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Introduction
Medical and technological advances in pediatric inten-
sive care have increased the survival rate of seriously ill 
children [1]. A child is critically ill when life is threatened 
through the dysfunction of one or more organs, such 
as the heart, lungs, or brain, due to disease or accident, 
and treatment in a pediatric intensive care unit (PICU) 
is necessary [2]. In the USA, approximately 230,000 
critically ill children are treated in a PICU annually [3]. 
According to the minimum data set of the Swiss Society 
of Intensive Care Medicine (MDSi), 5034 children aged 
0 (37 completed weeks of pregnancy) to 16 years were 
admitted to a PICU in Switzerland in 2020. For parents, 
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Abstract
Introduction  The stay of a critically ill child in a pediatric intensive care unit (PICU) is a significant experience for the 
family. Thus far, little is known regarding the impact of this stay on parents and their healthy children for whom no 
continuous aftercare services are offered. This study aimed to capture the post-stay experience and needs of parents 
after this traumatic event so that they could return to family and everyday life.

Methods  This qualitative descriptive study was conducted in collaboration with four pediatric intensive care units in 
Switzerland. It included parents whose children had fully recovered after a stay and who did not require continuous 
medical follow-up. All children were hospitalized in the PICU for at least 48 h. Data were collected through narrative 
pairs (n = 6) and individual interviews (n = 8). Interviews were audio recorded, transcribed, coded inductively according 
to Saldaña, and analyzed.

Results  The results showed three related phases that influence each other to restore normality in daily life: Trust and 
inclusion in the treatment process during the stay (1), processing after the stay (2), and returning to everyday life (3).

Conclusion  Follow-up meetings should be available to all parents whose children have been hospitalized in the 
PICU. In particular, it should also be available to parents whose children have fully recovered and no longer have any 
medical disabilities.

Keywords  Experience, Pediatric intensive care unit, Critically ill child, Follow-up, Parents, Family and daily life
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their critically ill child staying in a PICU can be a signifi-
cant and traumatic experience [4]. Often, upon admis-
sion to the PICU without any preparation, the rapid 
change in the family situation must be accepted, and 
everyday family life must be reorganized [5]. Fear, inse-
curity, worry, uncertainty, sadness, helplessness, anger, 
powerlessness, and feelings of guilt are challenging for 
parents of critically ill children [6]. Parents are suddenly 
confronted with a loss of control over their parental role 
[7]. Of parents, 84% exhibit symptoms of acute stress 
disorder (ASD) after their child is admitted to a PICU 
[3]. From this, according to Nelson et al. [3], 10–21% of 
parents develop post-traumatic stress disorder (PTSD). 
These symptoms are triggered by increased psychologi-
cal, physical, and emotional stress levels [8]. The mea-
sured stress level of parents [9] at admission and during 
their child’s PICU stay is high, and parental stress is even 
higher after the PICU stay [10]. Furthermore, critically 
ill children may develop post-intensive care syndrome 
(PICS-P) after a long intensive care stay [1]. According to 
Ekim [1] and Essens et al. [11], critical illness can result 
in cognitive, psychological, and physical deterioration in 
children. These symptoms often manifest long after hos-
pital discharge. Both these factors have long-term conse-
quences for the family and represent an increased burden 
on daily and family life. Currently, international focus on 
the long-term consequences of PICU stay for children 
and parents is minimal [5]. However, when children die 
in a PICU in Switzerland, parents receive an invitation 
from their respective institution for a follow-up discus-
sion. Such discussions provided them with lasting sup-
port during the process of coping and grieving [12, 13]. 
For parents of children who have been cured or are on 
the road to recovery, no offer is provided in the form of 
a follow-up meeting in Switzerland. In particular, par-
ents with children who cannot automatically be assigned 
to a follow-up care service owing to their illness fall into 
the care gap. After discharge from the PICU, the parents 
were positive regarding the possibility of being invited for 
a follow-up appointment. However, some parents did not 
want to take advantage of this offer [14]. Among the most 
traumatized parents, such interventions have been shown 
to reduce long-term distress [15]. In an adult intensive 
care setting, a follow-up meeting showed significant ben-
efits for patients and their families in terms of reducing 
PTSD and ASD [16]. It helps patients and their families 
to better understand and process the time spent in the 
new PICUs. Aftercare services also have the potential for 
further development in other countries in Europe and 
worldwide. Little emphasis has been placed on debriefing 
in aftercare settings [17], although debriefing for parents 
and children is necessary [18]. Memory and long-term 
consequences manifest themselves in parents even 2 
years after such a critical event [19]. In this process, the 

increased experience of stress affects daily and family 
life through powerlessness, fear of loss, and coping with 
lingering trauma [18]. Therefore, offering targeted inter-
ventions to families with children who do not receive 
aftercare services is necessary [20]. Research conducted 
to date has focused on parents and children participating 
in ongoing aftercare services following a stay in the PICU 
for acquired or chronic conditions [18]. Little is known 
about the traumatic experiences of those parents whose 
child has been treated in a PICU for a health-related life-
threatening illness and has made a full and permanent 
recovery. This study aimed to investigate how parents 
experienced the period following their critically ill child’s 
stay in an intensive care unit and the impact of traumatic 
events on the family and daily lives of children who have 
fully recovered and no longer have any disabilities.

Method
Design
The experiences of parents after their child’s stay in a 
PICU who did not participate in any care program are 
examined using the qualitative, descriptive method [21, 
22]. This qualitative descriptive study exploratively ori-
ented to generate data that describe the effects of trau-
matic experiences from affected parents’ subjective 
perspective on family and everyday life [23]. This study 
design is particularly suitable for answering the research 
question, to stay close to and describe participants’ expe-
riences, so that certain patterns and characteristics of 
parents’ individual lifeworld can be collected, described, 
and interpreted.

Setting/population
Parents whose children were critically ill and hospital-
ized in one of four out of eight PICUs in Switzerland 
were recruited for the study. Parents whose child ther-
apy in the PICU was unavoidable due to the illness were 
included. Children had to be fully recovered, not embed-
ded in continuous follow-up care after their stay and 
showed no further chronic disease progression. Owing 
to the emotional impact on the parents and considering 
the arrival in the family routine, the time since discharge 
should be at least 2 months. Parents whose children died 
during their stay were not included in the study. Simi-
larly, the parents must speak and understand German.

The study excluded parents whose children were 
younger than 37 weeks of gestation and older than 16 
years old at the time of their stay. Especially children 
younger than 37 weeks of gestation and their parents 
have different needs in a postnatal follow-up [24]. The 
length of stay in the PICU was at least 2 days for all 
children.
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Recruitment and sampling
Eligible parents were recruited in collaboration with 
four PICUs in Switzerland. After the PICUs agreed to 
help recruit participants, a contact person at the respec-
tive institution wrote to potential parents who could be 
considered for the research project. The parents were 
contacted through mail with relevant study information 
and the contact details of the first author. Subsequently, 
parents had the opportunity to contact the first author 
directly to register for participation. Due to a lack of 
feedback, the study information was disseminated via 
LinkedIn and a snowball system. This enabled further 
parents to be recruited. During the first contact, the 
first author provided detailed information regarding the 
study project. This was done via mail or telephone. After 
obtaining verbal consent from the parents, interviews 
were conducted. To achieve heterogeneity and maximize 
variation in parents’ lifeworld experiences and descrip-
tions, parents with experience in another country should 
be included [25].

Data collection
Interviews were conducted between November 2021 and 
February 2022 using the narrative method. The interview 
method is particularly well-suited for qualitative health 
and social research. It focuses on the narratives of the 
interviews. Thus, the lifeworld, associated experiences, 
and events can be explored [26]. Interviews were con-
ducted using a narrative approach [24–26]. Prior to the 
start of the interview, the interviewees signed a consent 
form stating that they had received the study information 
and agreed to be interviewed. As a supplement, sociode-
mographic data, such as the age of parents, family mem-
bers, length of stay of the child in the PICU, and age of 
the child, were collected. The interviews were conducted 
in three phases [26]. In the introductory phase, open-
ended questions are asked to determine the direction of 
the topic. “When they think of being in the PICU, what is 
the first thing that comes to mind?” The main and narra-
tive phases opened up the opportunity for parents to tell 
their own stories regarding critical events and related 
experiences after their critically ill child’s stay in a PICU. 
In doing so, the interviewer noted possible questions dur-
ing the inquiry phase. The closing phase provided inter-
viewees with the opportunity to explain their concerns, 
questions, or requests [27, 28]. During the interviews, 
additional field notes, observations, nonverbal commu-
nication, and home environments were documented and 
included in data collection. The interviewees determined 
the interview location for each case. Paired or individual 
interviews were conducted based on the parents’ choices. 
The interviews were digitally recorded, transcribed ver-
batim into standard language using MAXQDA (2020), 
and edited. The interview guide was tested during the 

first interview. Data saturation was evident from the 
point at which the previous interview provided the same 
data. The more interviews, the lower the contribution 
of the subsequent interview [29]. Personal and health-
related data were anonymized so that no inferences could 
be made regarding the study participants, locations, or 
events. These data served as background information and 
supplement for data analysis. Sociodemographic charac-
teristics are presented as totals and means in the results. 
Data were stored in a secure folder in the Zurich Univer-
sity of Applied Sciences (ZHAW) database.

This study doesn’t fall within the scope of Swiss Human 
Research Act. A declaration of non-responsibility has 
been made available (BASEC No. Req-2021-009959). The 
study participants have signed an informed consent. The 
research process was based on the Swiss guideline on 
research involving humans published by Swiss Academy 
of Medical Sciences (SAMW).

Data analysis
The transcribed interviews were processed and analyzed 
using the coding method described by Saldaña [30] based 
on an exploratory approach using qualitative analysis 
software (MAXQDA Analytics Pro 2020). For the pro-
cessing of the data, the researcher applied in vivo [31, 32] 
and initial coding (open code) [32]. This step included 
the first cyclic coding [30]. Subsequently, second cyclic 
coding was applied. The identified codes (words and sen-
tences) were summarized, compared across cases, and 
classified into patterns and subcategories. Certain cat-
egories are formed from these subcategories [23].

The study complied with the quality criteria [33]. The 
obtained and processed interview data were archived 
for credibility. The transferability was based on the 
detailed results. Traceability can be guaranteed at any 
time because the research process has been continu-
ously documented. The last author constantly reviewed 
the research process, and individual steps were critically 
observed and discussed.

Results
A total of 14 interviews were conducted with parents, 14 
mothers and six fathers, six of which were couple inter-
views. In eight interviews, only the mothers participated 
in each case. Nine interviews occurred in the home envi-
ronment, three online, and two at the place of work. The 
interviews lasted between 46 and 97 min. Further infor-
mation on the sociodemographic data of the study par-
ticipants is shown in Table 1. One interview was included 
as a comparison in the data analysis, although the child 
was not hospitalized in a PICU in Switzerland (Table 1). 
The experience of having a child with a life-threatening 
illness was the focus, not the location of the PICU.
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The analysis revealed three phases that the parents 
went through during and in returning to everyday life. 
Patients experience this process differently depending 
on the disease occurrence. Each phase contained its own 
phenomena, was connected to the previous phase, and 
influenced their returning to everyday life. A certain level 
of normality is required so that everyday life can be lived 
as usual. In the first phase of their stay, parents required 
trust and inclusion in the treatment process. Thus, they 
can find a way to process in the second phase, as they 
find in the third phase, and return to familiar everyday 
life. Familiar procedures and rituals that were in place 
before their stay in the PICU supported the family back 
into a new normality of everyday family life.

(Fig. 1)

In the treatment process: trust and inclusion during the 
PICU stay
The shock experience of their child’s admission to the 
intensive care unit leaves parents in an emotional chaos 
of fear, helplessness, and uncertainty. The information 
and communication behavior of the treatment team 

influenced the parents’ trust as well as their involvement 
in the treatment process, thus shaping their memories of 
the stay.

Emotional chaos
Memories of the stay were present in many of the par-
ents. The combination of positive and negative feelings 
between hope and fear is emotional. Parents felt alone 
from time to time and liked a person to support them. 
Most were well cared for in the intensive care unit, while 
some were over-cared for. They described the treat-
ment team as saviors for their children. Often, parents 
had no choice but to wait until their child was well. They 
described their stay as the worst they had experienced. 
Unpreparedness triggers stress, fear, and uncertainty.

“[…]In principle, if there are different degrees 
of hardness, for those affected that is irrelevant 
whether there is even worse! And only because one 
classifies that medically as harmless, or has a good 
prognosis, that does not mean automatically for the 
concerning that they can classify that also exactly 
the same! " (Father_Interview_11, pos. 123).

The parents reported that they felt the ICU was like an 
island. During their stay, they felt massively at the mercy 
of the situation, were unable to categorize it, and needed 
the trust and empathy of the treatment team.

“ […] therefore, somehow the first moment when I 
have been in the intensive care unit or also, when 
I heard, was for me rather a relief.” (Father_inter-
view_1, pos. 5).

The fear for their own child was great, and the parents 
could hardly understand what was happening. Parents of 
newborn children could not get involved in a big emo-
tional relationship from the beginning because of the fear 
of losing the child.

Trust
The dependence on parents to leave their child in the 
hands of strangers has led to a loss of control and changed 
the parental role. Through the involvement of the treat-
ment team, parents were able to better understand and 
accept the situation. This gave them a positive feeling, 
and more recovery phases existed. Thinking rationally 
was often very difficult and parents felt stressed. They 
were overwhelmed when they had to make decisions 
regarding their critically ill children. For many parents, 
everything was very surreal, and the parents were in an 
emotional state.

Table 1  Residence information and sociodemographics of study 
participants

n (%) Md
Number of interviews 14
Participant interview
Mothers
Fathers
Parent pairs

20
14 (70)
6 (30)
6 (30)

Age of parents (years)
Min
Max

28
49

43

Parents’ highest education
Basic vocational training
Higher vocational education
University degree
University degree

4 (20)
6 (30)
7 (35)
3 (15)

Length of stay (days)
Min.
Max.

2
42

7

Age of the child during PICU stay
1–7 days (from 37 completed weeks of pregnancy)
8 days – 1 month
1 month – 3 years
3–16 years
Min (days)
Max (years)

5
3
0
6
1
13

Diagnosis
Birth defect
Trauma
Neurosurgical
Infections/sepsis

7
2
1
4

Exit PICU since (months)
Min.
Max.

7.5
120

18
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“But I also don’t know, it didn’t exactly repel me, 
but I realized so I’m……. it had been a bit of the 
overload. I just let it wash over me and thought, I’ll 
adjust to it. Emotionally neutral, but so in a weird 
state of limbo.” (Father_Interview_2, pos. 3).

Moving from the PICU to another unit often created a 
new situation that made parents more anxious and per-
ceived it as a stress factor. The flow of information took 
longer, and childcare was no longer continuous. Conse-
quently, parents rarely allowed short breaks. They often 
did not take time off because they were plagued by guilt 
regarding leaving their children alone.

“That’s the absolute horror, when you have to leave 
the little one behind and you can’t even be near 
quasi.” (Mother_ Interview_7, pos. 6.

Information and communication
Adequate and continuous information was helpful in 
facilitating a patient’s stay. Unresolved concerns regard-
ing the course of the disease were burdensome, making 
it difficult to return home afterward. Parents required 
the same level of information regarding their child’s dis-
ease processes, which did not mean that everything was 
always understood immediately. The timing of the infor-
mation delivery is crucial. Parents in the ICU usually feel 

better informed. Being in the middle of an action than 
waiting at home is easier.

“For me it was perhaps easier… yes… I sat there, I 
saw it, it is looked at, although there has been no 
improvement for a long time, relatively long, because 
then the doctors have already discussed if it does not 
really get better, we have to look. I could be there[…]”. 
(Mother_interview_12, pos. 90)

Parents need a consistent treatment team. With the 
change in staff, uncertainty increased. Good conver-
sations and small talk were not to be missed. Parents 
described the nurses as providing important emotional 
support. Thus, the parents felt that they were part of the 
entire process. Their opinions were listened to, and some 
were perceived as a whole-family system. Most parents 
receive psychological support from their institutions. 
This offer often came at the wrong time, or they did not 
feel the offer was necessary. The assignment of guilt by 
the treatment team burdened parents. Support from fam-
ily and friends was very helpful to the parents. However, 
the continuous need for information from family mem-
bers and friends who described the situation as stressful 
was burdensome.

Fig. 1  Process of integration into family and everyday life after a stay in the pediatric intensive care unit
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In the process of adaption: parents’ experience after the 
PICU stay
In this phase, processing has to occur and simultaneously 
accept that everyday life had changed from one moment 
to the next. It should also be perceived that the child has 
changed. Simultaneously, the parents experience a famil-
iar environment and should thus regain normality in the 
familiar everyday life or become used to the new every-
day life.

Everyday life
Some parents struggled because everyday life was no 
longer the same as it used to be. Physical and emotional 
exhaustion was initially part of everyday life. A period 
of a state of emergency that resolved at different speeds 
existed. One mother provided an impressive account:

“Yes, yes we were really pulled out and put back in.” 
(Mother_interview_8, pos. 111).

One mother wanted to be at home and do things around 
the house. This type of stress affects the entire family. 
Support from the environment helped her considerably. 
Others enjoyed having no obligations associated with the 
disease and appreciated being a parent. Involving siblings 
and allowing them to participate is challenging for some 
parents. They wanted to do justice for all children and 
not give preference to those who are sick.

Processing
The time after the intensive care admission triggered dif-
ferent emotions in the parents. The difficulty in starting 
life and being able to take a healthy child home triggered 
feelings of happiness and gratitude, but also made them 
reflective and sad.

“[…] my husband had taken the whole thing differ-
ently. He found hey so, what have you, she is now 
there, and she is now healthy and found I . yes…. 
And at some point I thought, come on, I think I’d 
rather stay alone with this feeling and say nothing 
more, because what’s the point?” (Mother_Inter-
view_3, pos. 8).

Parents then often sought support in the form of alter-
native healing methods, psychological support, or under-
went trauma therapy. Others did not seek help because 
they did not want or need it. Coping strategies were dif-
ferentiated based on experience. Photo books were cre-
ated: one with hospital photos and the other without. 
Diaries were written to support this coping process.

“ Processing may happen even if it is still current.” 
(Mother_interview_8, pos. 108).

After their stay, the parents needed someone to confirm 
that everything was fine. They had to take action on their 
own because it was only afterward that many questions 
arose that could no longer be answered.

“When I then began to realize what had happened, 
I suddenly had uh many questions. And then it is a 
bit difficult to ask them. “(Mother_interview_5, pos. 
6).

Moving from the PICU to another unit often created a 
new situation that made parents more anxious and per-
ceived it as a stress factor. The flow of information took 
longer, and childcare was no longer continuous. Triggers, 
such as pictures or music, often cause strong emotions, 
such as sadness and listlessness, without warning. Par-
ents who had experienced a life crisis were able to apply 
the coping strategies that they had learned. They experi-
enced the coping process more consciously and sought 
support. Parents exhibited increased anxiety after the 
residence, suggesting that something bad might happen 
to the child again. They worried regarding the effects 
of medications received in the PICU on the child. They 
made doctor appointments more quickly when the child 
had headaches, knee pain, or colds, fearing that it could 
be something serious again. This also caused emotional 
stress. Some parents were aware of this; however, they 
still made appointments for reassurance because they 
did not want to miss anything. When a phone range or 
an ambulance drove, uncomfortable feelings arose again. 
Even a year later, some parents experienced physical 
symptoms, such as headaches, dizziness, or body trem-
ors. These could not be suppressed. Mothers and fathers 
often describe a state of exhaustion after their stay 
when the child was well again. Some parents talked a lot 
regarding the subject because it helped them in process-
ing, while others simply wanted to stop discussing the 
subject. Still, others did not have the courage to seek help 
because they did not have the strength. Taking time off 
for a vacation was seen as positive by some who consid-
ered it a step into a new daily routine. Offers of self-help 
groups were accepted by some parents for support.

Change in the child
Children reacted differently depending on their age. 
Newborns were alert and awake and required physical 
proximity. At this age, the parents experienced their chil-
dren as being strong willed. Infants who had sleep prob-
lems or were afraid of darkness were quick tempered or 
initially quiet. The children wanted to return to their rou-
tines quickly. Adolescents did not want a special status at 
school. The children coped well with the physical restric-
tions at the beginning and accepted them, although it 
often annoyed them to be not allowed to do everything. 
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Panic attacks or headaches were also signs that parents 
were not previously aware of in their children. Likewise, 
the question was often whether it was normal for the 
child to react this way during puberty or it had some-
thing to do with the disease.

Back in everyday and family life: the experience of parents
Parents wanted to return to their usual daily and family 
lives. In the process, it became apparent that they were 
questioning the meaning of life and the changed par-
ent–child relationship. To find their way back to the new 
normality, parents could have benefited from an aftercare 
program at this point.

Meaning in life
The parents described how other values became impor-
tant in their lives. They spend more time with their fami-
lies and are more active during their free time. They also 
had a different view of the world and did not understand 
people’s discussions regarding trivialities or their empha-
sis on them. The new PICU stay also revealed new per-
spectives that would not have had the child undergo this 
course of illness. Fathers reported that they had become 
more emotional since their stay, viewed the experience as 
an opportunity, and embarked on new projects. Parents 
learned from what they had experienced but at different 
rates. The event strengthened them as families, brought 
them closer together, and normalized their lives.

“Yes maybe, it had been the normality too, the nor-
mal routines, maybe the school and everything. The 
normal.“(Mother_Interview_8, pos. 118).

These relationships have been tested extensively. Many 
parents reported that they managed their time together 
well. The major challenge was that everyone felt the crisis 
was different.

“If someone tells you that the accident has already 
welded you together- you can’t say that- we have 
borne this together yes, but it is sometimes not so 
easy” (Father_Interview_14, pos. 115).

Parent–child relationship
Parents have since developed closer relationships with 
their children. The relationship between fathers and sons 
developed positively. The newborn parents reported spe-
cial relationships in the form of physical and emotional 
closeness. Parents play an important role because they 
can influence their children positively or negatively.

Aftercare
Although the children were doing well again today, many 
questions did not arise until weeks or months after their 
stay. Parents reported that they usually did not know 
where to voice their concerns or ask questions that 
were often bothersome. They felt the need to discuss 
their experiences again with the specialists. Particularly 
regarding the child’s behavior, many questions arose that 
unsettled them. Clarifying the discussions with experts 
would have been helpful. Furthermore, family planning 
was an issue for some parents. As certain issues are not 
clarified after birth, this decision is not always easy. One 
pair of parents did not want any more children after birth 
even though they had not yet completed their family 
planning.

Discussion
This study focuses on parents’ experiences after their 
child has been hospitalized as critically ill in the PICU 
and may subsequently return to being without continu-
ous medical care. This novel study demonstrated that 
regardless of the child’s admission diagnosis, severity of 
the disease and subsequent course of health and illness, 
comparable phenomena occur in everyday and family life 
[18].

The phases that parents underwent differently during 
and back into family and daily life were interrelated and 
influenced the physical and emotional well-being of the 
entire family.

During their stay, building trust and being involved in 
the treatment process through specific information and 
adapted communication were important for the parents 
[34]. Fear of loss, worry, uncertainty, and helplessness 
were also prominent among parents whose children were 
hospitalized in the new PICU for only 2 days [17, 19, 20]. 
Thus, a diagnosis cannot predict how parents cope with 
traumatic experiences. Individual needs and experiences 
of this event shaped parents differently. The treatment 
team, particularly the nurses, played an important role 
in accompanying critically ill children and their families 
regardless of the diagnosis or course of the disease. Most 
parents had to build up trust and a relationship anew 
when changing departments and, in doing so, had diffi-
culty adjusting to the changed situation.

Processing after the stay was also experienced differ-
ently and characterized by fear, uncertainty, sadness, 
and physical weakness. Life in the social environment 
became more difficult when it was not understood why 
parents felt the way they did. The environment expected 
carefree and happy parents when their children had 
fully recovered and had no consequential damage. As a 
result, parents no longer dared to speak regarding this 
traumatic event and were thus emotionally weakened. 
Many parents realized this and when they required help. 
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They sought psychological support or helped themselves 
with other healing methods such as trauma therapy or 
homeopathy.

In everyday life, often weeks or months later, parents 
begin to realize what has happened. At that time, par-
ents ask many questions that they could not answer. At 
that time, they lack the contact they could have turned 
to because they were not involved in the aftercare pro-
gram. An offer of care is warranted for these parents and 
children, just as it is for children with chronic courses 
and long stays [18]. This intensity depends on the needs 
of the parents. A follow-up can clarify many unanswered 
questions and uncertainties [35] and prevent additional 
doctor visits. The issue of PICS-P is also evident in recov-
ered children. These children also show short- or long-
term changes in behavior or are accompanied by physical 
symptoms such as fatigue, headaches, and insomnia [18]. 
Parents usually accept invitations for a debriefing. Hav-
ing a competent contact person to whom they can turn 
with questions in a low-threshold manner is important. 
A short phone call often answers many questions.

Strength and limitations of the study
The strength of this study lies in the recruitment of dif-
ferent PICUs in Switzerland. Comparable and meaning-
ful results have shown that not only the institution but 
also the experience plays a central role. A limitation of 
the present study is the difficulty in recruiting the study 
participants. The reasons for this were the limited pos-
sibilities of the first author to make parents aware of this 
research project during their stay. Parents probably felt 
the need to not have this experience replayed assuming 
that the child would accept it. Also, only parents who 
lived in the German-speaking part of Switzerland were 
surveyed. Culture could also play a role in a further study, 
as every culture deals with such emotional stress dif-
ferently. However, this was not the aim of the research 
question, but would be an important aspect to take into 
account for further research. The timing of the interviews 
after the stay was very different but did not affect the 
quality of the results. Likewise, no explicit data was col-
lected in the form of the severity of the disease during the 
stay in the PICU, as the parents were recruited after the 
stay.

Recommendation for practice and research
This study clearly demonstrated the need for a low-
threshold aftercare service following a stay in the inten-
sive care unit. None of the study participants were 
involved in continuous medical aftercare. The severity 
of the illness at the time of hospitalization was not deci-
sive, but what a PICU stay triggered in the parents with 
a healthy child. This shows that a gap exists in care and 
that aftercare services could contribute to increasing the 

psychological and physical well-being of parents. In this 
context, measuring the stress levels of parents and their 
children is an important factor in offering suitable after-
care services. Furthermore, institutions and healthcare 
personnel should be made more aware of parents’ needs 
after their stay in PICUs. The recommendation here is to 
offer a follow-up meeting for parents as well, where they 
can decide individually whether they would like to accept 
an invitation or not, for example.

Conclusion
Parents underwent the same process regardless of their 
child’s diagnosis or length of stay in the new PICU. Par-
ents whose child was hospitalized in an intensive care 
unit in another country (South America) went through 
the same stages. The fear and uncertainty that their child 
might die was also at the forefront. Parents’ trust and 
involvement in the treatment process have an impact 
throughout processing and normal everyday life. The 
study clearly showed that even parents whose children 
were in the new PICU for only 2 days suffer equally from 
long-term psychological distress. Most of the parents and 
their families recovered well and returned to their nor-
mal daily lives. They found ways of processing this expe-
rience through self-efficacy. However, this experience will 
continue to accompany them as a family, each in their 
own individual way.

Acknowledgements
Special thanks go to all the parents who were willing to share their valuable 
stories. We would also like to thank all the people who supported us in 
recruiting my parents.

Author contributions
S.S. and F.DB. had active contributions to the conception of the study and 
the design of the paper. S.S. is mainly responsible for development of the 
interview guide, data collection and analysis. S.S. has drafted the paper, which 
was critically evaluated by F.DB. and D.HS. All authors approved the final 
version of the manuscript.

Funding
Not applicable.
Open access funding provided by ZHAW Zurich University of Applied Sciences

Data availability
The datasets generated and analyzed during the current study are not publicly 
available due to data protection in accordance with Swiss standards. Although 
participants have consented to the data being processed, the consent does 
not cover the further use of the data. Moreover, our raw data are in the form of 
transcribed and anonymized interviews and only available in German.

Declarations

Ethics approval and consent to participate
This study was approved by the Cantonal Ethics Committee Zurich, 
Switzerland. A declaration of non-responsibility has been made available 
(BASEC No. Req-2021-009959) and does not fall within the scope of the 
Human Research Act. Informed consent is obtained from all participants in 
the study.

Consent for publication
Not applicable.



Page 9 of 9Stalder et al. BMC Pediatrics          (2024) 24:421 

Competing interests
The authors declare no competing interests.

Received: 24 October 2023 / Accepted: 12 June 2024

References
1.	 Ekim A. The Post-intensive Care Syndrome in Children. Compr Child Adolesc 

Nurs. 2020;43(1):15–21. https://doi.org/10.1080/24694193.2018.1520323.
2.	 Schiffmann JH. Pädiatrische Intensiv- Und Notfallmedizin. Pädiatrie. 

2019;135–55. https://doi.org/10.1007/978-3-662-57295-5_5.
3.	 Nelson LP, Lachman SE, Li SW, Gold JI. The effects of Family Functioning 

on the development of posttraumatic stress in children and their parents 
following admission to the PICU*. Pediatr Crit Care Med. 2019;20(4):e208–15. 
https://doi.org/10.1097/PCC.0000000000001894.

4.	 Abela KM, Wardell D, Rozmus C, LoBiondo-Wood G. Impact of Pediatric criti-
cal illness and Injury on families: an updated systematic review. J Pediatr Nurs. 
2020;51:21–31. https://doi.org/10.1016/j.pedn.2019.10.013.

5.	 Fayed N, Cameron S, Fraser D, Cameron JI, Al-Harbi S, Simpson R, et al. Priority 
outcomes in critically Ill children: a patient and parent perspective. Am J Crit 
Care. 2020;29(5):e94–103. https://doi.org/10.4037/ajcc2020188.

6.	 Foster M, Whitehead L, Maybee P, The Parents’. Hospitalized child’s, and Health 
Care Providers’ perceptions and experiences of family-centered care within a 
Pediatric critical care setting: a synthesis of quantitative research. J Fam Nurs. 
2016;22(1):6–73. https://doi.org/10.1177/1074840715618193.

7.	 Ames KE, Rennick JE, Baillargeon S. A qualitative interpretive study explor-
ing parents’ perception of the parental role in the paediatric intensive care 
unit. Intensive Crit Care Nurs. 2011;27(3):143–50. https://doi.org/10.1016/j.
iccn.2011.03.004.

8.	 Dahav P, Sjöström-Strand A. Parents’ experiences of their child being 
admitted to a paediatric intensive care unit: a qualitative study-like being 
in another world. Scand J Caring Sci. 2018;32(1):363–70. https://doi.
org/10.1111/scs.12470.

9.	 Rodríguez-Rey R, Alonso-Tapia J. Development of a screening measure 
of stress for parents of children hospitalised in a paediatric intensive care 
unit. Australian Crit Care. 2016;29(3):151–7. https://doi.org/10.1016/j.
aucc.2015.11.002.

10.	 Rodríguez-Rey R, Alonso-Tapia J, Colville G. Prediction of parental posttrau-
matic stress, anxiety and depression after a child’s critical hospitalization. J 
Crit Care. 2018;45:149–55. https://doi.org/10.1016/j.jcrc.2018.02.006.

11.	 Esses SA, Small S, Rodemann A, Hartman ME. Post–Intensive Care Syndrome: 
Educational interventions for parents of hospitalized children. Am J Crit Care. 
2019;28(1):19–27. https://doi.org/10.4037/ajcc2019151.

12.	 Brink HL, Thomsen AK, Laerkner E. Parents’ experience of a follow-up meeting 
after a child’s death in the paediatric intensive care unit. Intensive Crit Care 
Nurs. 2017;38:31–9. https://doi.org/10.1016/j.iccn.2016.06.006.

13.	 October T, Dryden-Palmer K, Copnell B, Meert KL. Caring for parents after 
the death of a child. Pediatr Crit Care Med. 2018;19:S61–8. https://doi.
org/10.1097/PCC.0000000000001466.

14.	 Colville GA, Cream PR, Kerry SM. Do parents benefit from the offer of a follow-
up appointment after their child’s admission to intensive care? An explor-
atory randomised controlled trial. Intensive Crit Care Nurs. 2010;26(3):146–53. 
https://doi.org/10.1016/j.iccn.2010.02.005.

15.	 Colville GA. Narrative exposure therapy with parents who have been 
traumatized in pediatric settings: a case series. Clin Pract Pediatr Psychol. 
2017;5(2):161–9. https://doi.org/10.1037/cpp0000187.

16.	 Rosa RG, Ferreira GE, Viola TW, Robinson CC, Kochhann R, Berto PP, et al. 
Effects of post-ICU follow-up on subject outcomes: a systematic review 
and meta-analysis. J Crit Care. 2019;52:115–25. https://doi.org/10.1016/j.
jcrc.2019.04.014.

17.	 Manning JC, Scholefield BR, Popejoy E, Dodds E, Latour JM. Paediatric inten-
sive care follow-up provision in the United Kingdom and Republic of Ireland. 
Nurs Crit Care. 2021;26(2):128–34. https://doi.org/10.1111/nicc.12510.

18.	 Rennick JE, Knox AM, Treherne SC, Dryden-Palmer K, Stremler R, Chambers 
CT, et al. Family Members’ perceptions of their psychological responses one 
year following Pediatric Intensive Care Unit (PICU) hospitalization: qualitative 
findings from the Caring intensively study. Front Pead. 2021;9. https://doi.
org/10.3389/fped.2021.724155. https://www.frontiersin.org/article/.

19.	 Terp K, Sjöström-Strand A. Parents’ experiences and the effect on the 
family two years after their child was admitted to a PICU—An interview 
study. Intensive Crit Care Nurs. 2017;43:143–8. https://doi.org/10.1016/j.
iccn.2017.06.003.

20.	 Hagstrom S. Family stress in Pediatric critical care. J Pediatr Nurs. 2017;32:32–
40. https://doi.org/10.1016/j.pedn.2016.10.007.

21.	 Sandelowski M. Whatever happened to qualitative descrip-
tion? Res Nurs Health. 2000;23(4):334–40. https://doi.
org/10.1002/1098-240X(200008)23:4%3C334::AID-NUR9%3E3.0.CO;2-G.

22.	 Sandelowski M. What’s in a name? Qualitative description revisited: QUALITA-
TIVE DESCRIPTION REVISITED. Res Nurs Health. 2010;33(1):77–84. https://doi.
org/10.1002/nur.20362.

23.	 Miles MB, Huberman AM, Saldaña J. Qualitative data analysis: a methods 
sourcebook. Third edition. Thousand Oaks, Califorinia: SAGE Publications, Inc; 
2014.

24.	 Norton M, Hagstrom A. Finding a New Normal: maternal experiences 
transitioning to Home from the neonatal Intensive Care Unit Caring 
for Technology-Dependent infants. Adv Neonatal Care: Official J Natl 
Association Neonatal Nurses. 2022;22(1):E2–12. https://doi.org/10.1097/
ANC.0000000000000850.

25.	 Hallberg LRM. The ‘core category’ of grounded theory: making constant com-
parisons. Int J Qualitative Stud Health Well-being. 2006;1(3):141–8. https://doi.
org/10.1080/17482620600858399.

26.	 Rosenthal G, Loch U. Das narrative interview. In: Schaeffer D, Müller-Mundt G, 
editors. Qualitative gesundheits- und Pflegeforschung. Bern u.a.: Huber; 2002. 
pp. 221–32.

27.	 Flick U. Qualitative Sozialforschung: eine Einführung. Originalausgabe, 8. 
Auflage. Reinbek bei Hamburg: rowohlts enzyklopädie im Rowohlt Taschen-
buch Verlag; 2017.

28.	 Küsters I. Narrative Interviews: Grundlagen und Anwendungen. 2. Auflage. 
Wiesbaden: VS, Verlag für Sozialwissenschaften; 2009.

29.	 Guest G, Bunce A, Johnson L. How many interviews are Enough? An experi-
ment with data saturation and variability. Field Methods. 2006;18(1):59–82. 
https://doi.org/10.1177/1525822X05279903.

30.	 Saldaña J. The coding manual for qualitative researchers. 4th ed. Thousand 
Oaks: SAGE Publishing; 2021.

31.	 Charmaz K. Constructing grounded theory. 2nd edition. London; Thousand 
Oaks, Calif: Sage; 2014.

32.	 Corbin JM, Strauss AL. Basics of qualitative research: techniques and procedures 
for developing grounded theory. Fourth edition. Los Angeles: SAGE; 2015.

33.	 Lincoln YS, Guba EG. Naturalistic inquiry. Beverly Hills, Calif: Sage; 1985.
34.	 Kröger Y, Stoffel G, Jeitziner MM, Bischofberger I, van Holten K. Zwischen 

Himmel und Hölle: Erfahrungen Von Eltern Mit Einem Kritisch Kranken 
Kind Mit Extrakorporaler Membranoxygenierung (ECMO) - Eine qualitative-
explorative Studie Mit Paarinterviews. Pflege. 2020;33(6):375–83. https://doi.
org/10.1024/1012-5302/a000768.

35.	 Bedford ZC, Bench S. A review of interventions supporting parent’s psycho-
logical well-being after a child’s intensive care unit discharge. Nurs Crit Care. 
2019;24(3):153–61. https://doi.org/10.1111/nicc.12405.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in 
published maps and institutional affiliations. 

https://doi.org/10.1080/24694193.2018.1520323
https://doi.org/10.1007/978-3-662-57295-5_5
https://doi.org/10.1097/PCC.0000000000001894
https://doi.org/10.1016/j.pedn.2019.10.013
https://doi.org/10.4037/ajcc2020188
https://doi.org/10.1177/1074840715618193
https://doi.org/10.1016/j.iccn.2011.03.004
https://doi.org/10.1016/j.iccn.2011.03.004
https://doi.org/10.1111/scs.12470
https://doi.org/10.1111/scs.12470
https://doi.org/10.1016/j.aucc.2015.11.002
https://doi.org/10.1016/j.aucc.2015.11.002
https://doi.org/10.1016/j.jcrc.2018.02.006
https://doi.org/10.4037/ajcc2019151
https://doi.org/10.1016/j.iccn.2016.06.006
https://doi.org/10.1097/PCC.0000000000001466
https://doi.org/10.1097/PCC.0000000000001466
https://doi.org/10.1016/j.iccn.2010.02.005
https://doi.org/10.1037/cpp0000187
https://doi.org/10.1016/j.jcrc.2019.04.014
https://doi.org/10.1016/j.jcrc.2019.04.014
https://doi.org/10.1111/nicc.12510
https://doi.org/10.3389/fped.2021.724155
https://doi.org/10.3389/fped.2021.724155
https://www.frontiersin.org/article/
https://doi.org/10.1016/j.iccn.2017.06.003
https://doi.org/10.1016/j.iccn.2017.06.003
https://doi.org/10.1016/j.pedn.2016.10.007
https://doi.org/10.1002/1098-240X(200008)23:4%3C334::AID-NUR9%3E3.0.CO;2-G
https://doi.org/10.1002/1098-240X(200008)23:4%3C334::AID-NUR9%3E3.0.CO;2-G
https://doi.org/10.1002/nur.20362
https://doi.org/10.1002/nur.20362
https://doi.org/10.1097/ANC.0000000000000850
https://doi.org/10.1097/ANC.0000000000000850
https://doi.org/10.1080/17482620600858399
https://doi.org/10.1080/17482620600858399
https://doi.org/10.1177/1525822X05279903
https://doi.org/10.1024/1012-5302/a000768
https://doi.org/10.1024/1012-5302/a000768
https://doi.org/10.1111/nicc.12405

	﻿Parents’ experiences of family and daily life after their child’s stay in the pediatric intensive care unit: a qualitative descriptive study
	﻿Abstract
	﻿Introduction
	﻿Method
	﻿Design
	﻿Setting/population
	﻿Recruitment and sampling
	﻿Data collection
	﻿Data analysis

	﻿Results
	﻿In the treatment process: trust and inclusion during the PICU stay
	﻿Emotional chaos
	﻿Trust
	﻿Information and communication


	﻿In the process of adaption: parents’ experience after the PICU stay
	﻿Everyday life
	﻿Processing
	﻿Change in the child

	﻿Back in everyday and family life: the experience of parents
	﻿Meaning in life
	﻿Parent–child relationship
	﻿Aftercare

	﻿Discussion
	﻿Strength and limitations of the study
	﻿Recommendation for practice and research

	﻿Conclusion
	﻿References


