, and reporting 28/12-13
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*The authors created the SRQR by searching the literature to identify guidelines, reporting
standards, and critical appraisal criteria for qualitative research; reviewing the reference
lists of retrieved sources; and contacting experts to gain feedback. The SRQR aims to
improve the transparency of all aspects of qualitative research by providing clear standards
for reporting qualitative research.

**The rationale should briefly discuss the justification for choosing that theory, approach,
method, or technique rather than other options available, the assumptions and limitations
implicit in those choices, and how those choices influence study conclusions and
transferability. As appropriate, the rationale for several items might be discussed together.

Reference:

O'Brien BC, Harris IB, Beckman TJ, Reed DA, Cook DA. Standards for reporting qualitative
research: a synthesis of recommendations. Academic Medicine, Vol. 89, No. 9 / Sept 2014
DOI: 10.1097/ACM.0000000000000388
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