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close one’, which was dependent on the three constituents of ‘in need of care’, ‘to take
on responsibility’ and ‘to create new understanding’. Throughout the illness trajec-
tory, the family members required care to increase their feelings of safety in the con-
text of their close one being unsafe. They described taking on responsibility for their
close one—a responsibility that increased after hospital discharge—as demanding new
knowledge which they were often unable to obtain.

Conclusions: Families of critically ill patients need to be seen on their own behalf.
Moreover, when taking on responsibility for their close one, they regularly need more
knowledge than they get. There seems to be an absence of a support system for
families with caring responsibilities after their relatives are discharged from hospitals.
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members require when their close one is discharged. Indeed, a better support system

is essential for families following a hospital discharge.
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1 | INTRODUCTION

Each year, thousands of people worldwide become critically ill or
injured and are admitted to an intensive care unit (ICU). In 2021,
close to 15,000 people were treated in Norwegian ICUs (Buanes
et al., 2022) and, for each of these, numerous relatives and friends
are affected. The medical condition of their close one is critical,
and treatment is given in a highly technological environment, which
may be stressful to the families. Hence, being a family member in an
ICU may be a significant burden with the potential to affect one's
health (van Beusekom et al., 2016). Family members have reported
their experiences of psychological distress, such as high levels of
anxiety, depression and stress (Abdul Halain et al., 2022), symp-
toms known as ‘post intensive care syndrome-family’ (PICS-F),
which include depression, anxiety, post-traumatic stress disorder
(PTSD) or cognitive deficits (Needham et al., 2012). The prevalence
of symptoms has been reported to be highest during a family mem-
ber's intensive care treatment, with depression being reported
in 14%-97% of cases, anxiety in 0%-73% and PTSD in 14%-81%
(Johnson et al., 2019). Further to the stress and symptoms preva-
lent during ICU stays, symptoms may persist after a family member
returns home. Symptoms of depression, anxiety and PTSD have
been reported by up to 43%—that is higher than in the general
population—of family members 6 months after their relative was
discharged from hospital (Johnson et al., 2019). A study investi-
gating the prevalence of PTS symptoms in the same population in
Norway found that approximately half of the participants experi-
enced high levels of PTS symptoms when the patient was admitted
to the ICU, decreasing after the first 6 months, with approximately
20% still reporting symptoms 1year after ICU admittance (Alfheim
etal.,, 2018).

2 | BACKGROUND

Being a close relative to a patient in an ICU has been described as
a traumatic and chaotic experience, where hope and despair coex-
ist (Nelderup & Samuelson, 2020). To help family members cope,
Frivold et al. (2015) highlighted the importance of informational and
supportive care to meet their worries and uncertainties. This in-
cluded both the importance of receiving honest information regard-
ing the patient's condition and feelings of compassion and personal
interest shown by the healthcare professionals to family members to
help them understand and manage the situation (Frivold et al., 2015).
Moreover, support groups, targeted information (e.g. communica-
tion or educational programmes, leaflets or brochures) or measures
regarding the physical environment in the ICU and flexible visiting
hours have been recommended as best practices to meet family

What does this paper contribute to the wider
global clinical community?

e The intersubjective dimension is important throughout
the trajectory when a close one falls critically ill.

e Families take on a huge responsibility when their close
one is discharged from hospital, often lacking the
knowledge they need to feel safe in their changed life
situation.

e Better support systems in the community are needed
for families of former patients who need help and sup-

port post-hospitalisation.

needs in this context (Kynoch et al., 2016). In 2017, Guidelines for
Family-Centred Care in the Neonatal, Pediatric and Adult ICU were
published (Davidson et al., 2017). These guidelines foregrounded
the following five different aspects when caring for a family in an
ICU: the ability to be present in the ICU; receiving support; com-
munication measures; consultations with ICU teams that can guide
families regarding their needs (e.g. psychological, spiritual or ethical);
and environmental and operational aspects, such as guidelines and
hospital policies concerning, among others, decision-making, noise
reduction, the use of private rooms to improve family satisfaction
and family sleep (Davidson et al., 2017).

Relatives experience increased responsibility and changes in
their everyday life after a family member's critical illness (Frivold
et al., 2016). In a grounded theory study exploring the challenges of
being a spouse of an ICU survivor, Agard et al. (2015) identified the
core category as how the spouses' role shifted to that of a caregiver
and back. This was described as a dynamic process wherein they
assumed the responsibilities of a caregiver with their main concern
being to promote patient recovery, while simultaneously being their
spouse in charge of their everyday practical and social life (Agard
et al., 2015). The caregiver burden may well affect family mem-
bers after hospitalisation. When investigating this burden, Torres
et al. (2017) found that approximately half of the participants re-
ported no overburden 3months after the patients' discharge, while
roughly 35% reported low overburden and 15% reported moderate-
to-high overburden. Furthermore, caregiver burden has also been
found to correlate with adverse physical or psychological outcomes,
potentially leading affected family members to develop adverse
physical or psychological events (Milton et al., 2022). The families of
ICU patients are at risk of psychological morbidity, and the caregiver
role may cause stress in which they seldom receive any formal sup-
port (Stayt & Venes, 2019).
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support needs, Millward et al. (2021) found five key needs, namely
those for security, making sense of the situation, finding a balance,
holding everything together and trust. Frivold et al. (2016) found
that a need to maintain control or adapt to changes was necessary in
the everyday lives of relatives following a close one's critical iliness.
The participants in their study reported experiencing psychological
factors, such as guilt, sadness, anxiety or memory loss, which they
often had to cope with on their own or through their social support
networks. To meet these challenges, Frivold et al. (2016) suggested a
better support system for family members in this situation. As noted,
Millward et al. (2021) illuminated five key family needs, as well as
the different interventions which could be helpful for meeting them:
Written information, care coordination and navigation, input from
intensive care staff after discharge to support continuity and the
provision of family support groups.

As noted above, family members report experiencing symptoms
and burdens both during the hospitalisation process and following
discharge. While some recent research has explored families' needs,
there remains a lack of studies adopting a lifeworld perspective tak-
ing the whole illness trajectory of a family member into account.
Therefore, to increase our understanding of the needs of family
members throughout their close one's illness trajectory, this study
aims to explore the experiences of family members after they have
lived through a close one's illness trajectory starting with critical ill-
ness and intensive care treatment, throughout hospitalisation and
after their return home, and describe what was important and chal-

lenging for them during this time.

3 | METHODOLOGY

We applied a qualitative lifeworld perspective, where the descriptive
phenomenological method according to Giorgi (2009) was used to
analyse the qualitative data. He emphasised that researchers must
attain an attitude from their specific discipline when performing
descriptive phenomenology (Giorgi, 2009). Accordingly, as per our
background as anaesthesia and intensive care nurses, we conducted
the study from a caring perspective. We live our everyday lives in
the natural attitude where the world around us is taken for granted
(Giorgi, 2009, p. 87). When taking a phenomenological approach, one
seeks descriptions from the participants of their natural everyday
lives. However, as researchers, we strived for an openness and to en-
counter the data within the phenomenological reduction in order to
see beyond, and question, what would immediately appear. Hence,
we sought to take an open approach and obtain the participants' ex-
periences from the entire illness trajectory of their family member
striving to avoid our pre-understanding to interfere. When perform-
ing the interviews, the interviewer encouraged detailed descriptions
of the participants' experiences. When analysing the transcriptions,
we sought to encounter the materials as pure experiences, without
using our own interpretations, and describe the variations of the
phenomena of which the participants spoke (Giorgi, 2009).

3.1 | Participants

This study was part of a larger piece of research, where both for-
mer patients and the primary next of kin documented in the patient
record were included. The inclusion criteria pertained to the for-
mer patients, who were aged 218years, having ICU length of stays
>4 days, being mechanically ventilated 248 h and able to perform an
interview in Norwegian (Flinterud et al., 2022). A contact person in
the ICU sent invitation letters to eligible participants being both the
former patients and their main next of kin (the latter of which shall
hereafter be referred to as ‘family member’). The family members
who wanted to participate contacted the first author. A total of 11
family members participated, 6 of whom were women and 5 men.
The age of the participants ranged from being in their 20s to their
60s. At the time of interview, six participants worked full time, one
worked part time, three were retired and one was on sick leave. In
addition, most of the participants stated to have been away from
work because of their close one's critical illness for some days to a
couple of months, while one was still on sick leave due to her hus-
band's critical illness 1year after the onset of the critical illness. The
participants' relationships to the former patients were one daugh-
ter, one parent couple and the remainder were spouses. Nearly all
(n=10) of the participants had children, one of whom had children
under the age of 16. All but one lived with their family member who
had been critically ill, except for the parent couple, who lived in a

separate house close to their son.

3.2 | Data collection

Individual interviews were conducted with all participants except for
the parent couple, who were interviewed together. The interviews
were conducted by the first author from February 2017 to April
2018 and were held between 3 and 8 months following their family
members being discharged from hospital. The participants chose the
interview setting. Seven interviews were performed in the partici-
pants' homes, two in their workplace and one in the hospital itself.
The interviews aimed at capturing the participants' lifeworld during
their close one's iliness trajectory. The interviews were not uniform,
rather following each individual participant's story. However, we
had an interview guide so as to ensure that the interviews covered
such areas as physical, mental and social aspects, as well as spiritual
and activities/work dimensions from the entire illness trajectory of
their close one. Additionally, the participants were encouraged to
talk about their experiences with user involvement and the follow-
up services they had experienced in order to guarantee broader de-
scriptions. The interviews began with an open approach where the
participants were encouraged to talk about the onset of the event
that caused the intensive care treatment of their close one, continue
with their experiences of being a family member in the ICU and fur-
ther on throughout hospitalisation and finally after the patient's re-
turn to home. Questions regarding what they had experienced as
important, helpful, challenging and difficult during the trajectory
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from the ICU, general ward, rehabilitation and post-discharge were
asked. The interview guide was used to ensure that all desirable
areas were captured. The interviews lasted between 1 and 2 h, with
an average duration of 90min. They were digitally recorded and
transcribed verbatim.

3.3 | Data analysis

Giorgi's phenomenological method guided the analysis (Giorgi, 2009).
We read the transcriptions multiple times while simultaneously
listening to the recordings, after which we transferred them into
NVivo version 12, where the analysis continued. After gaining an
overall sense of the entire material, each interview was analysed.
The analysis began with reading the interview and dividing the text
into units of meaning. Once done, transformed meaning units sensi-
tive to the caring perspective were written, and transformed mean-
ing units concerning similar themes were gathered. This was done
with each interview, before gathering transformed meaning units
concerning similar themes from all of the interviews. We then wrote
second-order descriptions from all interviews. The analysis process
involved alternating between using different invariant meanings
until an overall structure depending on three constituents was found
in the material (see Table 1 for an example of the analysis).

3.4 | Ethical considerations

Both the former patients and their family members had to consent
to participation before they could be included in the study. At the
start of each interview, the issue of consent was reiterated and the
participants were made fully aware that they could withdraw at any
time before the article's publication. As the family members had
been through challenging experiences during the illness trajectory,
we showed special consideration towards this. In agreement with
the ICU contact, the participants could reach out to them if they had
questions or needed someone to talk to regarding their experiences
during their close ones' ICU stays. The participants were encour-
aged to talk about their own situation and not that of the patient.
The study was recommended by the Norwegian Centre of Research
data (Ref. No. 397448) and by the Data Protection Officers at each
hospital.

4 | FINDINGS

When the participants' close one suddenly became critically ill,
their normal everyday lives were disrupted and shaken, and new
experiences and perspective became apparent. Throughout the
process of intensive care treatment and subsequent recovery of
their close one, a general structure of ‘striving for a safe ground for
themselves and their close one’ was found among the participants.
The structure was dependent on the three constituents, namely ‘in
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need of care’, ‘to take on responsibility’ and ‘to create new under-
standing’. At the onset of their close one's critical illness, the need
for care lay as a foundation. Receiving care from the healthcare
professionals was essential for the effective management of the
situation. Simultaneously, the participants assumed responsibility
for their close ones, having their best interests at heart and doing
their utmost to improve or ameliorate their situation. During the
iliness trajectory, they found themselves in unknown situations,
and needed to create new understanding to regain a safe ground.
The constituents cover both aspects which were given to them
and which they gave their close one. They were described in a
multitude of variations, both when the participants experienced
them and when they were notably absent. In the following, these
are presented separately. However, in the participants' experi-
ences, they were in an interplay, meticulously intertwined, by both
being present and interacting throughout their close one's illness
trajectory.

4.1 | Inneed of care

At the onset of the critical illness, the participants lives were funda-
mentally shaken. They often described chaotic situations, such as
when one participant spoke of her father's collapse in her car: ‘Well,
it was complete chaos. | became hysterical. But, at the same time, |
acted on instinct; the things | had learned suddenly just came to me:
| must do this (start CPR)'. (E) After the emergency services arrived,
she described how her feelings of hysteria continued in that she kept
crying uncontrollably and was not able to calm down. When experi-
encing a chaotic situation, some healthcare professionals connected
with the participants and helped them regain their composure: ‘He
(the paramedic) came into the car, shook my hand, and then | took a
deep breath. He really helped me calm down. But then when he got
out of the car, | started to cry again’. (E)

Being cared for during the first, and most critical, period of
their loved one's admission to the ICU was described as import-
ant. Feelings of insecurity and vulnerability were reported, as well
as how vital was the care provided by professionals for their own
feelings of safety. The participants described feeling care through

non-verbal communication, such as gestures and looks:

Well, | especially remember this one nurse, she was
there the day she [the wife] was admitted. She im-
pressed me so much! The way she spoke to her daugh-
ter [his wife's daughter], and how she explained things
to my mother-in-law, who does not speak a word of
Norwegian or English. My mother-in-law was so
upset, but this nurse talked directly to her, doing her
best to explain although she knew that my mother-in-
law did not understand the language. And my mother-
in-law told us how she understood and calmed down,
despite not understanding the words she said.

(B)
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In the ICU, intensive care nurses can create a safe caring space
simply by letting the participants be present at the bedside. The abil-
ity to be present and experience flexibility regarding visiting hours
was described as helpful in these uncertain and distressing situations.
However, the participants also described how they occasionally had
to shield themselves from the situation, and highly appreciated their
presence during visiting hours being voluntary and according to their
own needs. The need to talk about what had happened, and how they
were feeling, was highlighted. However, individual needs regarding
conversations with healthcare professionals were conveyed. For
some, small talk with nurses during hospital visits were appreciated:

They just talked to me while | was sitting there, and |
talked to them without having to ask someone to talk
to me. So, they engaged with me without my having to
ask for it, which | think helped me a lot.

(E)

However, others conveyed how the small talk with nurses was
not always sufficient and occasionally superficial. Indeed, some felt
pressured to communicate that they were feeling well, whereas, in ret-
rospect, they would have rather had a conversation with healthcare
professionals outside of the patient room:

Well, they asked me how | was when | came, like
questions that you just answer with ‘I'm okay’ (...) It
might have been useful to talk to someone outside of
his room. To talk to someone who knows what's going
on but doesn't have to watch the machines and take
care of him. Because | didn't get to talk about how |
felt, it was just his condition, how his blood pressure
was and so on.

(F)

The participants described feeling vulnerable when faced with
these new and uncertain situations, as well as how they strived to fig-
ure out how to act within the hospital context. For some, a safe caring
environment helped them enact their habits and values, such as pray-
ing and singing around the bedside of the patient, while others faced
more of a struggle. One participant reflected upon the vulnerability
she felt when trying to determine how she should behave in the hos-
pital; feeling totally dependent on how she was met by the healthcare

professionals:

On one occasion, the nurse in the ward said that |
should go with my husband and get dinner in the buf-
fet. Then, when | did, the kitchen assistant told me
that the food was not for me. | cried then. Because he
was right, but the nurse had told me to do so. It was
these little things that made me break down.

)
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Throughout the hospitalisation period, the participants balanced
caring for themselves and the patient. While being present and avail-
able for their close one was important, they described how they had to
portion their time and personal resources so as to be able to also take
care of themselves. The need to shield themselves and focus on some-
thing else was described as one way of handling the situation, such as
being able to have flexible work hours, or simply try to relax through
music or television. Moreover, support from their family, friends or re-
ligious communities were highlighted as crucial throughout their close
one's illness trajectory. This support could be from having faith com-
munities pray for them or being visited by close friends and family: ‘A
lot of my mates came over, which was nice. | think that was important,
to talk to someone, not just about what had happened, but about other

things as well.’ (D).

4.2 | To take on responsibility

Throughout the illness trajectory, the participants described taking
responsibility for creating a safe ground for their close one. During
hospitalisation, some described feeling secure in the patient's condi-
tion, while others reported that their close one did not receive the
highest level of treatment. Moreover, some experienced challenges
related to communication or relational factors, making the partici-
pants feel that they had to be present in the hospital so as to protect

or speak on behalf of their critically ill close one:

The most traumatic thing was that we, her family,
could decide if she should live or not. Because the
doctor said that normally they would end treatment in
such a case due to her severity and not being able to
breathe on her own. And then we, as her family, were
part of the decision to continue the treatment and
put her on mechanical ventilation (...) and then | think
about those who do not have their family around, or if
we had not been able to be there as much due to work
or other obligations, what then?

(G)

The patient referred to above had been intubated and survived the
medical treatment, but the participant conveyed how they, as a family,
had experienced making the decision about whether she should live
or not. In addition to feeling that their close one's treatment was de-
pendent on their presence, several also talked about the importance
of them being there when they experienced suboptimal care from the
health professionals. Indeed, one participant recounted how the inten-
sive care nurses did not seem to know how to communicate with her
husband while a mask covered his entire face. They asked him several
questions simultaneously, giving him no possibility of answering while
breathing into the mask, so she had to take over the communication to

enable him to answer:

85U8017 SUOWWOD SAEaID 3|(dedl|dde auy Aq peusenob ase sooiie VO ‘85N JO Sa|n 10y ArIq1T8U1UO A8]IA LD (SUOTHPUOD-PUR-SLLIBYWIO AS | 1M ARe.d1jBu 1 [UO//SdL) SUORIPUOD Pue SWLB | 8L 88S *[£202/2T/0E] uo AkeiqiTauliuo (1M ‘NIDHIE 40 A LISHIAINN Aq £089T UOOTTTT OT/I0p/LI0S A8 IM AR 1 jBulUO//SANY WO1) pepeoumoq ‘02-6T ‘€202 ‘Z022S9ET



Journal of

FLINTERUD ET AL.

7448 W

Like, are you thirsty, do you have to spit? They asked

ILEY~Clinical Nursing

him two questions at once. And he was incapable of
answering. So, | had to hold his hand, and repeat the
questions one by one, saying to him: ‘pinch me once if
you are thirsty, pinch me twice if you must spit’. That
situation made me doubt their competence.

(F)

Furthermore, several conveyed how their close one communicated
that they wanted the participants present in the hospital as much as
possible, and they described how they felt responsible to do so in order
to create a safe and caring environment for their close one:

Then they [the nurses] asked if maybe we could go
home and relax for a bit. We tried to switch with
someone else in the family, but it was very hard. For
a long period, we [the parents] were his safety. There
was no way we could leave. Although he's a big lad,
he started to cry when we talked about going home
when he was still in the ICU. There was no way we
could leave him there.

(@)

As the patient's condition improved, the participants described
how their role within the hospital changed, and their feeling of respon-
sibility for creating a sense of safety within the hospital decreased.
When their close ones were to communicate and talk on their own
behalf, the participants expressed feeling safer for the patient's con-
dition, which helped:

Well, you are kind of more relaxed [after transfer to a
general ward]. You know there is no immediate dan-
ger and that this will likely end well. Her bones [which
had been broken] will grow, and she has no brain dam-
age or paralysis.

(B)

When their close ones were discharged, the participants reported
feeling a duty of care for them. However, becoming an informal care-
giver seemed to challenge the participants' feelings of safety, who de-
scribed feeling somewhat nervous and alert in the initial phases of the
return to home:

Well, some nights | woke up and checked if she was
breathing. It was not a big issue, but | woke up some-
times, looking over at her, touching her to feel if she
was warm. She has been through a lot.

(D)

Feeling responsible for their close one's situation affected the par-
ticipants' everyday lives; forcing them to make numerous adjustments,
such as having to take sick or care leave, or even relocating to the pa-
tient's home for several weeks in order to tend to them. Their close

ones had experienced life-threatening situations in the hospital, and
the participants described how their close one could need help both
physically (e.g. in terms of walking) and mentally when coping with

their recent experiences:

Well, he needed me there after (coming home), like all
the time. And it was okay for me to talk about it (what
had happened to him), but | felt the need for some air
as well. As much as he wanted me to, | could not stay
with him and talk all the time.

(F)

The participants spoke of a wide range of responsibilities cov-
ering the many different aspects of everyday life, from checking on
the patient at night, handling the medication, providing support, mo-
tivating their close ones to exercise and eat a healthy diet, manag-
ing medical equipment at home and driving to different outpatient
clinics.

4.3 | To create new understanding

From the onset of their close one's critical illness and ICU admission,
the participants described how they needed to create new under-
standing to help them effectively handle the situation. Indeed, in
the initial phases, characterised by high levels of insecurity, gaining
knowledge about the patient's condition was highlighted as helpful.
Open and honest information was appreciated, and the participants
expressed how they wanted to be informed about the condition, re-
gardless of whether it was deteriorating.

| got good information, except for when he under-
went an emergency operation. Because, when they
first called me, | just perceived that he was going to
a CT, so | could wait a bit before coming. But then |
realised that he was critically ill that morning. And |
was at home, washing my car, being in a completely
different mental place. | would have wanted to know
the severity earlier on that day.

0]

Moreover, the participants needed to gain knowledge about var-
ious practicalities, such as parking arrangements, visiting hours and
the hospital's normal routines. Understanding more of how the hos-
pital setting worked could help them manage the uncertainty they felt
during the most crucial time.

Nevertheless, despite improved conditions and hospital dis-
charges, the participants reported an increasing need for knowl-
edge to be able to foster a safe environment. Their close ones still
needed help and support, which demanded that the participants
had developed a new understanding about the situation to be able
to support both themselves and their close one in regaining a safe
ground.
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And then, | would have wanted some information
about the practical issues and how to behave in re-
lation to dad. Should | help him with everything, like
make dinner or help him get dressed? Or should | let
him do it himself? What was best for him? And | also
wondered if | should talk to him about what he had
gone through, or should we just sweep it under the
carpet and try to forget? Of course, this is an indi-
vidual case, but | would have wanted to know more
about this before he came home.

(E)

They needed information about everyday life aspects, such as
medication, training and nutrition. However, receiving information
through, for example information leaflet was not always enough as
one participant highlighted when talking about the information leaf-
lets her husband had received. She conveyed how she thought the
information would have helped them in their situation at home; how-
ever, the leaflet had disappeared. She thought it was left among his
discharge papers, but even though highlighting that they needed the
information to handle their everyday life, they had not tried to find
it. However, there were other means of information which were de-
scribed as helpful, like one participant who spoke of how lucky she
felt in having been able to participate in her husband's rehabilitation
course, which had helped and given her a strengthened feeling of

safety in everyday life:

| feel that | benefited a lot. Because you are reassured
and you can ask any questions that are worrying you.
And you get information, not only through your loved
one, but directly from the healthcare professionals.
Like that he could actually do the things he said he
could. Physical activity is recommended; not just al-
lowed but recommended!

(1)

Acquiring knowledge to create a new understanding about what
to do and how to act was important when taking on the responsibil-
ity for creating a safe home space. However, the participants often
mentioned that they had to deal with everything themselves, lacking
information as to who to call or where to look for help if needed. They
often strove for a new understanding and had to count on their own
resources in the process.

After following their close one through the illness trajectory
from the ICU, to the general ward, rehabilitation and eventually back
home, some described the impacts to their own health. Indeed, while
these situations could affect both their physical and mental health,
information on these impacts was reported as notably absent. One
participant recounted how, after weeks of staying at a nearby hotel
so as to be able to visit the hospital daily, her body felt alien and
extremely tired upon her return home. She also reported feeling
both chest pain and nausea when completing everyday chores. Not
knowing that these were likely symptoms of the stress she had been
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through, she kept pushing herself while wondering if she was wit-
nessing the return of her pre-existing heart disease. None of the
healthcare professionals told her about the possible symptoms she
herself could suffer afterwards. Eventually, one of her family mem-
bers (who had a background in healthcare) told her to rest and relax,
explaining that she was likely feeling the effects of the strain of hav-
ing been in such a traumatic situation for so long. Taking this advice,
she eventually returned to her normal state without having to see

her general practitioner.

5 | DISCUSSION

This study shows that when a family member is affected by the criti-
cal illness of a close one, their life is disrupted. In this situation, fam-
ily members try to find a safe ground for themselves and their close
one, taking on much responsibility, and simultaneously needing care
and new understanding themselves. This makes them vulnerable
and their relationship with healthcare professionals becomes crucial.

Critical iliness threatens the family as a whole, and disruption to
the family system is one of the antecedents of vulnerability in fami-
lies of critically ill patients (Baumhover & May, 2013). Tembo (2017)
described critical illness as a biographical disruption that causes a
breach in a person's expected life-biography. Such a biographical
disruption concerns both the patient and the family, as the critical
illness obstructs or unsettles the expected future of both parties
(Tembo, 2017).

We argue that the disruption to the family system the partici-
pants experienced may be seen as a biographical disruption. When
seeing critical illness as a biographical disruption, the temporal di-
mension of the lifeworld comes to the fore. Temporality contains the
‘storied’ nature of our lives, the humanly experienced continuities
and discontinuities of time (Galvin & Todres, 2013, p. 27). We live our
lives temporally, in the present moment, based on our past experi-
ences as we look towards a future filled with possibilities. The onset
of a critical illness affects both patients and their families, thus in-
creasing insecurity by disrupting an entire family's expected future.

However, Tembo (2017) argued that the family burden might
vary according to which member falls critically ill. This is important
to consider when caring for families dealing with aniliness. The fam-
ily's strain may vary by their life situation, for example if one has
small children at home, or if one's child is critically ill. In our findings,
the participants experienced a disruption to their family's expected
future and strove for a safe ground for the whole family. Striving for
a safe ground may be seen as a way of holding everything together,
which is one of the five key family needs during the recovery contin-
uum after critical illness, according to Millward et al. (2021). While
striving for a safe ground, the participants experienced their close
one's dependency, acting as an advocate and supportive voice when
the patients were unable to speak their minds or take care of them-
selves. The participants reported being concerned about the whole
family's situation, and they implemented measures, such as assum-
ing responsibility, to lessen their family's biographical disruption and

85U8017 SUOWWOD SAEaID 3|(dedl|dde auy Aq peusenob ase sooiie VO ‘85N JO Sa|n 10y ArIq1T8U1UO A8]IA LD (SUOTHPUOD-PUR-SLLIBYWIO AS | 1M ARe.d1jBu 1 [UO//SdL) SUORIPUOD Pue SWLB | 8L 88S *[£202/2T/0E] uo AkeiqiTauliuo (1M ‘NIDHIE 40 A LISHIAINN Aq £089T UOOTTTT OT/I0p/LI0S A8 IM AR 1 jBulUO//SANY WO1) pepeoumoq ‘02-6T ‘€202 ‘Z022S9ET



Journal of

FLINTERUD ET AL.

7450 W

make their future more coherent. When striving for a safe ground,
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we argue that they worked towards mending the biographical dis-
ruption, thus building a new, more understandable biography to help
ameliorate the whole family's situations.

When facing a new and challenging situation threatening their
everyday lives, our participants conveyed vulnerability. This finding
is supported by Wong et al. (2017), who found that the families of
ICU patients live with a great deal of uncertainty and experience
heightened emotional vulnerability. However, the participants re-
ported their methods for improving the situation—which often de-
pended on encountering caring healthcare professionals. This could
give them a feeling of security to help determine their role within the
ICU, such as praying around the bedside, or being present to protect
and speak on behalf of their critically ill family member. Little things,
however, could push them over their limits, such as the participant
who began to cry when denied food at the buffet. Helping and sup-
porting families in finding their role in the ICU has been described
in a middle-range theory called Facilitated Sensemaking (Davidson,
2010). The theory describes both nursing actions to help families
make sense of their new situation and the process the families go
through. In our findings, it seems that small acts or gestures from
healthcare professional could contribute to feelings of safety and be-
longing or conversely, insecurity, causing the participants to struggle
to find their place. This is in line with Facilitated Sensemaking, which
contain concrete interventions the families can perform in order to
decrease feelings of insecurity or helplessness, to help them make
sense of the situation (Davidson, 2010).

Benner and Wrubel (1989, p. 1) highlighted that care is related to
attached importance; we care about those who matter to us. Based
on our findings, we argue that healthcare professionals must pro-
vide more than just information and support; they must also show
that each family member matters and give them the care they de-
serve. Healthcare professionals must be aware of the importance of
being genuinely present for the families of intensive care patients.
This could help foster feelings of safety in uncertain situations and
further reduce the chance of what Baumhover and May (2013)
highlighted as negative consequences of vulnerability: Symptoms
of PICS-F such as uncertainty, loss of appetite and energy, altered
sleep, interruptions of routines, roles, and responsibilities and de-
layed family plans.

Throughout the illness trajectory, the participants were by their
close one's side, striving for a safe ground for themselves and their
close ones, simultaneously dependent on being cared for and caring
for those who had fallen ill. A duality of dependency was described
by the family members, being dependent on the healthcare profes-
sionals they encountered while their close ones were dependent on
them. The participants took on the responsibility of caring for their
loved ones in various ways during the illness trajectory, enhancing
their loved ones' experience of safety. Additionally, living in uncer-
tainty and fear for their close one's life, they were utterly dependent
on being cared for by the healthcare professionals.

The intersubjective dimension becomes highly important, as it
relates to being in the world with others. We are relational beings,

and our findings point to how family members' worlds are influenced
by their relationships with their close ones and the healthcare pro-
fessionals caring for them. Galvin and Todres (2013, p. 28) high-
lighted how intersubjectivity can both humanise and dehumanise us,
depending on the relationship. In our findings, this is illuminated by
the stories of participants being seen by healthcare professionals,
such as the participant who was only able to be calm in the presence
of the ambulance worker. However, the opposite was also conveyed,
such as the participant needing a conversation on her behalf to talk
about her situation. Still, she was only offered everyday conversa-
tions around the bed of her critically ill husband. In an uncertain
situation where a loved one's life is threatened by critical illness,
the relational presence of healthcare professionals can be signifi-
cant. This is supported by Frivold et al. (2015), who also found that
family members valued when the healthcare professionals showed
a personal interest in them and they experienced supportive care.
Meeting healthcare professionals who communicated care verbally
and through body language were highly appreciated. Hence, being
met in a humanising manner and feeling cared for during traumatic
and uncertain circumstances helped the participants handle the
situation.

The duality of receiving and giving care is important to consider,
as it may illuminate an extra dimension to the burden the families
of critically ill patients may experience through an extended illness.
Our findings found a variety and individuality regarding the need
to talk about their own situation and needs. Nevertheless, regard-
ing the duality family members may experience with receiving and
giving care, we argue that healthcare professionals need to open up
and discuss this duality with family members, giving them a chance
to communicate their individual experiences of the strain to support
them in handling the situation.

Vester et al. (2022) found that when their close ones recover,
relatives often shield them from their problems and thoughts, lead-
ing to misunderstandings and challenges in their everyday life. If
family members avoid discussing their situation with loved ones
and healthcare professionals, they may feel alone, increasing their
strain. In our findings, support from their friends and other family
was important. Social support seems essential; however, we all have
different social networks and needs regarding social activity. Hence,
we argue for the importance of healthcare professionals opening up
and talking to every family member on their behalf, not only about
the patient's condition, to detect those needing additional help and
support in their everyday life.

The participants described how they assumed responsibility for
their close ones throughout the critical illness and felt dependent
on knowledge and new understanding. However, the form of this
responsibility tended to change during the illness trajectory. During
the first period, the participants expressed the importance of being
present at the hospital whenever they chose, often to safeguard and
meet the needs of their close ones who wanted them there. The
ability to be present has been included as a recommendation in the
guidelines of family-centred ICU care (Davidson et al., 2017). In ad-
dition, in a survey investigating family involvement in Nordic ICUs,
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Frivold et al. (2022) found that most ICUs allow open visiting hours.
However, we found that our participants appreciated the ICU's flex-
ibility in terms of visiting hours and the ability to be present. One
participant also talked about how she appreciated that the health-
care professionals did not expect her to spend all her time at the
hospital, alleviating the pressure she felt at having to be constantly
present. This is an interesting finding in that it shows how structure
and guidelines may be used to lessen familial burden and responsi-
bility. Families are composed of individuals who have unique needs.
Accordingly, having an open visiting policy may be an important
measure for meeting family needs. However, it could also be benefi-
cial for healthcare professionals to inform families that they are not
obligated to spend all their time at the hospital, despite that being an
option. This is supported in the review by Millward et al. (2021), who
also highlight how families must balance being close and maintaining
their own lives during the illness trajectory.

We observed the key importance of healthcare professionals
being aware, open and flexible to the families' unique needs, regard-
less of the hospital's rules and regulations. As noted, the participants
felt responsible for their close one's situation during hospitalisation
and after discharge. Some even described experiencing an increased
responsibility for their close ones' situation after discharged home,
noting that the information they received failed to explain the re-
sponsibilities expected of them. For instance, one of the participants
described not knowing how much help she should give her family
member, either physically or mentally. Millward et al. (2021) high-
lighted how families feel unprepared, overwhelmed and insecure
when taking their close ones home. They further demonstrated
how families would assume bridging roles, where they would be de-
pendent on gaining relevant information for the specific situation
of their close one. In our study, the participants needed to create a
new understanding of the unfamiliar situation. They described the
importance of receiving information; however, receiving information
exclusively was not enough. They had to incorporate the informa-
tion they gained to knowledge and a new understanding, which de-
manded more than just receiving written or oral information. Indeed,
there seems to be no system in place that provides comprehensive
knowledge and guidance on post-hospital daily life.

One of our interviewees indicated that participating in her hus-
band's rehabilitation course was hugely helpful to her and increased
her feeling of safety after he came home. This might be an example
of incorporating information and knowledge to form a new under-
standing, giving an increased feeling of safety. Nevertheless, most
of our participants described being left to themselves with the re-
sponsibility of using their own resources to manage the situation.
In line with our findings, Frivold et al. (2016) found that families had
to use their personal resources and support from friends and family
to maintain control. One of our participants spoke of experiencing
symptoms after the strain of being a family caregiver within the
hospital for a long time. Fortunately for her, another family member
identified stress as the root cause. However, the hospital provided
her with no such information. Vester et al. (2022) argued that both
patients and family members must find themselves after the critical
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iliness. The authors identified social aspects important to post-ICU
life and suggested that these should be supplemented as part of the
PICS and PICS-F domains. Our study supports this, as the social do-
main was strongly prevalent during and after hospitalisation.

5.1 | Strengths and limitations

This study involved interviews with 11 family members, which were
held between 3 and 8 months following the patient's hospital dis-
charge. We wanted the participant experiences from the whole ill-
ness trajectory of their close one. However, we only interviewed
them once after their close one's were discharged home, which
might be a limitation as the experiences of a hospital stay may
weaken over time. This may have increased the possibility that our
participants had forgotten specific or relevant situations. However,
we were interested in experiences from the entire illness trajectory,
and we found the interviews to be insightful and containing varia-
tion of both positive and negative experiences. One of the inclusion
criteria was the ability to speak Norwegian, which resulted in only
ethnical Norwegians being included in our sample. Hence, there may
be other needs and experiences that we missed due to the homo-
geneous sample. However, the participants differed in their living
situations and relations to the patient, which may have contributed
to variations in experiences. For the larger study, both patients and
next of kin were interviewed. While each participant was encour-
aged to speak on their own behalf, the joint nature of the inter-
views may have influenced what they spoke about. Nevertheless,
we found that the participants willingly spoke about the different
phases of their close ones' illness trajectories. To increase rapport,
the participants themselves chose the locations of the interview.
This may have increased their feelings of safety and comfort during

the interviews.

6 | CONCLUSION

Families of patients experiencing a critical illness and further recov-
ery stage find themselves in a challenging, insecure and vulnerable
situation. Being seen as individuals with personal needs promoted a
feeling of safety. Our main finding was how the participants strove
for a safe ground for themselves and the patient, and throughout the
illness trajectory of their close one they exerted efforts to improve
the situation as much as possible. The responsibility they assumed
changed during the trajectory. Initially, they would act as advocates
or supportive voices for the patient. Upon discharge, their roles
would become more practical in nature, transforming them into car-
egivers in charge of every aspect of their close one's life, helping and
supporting with the various needs of the former patient. Within this
situation, we found a lack of knowledge given from the healthcare
professionals to the families. They needed new understanding but
were often left on their own to determine how best to meet the
needs of their close ones. The intersubjective dimension is vital in
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every encounter during a critical care trajectory, and the importance
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of experiencing relations that attend to each person's individuality

was clear within our findings.

7 | RELEVANCE TO CLINICAL PRACTICE

The family members reported needing more information and support
during the patient's transition from hospital to home. Accordingly,
we argue that current practices should be further developed, and
a system which can give the families more information both before
and after the patient returns home is urgently needed. Additionally,
more research should be conducted into the transition from hospital
to home, including the families' specific needs, and systems that may

help and support families' home situations.
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