
EMP IR ICAL STUD IES

A challenging journey: The experience of elderly patients and
their close family members after major emergency abdominal
surgery

Julie Jacoby Petersen Master of Arts in Philosophy of Education, RN (PhD Candidate)1,2 ,

Birte Østergaard PhD (Associate Professor)3 , Erla Kolbr�un Svavarsd�ottir PhD, RN (Professor)4 ,

Steffen Jais Rosenstock MD, PhD (Chief Surgeon)1,5 and

Anne Brødsgaard PhD, MPH, RN (Associate professor)6,7

1Gastrounit, Surgical Division, Copenhagen University Hospital Amager Hvidovre, Hvidovre, Denmark, 2Graduate School of Health,

University of Aarhus Graduate School of Health Sciences, Aarhus N, Denmark, 3Department of Clinical Research, University of Southern

Denmark, Odense, Denmark, 4Faculty of Nursing, University of Iceland, Reykjavik, Iceland, 5Faculty of Health and Medical Science,

University of Copenhagen, Copenhagen, Denmark, 6Department of Paediatrics and Adolescent Medicine, Copenhagen University Hospital

Amager Hvidovre, Denmark and 7Section for Nursing, Department of Public Health, University of Aarhus, Aarhus, Denmark

Scand J Caring Sci. 2020

A challenging journey: The experience of elderly

patients and their close family members after major

emergency abdominal surgery

Rationale: Knowledge of how elderly patients undergoing

major emergency abdominal surgery and their close fam-

ily members experience the course of illness is limited.

Little is known about how such surgery and hospitalisa-

tion affect elderly patients’ daily life after discharge. It is

well known that such patients have an increased risk of

mortality and that their physical functional level often

decreases during hospitalisation, which can make them

dependent on family or homecare services. Critical illness

and caregiving for a close relative can be a stressful expe-

rience for families, which are at risk of developing stress-

related symptoms.

Aim: To explore how elderly patients and their families

experience the course of illness during hospitalisation

and the first month at home after discharge.

Method: A phenomenological study was conducted to

gain in-depth descriptions through 15 family interviews

with 15 patients who had undergone major emergency

abdominal surgery and 20 of their close adult family

members. Data were analysed using a phenomenological

approach inspired by Giorgi.

Findings: The essence of the phenomenon is captured in

three themes: (1) Being emotionally overwhelmed, (2)

Wanting to be cared for and (3) Finding a way back to

life.

Conclusion: Patients and their close family members experi-

enced the course of illness as a challenging journey where

they longed for life to become as it was before illness. They

experienced illness as a sudden life-threatening incidence.

In this situation, it was crucial to be met with empathy

from healthcare professionals. The patients’ experience of

fatigue and powerlessness remained intense one month

after discharge and affected their and their close family

members’ lives.

Keywords: major emergency abdominal surgery, elderly

patients, families, lived experiences, phenomenology,

joint interviews, dyadic interviews.
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Introduction

Major emergency abdominal surgery (MEAS) is associ-

ated with a high incidence of complications (1) and

increased mortality in general and in the elderly popula-

tion in particular, where complication rates exceed 30%

and one-year mortality rates reach 25% (2–4). Elderly

people, defined as people at 65 years or older (5), fre-

quently experience severe complications or high mortal-

ity due to age, co-morbidity, polypharmacy and

pathological response to surgery (3, 6, 7). Their physical

functional level deteriorates during hospitalisation,

increasing the risk of postsurgery dependency on home-

care service and family (8, 9). Overall, patients
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undergoing MEAS are therefore at increased risk of read-

mission, social isolation and mortality after discharge (8).

How these patients experience the course of illness is lar-

gely unknown. A study has found that patients recover-

ing from colorectal cancer surgery felt physically

powerlessness up to six months after discharge and lim-

ited in their ability to pursue social activities and perform

activities of daily living (10). Other studies report that

critically ill patients suffer from mental, cognitive and

physical impairment after discharge, which may cause a

decreased quality of life (11–13)

Critical illness and hospitalisation of a close relative are

also a serious family stressor, and families may be over-

whelmed by worries and fear that the patient may not

survive (14–16). Serious illness has an impact on both

patients and their close family members, and often close

family members care for the patients after discharge (17–

19). This may be satisfying and may improve the rela-

tionship with the patient (20); however, it often

increases demands on family members, causing them to

become both emotionally challenged and physically

exhausted (20–22). Studies have found that family care-

givers to elderly hospitalised patients and to patients

recovering from critical illness are at increased risk of

depression and impaired health-related quality of life

(15–17). However, the caregiving burden should be seen

in the light of closeness of family relationships, level of

patient dependency, number of caregiver obligations and

caregiver preparedness (23, 24). No studies have investi-

gated how close family members experience caring for an

elderly patient after MEAS.

Interviewing families may illuminate family members’

experiences related to illness (25, 26). Family interview-

ing, a method not often used in current literature,

implies a shift in focus from an individualised patient-

centred focus to a focus on family members as well, tak-

ing specific considerations into account (19, 26).

Previous studies investigating elderly patients under-

going MEAS have focused mainly on the physical con-

sequences of surgery (3, 4, 27). The present study

focuses on the entire bio-psycho-social spectrum of

MEAS by investigating how patients and their close

family members experience the course of illness during

hospitalisation and in the first month at home after

discharge.

Method

A qualitative phenomenological study was conducted.

Patients and their close family members’ lived experi-

ences were investigated in family interviews focusing on

their various perspectives in a shared family context.

Reflections may benefit from the dialogue in the family

interviews and create clear and rich data (28, 29).

Participants

We recruited a consecutive sample of 15 patients having

undergone MEAS and 20 of their close adult family

members who participated in 15 family interviews from

November 2017 until April 2018. Patients and their fam-

ily members were recruited before discharge at three

nonintensive care wards at the Gastro Unit at a large uni-

versity hospital in Denmark. The family interviews took

place in the patient’s home approximately one month

after discharge, which was the estimated time at which

patients and family members were expected to have

become used to the patient being back home and at

which the impact of going through severe illness would

show in daily life. Family was defined, according to Sha-

jani and Snell, as ’Families are who they say they are’

(30). In the present study, the patients decided who they

considered family, and it was emphasised that family did

not necessarily have to be near or first-order relatives;

they could also be a close friend or a neighbour (30). In

practice, the patients all considered spouses, siblings or

adult children to be their closest family members. Inclu-

sion criteria for patients were age 70 years or older,

speaking Danish, or speaking another Scandinavian lan-

guage, mentally alert and with no severe hearing disabili-

ties. One to three family members participated in each

interview, illustrated in Table 1.

Data collection

We used a semi-structured interview guide developed

based on current literature. The guide was used as inspi-

ration during the interviews with the interviewer

remaining open to any descriptions of the phenomena.

Family interviews differ from individual interviews or

focus group interviews by virtue of the interviewees’ pre-

existing relationships and shared experiences (26, 29).

The interviewee shared their experiences and listened to

each others’ narratives. They encouraged each other to

express their perspectives by confirming, complementing

or contradicting each other (31), which stimulated reflec-

tions within the family (28, 29). The approach con-

tributed to a variety of data nuances and details, and

thereby a more in-depth understanding of the phe-

nomenon (25, 26, 29). The family interviews began by

approaching the patient and his or her family member(s)

in a dyadic interview (two participants) or joint interview

(three or more participants) (29, 31) by telling them that

both individual and shared experiences were typically

present in families and that they were all of interest to

the study (32). Open questions were asked to stimulate

reflection (30). Thus, the interviewees were all invited to

elaborate on questions. We used wordings such as ’Could

you please describe how you experience the course of
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illness and its impact on your daily life until now?’,

’Which feelings did you experience during illness, and

how did this affect you as a family?’ Additional questions

such as ’Could you tell me more about. . ..?’ ’Can you

explain in more detail. . .?’ were used to obtain more

depth and detail (33). All interviews were digitally

recorded and transcribed verbatim; the interviews lasted

22–73 minutes (mean 49 minutes). Data saturation was

reached when no new topics emerged (33).

Ethical consideration

All patients and their close family members were invited

to participate in the study by the researcher during the

hospital stay. They received oral and written information,

and they were informed that some participants may

become emotionally affected and that they should only

share the thoughts and emotions that they felt comfort-

able sharing (26). Patients, then, signed a written consent

form, agreeing to be contacted by the researcher by phone

within two weeks after discharge. This gave them time to

decide whether they wanted to participate in family inter-

views one month after discharge. The patients and their

close family members then signed a final written consent

form just before the interview took place in the patient’s

home. It was emphasised that participation was voluntary

and could be discontinued at any time. The participants

were guaranteed confidentially according to the Helsinki

declaration (34). Data were stored in a logged-in file drive.

Approval was obtained from the Danish Data Protection

Agency (ID no.: AHH-2017-067; i-suite no. 05790). The

Danish ethical committee assessed that no approval was

required, according to the Danish law, since there was no

biomedical intervention in the study (ID no.: 17007271).

Data analysis

Husserl’s descriptive phenomenology was the philosophi-

cal foundation and epistemological stance for the present

study (35). A main component in the phenomenological

methodology is phenomenological reduction. This implies

bracketing from our preunderstanding, which allows us

to be aware of the phenomenon as it appears (36, 37).

Conducting the interviews, the first author sought to

bracket her own prior understanding and preconceptions

(37). To become conscious of her preconceptions (38),

the first author was interviewed by an experienced

researcher prior to the family interviews. Thereby, the

first author realised that she had not fully adapted a sys-

tem-theoretical approach, which made her focus more on

the patients and less on their families. Being conscious of

this made it possible for her to stay curious and open to

the phenomenon investigated (38). A phenomenological

method inspired by Giorgi was employed to analyse the

data (37). This method represents a way for approaching

phenomenology as a scientific method that is suitable for

obtaining in-depth reflections (37). Giorgi’s four-step

method was used to systematically organise data into

themes capturing the essence of the phenomenon (38).

The first step was to read the text several times to get a

sense of the whole, adopting a phenomenologically

reductionist stance to obtain insight into the participants’

lifeworld. The second step consisted in determining

meaning units, being sensitive to the psychological shifts

in meaning, but without resorting to use of pre-estab-

lished or prejudged criteria (37). This was done by mark-

ing shifts in the text every time the psychological

meaning changed. The third step was to transform partic-

ipants’ natural expressions of attitude into

Table 1 Characteristics of participants, n = 35.

Patient ID Gender Age

Ostomy

Yes/no

Retired from

work yes/no Civil status

Close family members participating

in family interviews Work/retired/other

1 Female 75 No Yes Living alone Son + daughter in law Work + work

2 Male 76 Yes Yes Living alone Daughter Work

3 Female 73 Yes Yes Living alone Daughter Work

4 Male 79 Yes Yes Living with a spouse Spouse Retired

5 Female 73 Yes Yes Living alone Grandson (adult) Other

6 Male 73 Yes Yes Living with a spouse Spouse Retired

7 Female 74 Yes Yes Living alone Daughter in law,

niece + husband of niece

Work + work + work

8 Male 70 No Yes Living with the brother Brother Retired

9 Female 89 No Yes Living alone Daughter Work

10 Female 86 No Yes Living alone Daughter Work

11 Female 80 No Yes Living alone Daughter Work

12 Male 90 Yes Yes Living alone Daughter + son Work – work

13 Female 74 No Yes Living with a spouse Spouse Retired

14 Female 75 Yes Yes Living alone Son + daughter in law Work + work

15 Male 77 No Yes Living alone Son Work
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phenomenological expressions (37). This was done by

investigating every meaning unit and transforming the

meaning into more suitable psychological descriptions of

the experiences. In the fourth step, the psychological

descriptions were interpreted and transformed into state-

ments regarding the interviewees’ experiences with the

course of illness and its impact on everyday life. Further-

more, the statements were condensed into three themes

representing the essence of the phenomenon (10, 38,

39). The themes embraced the experiences of patients

and their family members. The analysis utilised the inter-

action within the families where sharing and comparing

perspectives contributed to obtain rich data (29). How-

ever, the analysis focused on the perspectives in a family

context and less on the interaction between the family

members (28, 31, 40). Investigator triangulation was per-

formed several times during the process of analysing the

data to enhance the credibility and trustworthiness of the

interpretation (41). An example of the first four steps in

the analysis is visualised in Table 2.

Findings

Patients and their close family members described the

course of illness as a challenging journey where they

long for life to become as it was before illness struck. The

journey is illustrated in three themes: (1) Being emotion-

ally overwhelmed, (2) Wanting to be cared for and (3)

Finding a way back to life, which represents the essence

of the phenomenon.

Being emotionally overwhelmed

Experiencing critical emergency illness was a tremendous

shock to patients and their close family members. Emo-

tional turbulence characterised a situation where they

felt overwhelmed by emotions like anxiety, uncertainty

and chaos. Before admission, most patients had gone

through hours of severe abdominal pain and vomiting

that seemed unendurable. Loss of control over bodily

responses, feelings of helplessness and difficulties seeing

when their fragile condition would come to an end made

some of the patients wish for an ultimate release from

their sufferings.

. . .if they would just let me close my eyes. I didn’t

want to live anymore (Interview-11, patient)

Family members tried to navigate a situation they

described as chaotic, not knowing whether the patient

would survive.

. . .my day was completely chaotic. I couldn’t get in

contact with anybody to hear if the surgery had

gone well. (. . .) finally, I went there. . . (Interview-

11, daughter)

The patient’s limited ability to communicate while in a

severely weakened condition caused questions about car-

diopulmonary resuscitation to become a family decision,

which increased family members’ feeling of shock.

Several patients felt emotionally out of balance during

hospitalisation and had difficulties collecting their

Table 2 Example of step 1-4 inspired by the phenomenological approach by Giorgi (2009).

Step 1 Step 2 Step 3 Step 4

Raw data Determinate meaning units Transformed meaning units Statements regarding the phenomena

Patient: Well. . .my legs are

powerless. . .

Son: Yes, before you could walk

up and down the stairs

yourself. He can’t do that

now. . .at least not without

help.

Patient: No I need help to walk

up the stair. But to walk down,

I hold on to the banister

because one time I almost

tripped when I walked down.

But to walk up the stairs. . .I

have to forget about that. I am

sick of being stuck in my

apartment on the second floor -

walking from the bedroom to

the kitchen. That’s how my

days go by. I’m sick of

it. . .really. But I can’t do

anything else.

Patient: Well. . .my legs are

powerless. . .//

Son: Yes, before you could walk

up and down the stairs

yourself. He can’t do that

now. . .at least not without

help.//

Patient: No I need help to walk

up the stair. But to walk down,

I hold on to the banister

because one time I almost

tripped when I walked down.

But to walk up the stairs. . .I

have to forget about that.// I

am sick of being stuck in my

apartment on the second floor -

walking from the bedroom to

the kitchen. That’s how my

days go by. I’m sick of

it. . .really. But I can’t do

anything else.//

The patient experiences a loss of

strength in his legs.

The son explains that his father

can’t walk up and down the

stairs by himself. The patient

experienced how he almost

tripped when he tried to walk

down the stairs by himself.

The patient describes how not

being able to leave his

apartment makes him feel stuck

and he is sick of it.

Loss of strength in the legs.

The parent has become dependent on

others.

Not being able to leave home.

Not being able to leave home.

Essence of the phenomena:

Finding a way back to life
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thoughts, but at the same time, they had no clear mem-

ory of what had happened. The family members, espe-

cially the adult children, were shocked to see their close

relative being seriously ill and helpless. Likewise, the

patients were uncomfortable letting their families witness

them being ill and helpless. Nevertheless, they were

thankful that their family visited them often; it made

them feel cared for and less alone.

Wanting to be cared for

The unexpected and overwhelming situation evoked a

request to being cared for in both patients and family

members. During hospitalisation, they experienced both

positive and negative episodes with healthcare profes-

sionals. These episodes left a deep, lasting impression.

Patients and family members emphasised that, along with

being well informed, it was important to be met with

kindness and to feel welcome. They all described episodes

with healthcare professionals being friendly and helpful,

which made them feel safe. They also found healthcare

professionals to be busy and overloaded with work, and

appreciated whenever nurses or physicians took time to

provide information.

. . .he (the surgeon) was incredible telling us what

had happened and what was going to happen, and

what were the risks. Then we had a qualified basis

to help us make decisions. (. . .) We were really

happy about that. We were fully informed. (Inter-

view-10, daughter)

Any healthcare professional initiatives indicating that

they saw the person behind the patient or paid attention

to the family members’ needs were treasured by patients

and their families. It could be small gestures such as a

smile, saying a friendly hello, holding a hand, being

humoristic, or showing interest in the patient or a family

member as persons.

Our grandson had made a drawing, and a nurse

hangs it on the wall so that you could see it. I like

when they take care of the patient in another way

than just saying, “Now I will take a blood sample”

(Interview-6, wife)

Yes, I agree. . . it matters, especially when you are

hospitalized for a long period (Interview-6, patient)

However, more than half of the patients and their

close family members described an attitude in some of

the healthcare professionals that they perceived as

unfriendly, and they did not feel sufficiently informed,

which made them feel uncertain and worried. The wor-

ries increased when they felt that they had to seek infor-

mation themselves without knowing how. A patient

explained that she felt unable to ask the right questions.

Moreover, several family members experienced being

confused and forgetting asking questions or did not know

what to ask. Lack of information and shifting staff made

them feel that the time of hospitalisation was a turbulent

period. The experience of different physicians reading the

patient’s medical file time and time again gave an

impression of discontinuity. Patients wondered why

nurses being responsible for them one day would sud-

denly be responsible for other patients the next day, and

the patients felt annoyed telling the same story

repeatedly.

Some patients experienced unpleasant episodes where

they felt ignored by the nurses or treated in unkind

ways. Such experiences made one of the patients feel

humiliated, and the feeling of humiliation stuck in her

consciousness even a month after discharge.

Well. . .I can still wake up at night thinking about

the hospital stay. It was awful because sometimes I

felt humiliated. I have never felt that way before.

It’s really not a nice feeling. (Interview-3, patient)

Also, family members experienced episodes where they

felt overlooked and ignored, with healthcare profession-

als’ attitude indicating that they were busy and not to be

disturbed. This caused family members to hold back

questions. An unwelcoming attitude made family mem-

bers uncertain and worried, causing them to feel a need

to spend more time at the hospital, feeling responsible

for caring for the patient.

Several times, when I visited my mother, she was

thirsty but had no water. . .nothing! (. . .) Then I went

there three times a day (Interview-3, daughter)

The patients’ need to feel cared for continued after

discharge. Patients living with a spouse generally felt

comfortable going home because they had someone

who cared for them and managed practical daily tasks if

needed. Some who lived alone worried being alone

because their physical performance had decreased, and

they were unsure whether they could manage everyday

tasks on their own. Neither patients nor families felt

involved in the discharge process or they felt that they

had no influence on the discharge date. This decision

was taken suddenly by the healthcare professionals, and

it came on one or two days’ notice. The short notice

was a challenge for the patients living alone and for

their adult children, especially when coordination

between hospital and homecare services failed. Some of

the adult children felt left alone with the responsibility

to coordinate the homecare services.

I talked to a nurse at the hospital and she said that

you might be discharged on Friday. They would let

me know, but they didn’t. (. . .) They said that there

would be a care worker taking care of you when

Experiences after major abdominal surgery 5
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you came home, but no one came. And you were

confused and not feeling well. (. . .) Frankly, it made

me really scared. (Interview-9, daughter)

Finding a way back to life

Being discharged from hospital was a milestone for

patients and their families. They all longed to return to

life as it was before illness struck. However, this was chal-

lenging because physical powerlessness and especially loss

of strength in the legs affected patients’ ability to do what

they did before falling ill. The situation made close family

members help perform tasks like shopping for groceries,

cooking dinner, washing clothes, and communicating

with the homecare services, especially in the first weeks

after discharge. For some family members, this became a

natural part of their daily life, and they were able to bal-

ance their time and energy. For most of the adult chil-

dren, it tipped the work–life balance, and they tried to

manage by spending less time with their own families

and skipped some daily activities.

I don’t want to blame anyone, but my life has been

on stand-by. I haven’t been to the dentist, haven’t

collected my glasses and so on. I have been working,

and then visiting my mother. . .that’s all. . .because I

haven’t had time for anything else (start crying).

(Interview-11, daughter)

The patients and their families’ social life was also

affected by patients’ severe fatigue and loss of muscle

strength. Overwhelming fatigue caused some patients to

withdraw from attending social activities or to attend

without being present.

I feel so tired, really tired. We went to a birthday

party yesterday and suddenly I fell asleep on the

couch. . . what can I do. . . (Interview-6, patient)

A spouse expressed frustration and bitterness because

her husband did not have the energy to participate in

social life like before falling ill; it made her feel lonely.

Other spouses did not express frustrations of the situa-

tion, but either attended social activities themselves or

stayed home. Both patients and their families found the

recovery process to be slow. A patient described the pro-

cess as an unequal struggle where a huge effort to do

exercise resulted only in slow progress. Several patients

participated in an exercise programme in their municipal-

ity. Some of them exercised by themselves at home but

found it hard to keep up the motivation.

For two of the patients, the loss of muscle strength

had severe consequences; they were no longer able to

leave their homes by themselves because they could not

walk the stairs. Not being able to go outside had a sig-

nificant adverse effect on their lives and emotional

well-being.

I’m sick of being stuck in my apartment on the sec-

ond floor – walking from the bedroom to the

kitchen. That’s how my days go by. I’m sick of

it. . .really. But I can’t do anything else. (Interview-

15, patient)

To share worries and frustrations was significant to

patients and family members but was handled in differ-

ent ways. The very thought of being a burden caused

some of them to keep their worries to themselves.

Spouses typically shared their thoughts, while patients

living alone either spoke with their daughter or son or

kept their worries to themselves because they did not

want to burden their adult children or friends. The adult

children typically shared worries with their siblings,

spouses, friends or colleagues, which eased their frustra-

tion and stress.

Discussion

Patients and their close family members found them-

selves emotionally overwhelmed when illness struck.

Facing a life-threatening situation, they were torn out of

their everyday life. Previous studies report that emer-

gency surgery is challenging for patients because they are

acutely unwell, in severe pain and deeply distressed (42,

43). Our findings are similar to those reported in studies

investigating critically ill patients, where patients experi-

ence shock and anxiety, and are dithering between inner

strength and thoughts of giving up life (44). Likewise,

families feel helpless and shocked, and found it difficult

to manage their emotions (16). In our study, close family

members were a crucial support to the patients, and they

spend many hours at the hospital. After discharge, they

continued providing support by helping with various

tasks. This could indicate that patients and families

endured the illness as a family experience. From a socio-

logical perspective, families interact as social units and

they often commit to a responsibility for maintaining

health and quality of life within its members (45). The

sense of being a family may even strengthen when a

close relative is hospitalised with critical illness, and it is

that sense of being a unit that gives them the ability to

endure the emotional turbulence accompanying life-

threatening illness (16, 19).

In this challenging situation, patients and their close

family members experienced a need to feel cared for by

healthcare professionals. The meeting with healthcare pro-

fessionals caused strong feelings spanning from gratitude

and appreciation to anger, bitterness and distress, and it

occupied both patients and family members’ minds even

after discharge. The importance of humanised care has

been emphasised by patients and family members, espe-

cially in relation to situations with critical illness and

hereby high dependence of the staff (16, 46). To be seen

6 J. Petersen et al.
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and heard as a person is crucial to the feeling of well-being,

and negative interactions can have long-term conse-

quences, eroding confidence in healthcare professionals

(43). In our study, some patients and family members

described how they were met with a kind attitude from

healthcare professionals. However, several interviewees

felt overlooked and ignored, as well as uninformed.

Numerous studies report similar findings where patients

and families experienced lack of information, respect and

empathy during hospitalisation, which made them feel

vulnerable and emotionally distressed (43, 47, 48). Being

admitted to a caring ward and feeling well informed have

been found to lead to higher patient satisfaction and even

improved survival (42, 49). One way of supporting

patients and families during hospitalisation and after dis-

charge may be to apply the therapeutic family conversa-

tion model, which aims at supporting the well-being and

resilience of patients and their families (30, 50). However,

the model requires education of nurses so that they can

acquire necessary skills to facilitate families in finding solu-

tions to alleviate emotional and physical suffering (30).

Finding a way back to life endeavouring to return to

daily life as it was before illness is a challenging journey.

In our study, fatigue, powerlessness and loss of muscle

strength in the legs were the most prominent symptoms

among discharged patients. The physical symptoms lim-

ited the patients’ ability to manage everyday tasks and

attend social activities. This affected emotional well-being

for some; impatience and frustration accumulated; and

the recovery process seemed like an unequal struggle.

Likewise, studies investigating patients recovering from

colorectal cancer surgery (10, 51) and patients recovering

after critical illness (13, 44) to refer to normal life as it

was before illness; however, the postoperative recovery

process was slow and not comparable to life before sur-

gery (10, 51). For critically ill patients, full recovery was

not always achievable due to cognitive or physical

impairment, which was hard to accept (13, 44).

In our study, we found that close family members

were affected by the situation in different ways. For

spouses, it felt natural to stand by their loved ones and

provide support during illness. The situation caused only

small changes in the way they shared everyday tasks; a

change they considered as temporary. Nevertheless, their

social life was affected, and spouses often renounced

from social activities and instead stayed home. The

renouncement of leaving the patient alone may reflect a

feeling of personal responsibility to care for the patient

after discharge, and, in some cases, to detect changes that

might require medical attention (17). In our study, the

spouses expressed relief having the patient back home.

The awareness of growing older together and considering

illness a temporary situation may have caused them to

find the situation easier to cope with. However, most of

the patients in our study lived alone and the effect on

the lives of adult children who cared for a parent living

alone was more extensive and tipped the work–life bal-

ance for some. Born-van Zanten describes how families

often assist the patient with routine housework after dis-

charge and that family members’ feeling of responsibility

for the patient may lead to stress or depression, which

affects their own lives (22). Family care can be seen as a

valuable but also hidden aspect of care, a care that effec-

tively caters for the well-being of the care receiver, but

also an underestimated resource in caring for elderly peo-

ple (20). Reasons for engaging in caregiving for a family

member are often referred to as a natural duty or a

meaningful choice (20). Other motivating factors include

perceived gaps in the professional healthcare system, love

for the family member, a feeling of making a difference

and the opportunity to provide personalised care (20,

52). Whether the close family members in our study sup-

ported a spouse or a parent out of feelings of obligation

or as a voluntary choice is not evident.

Methodological considerations

In-depth interviews are one of the best methods for gain-

ing insight into patients and their close family members’

lived experiences (37). We achieved an exhaustive under-

standing of the essence of this phenomenon. However, a

combination of in-depth interviews and observations may

have strengthened the credibility of our study (53).

The researcher who performed the interviews was not

an experienced interviewer, which may have been a

study limitation. However, being aware of her preunder-

standing made it possible for her to bracket any precon-

ceptions and stay open to the phenomenon.

Furthermore, not being employed as a nurse at the unit

and hence not representing ’the system’ was an advan-

tage because this may have made patients and family

members speak more freely about their experiences of

the hospitalisation and the illness trajectory. This may

increase the confirmability of the study (53)

A potential limitation is the risk that the interviewees

give convenient rather than honest reflections out of

consideration for the others (26, 54). Separate individual

interviews with family members may have been another

way to obtain data since such interviews allow family

members to tell their narratives while still preserving

confidentiality and without interference from the other

interviewees (40). However, we aimed to capture the

essence of the various perspectives where the participants

describe and interpret their experiences within a shared

family context (40). Furthermore, we argue that family

interviewing may benefit from a synergistic effect and

reveal essential phenomena that would not have been

uncovered in individual interviews (25). It is possible

that some of the family members moderated their

answers and avoided talking about sensitive topics. Still,
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generally, we found that they expressed their feelings

openly, which showed in their expressions.

Patients and families provided no feedback on our

findings, which may be criticised. However, the inter-

views were performed in a specific moment in a specific

context, which makes verification of data questionable

(33). Instead, investigator triangulation was performed

several times in the process, which may strengthen the

credibility and trustworthiness of our interpretation of

the data (41).

Conclusion

All patients undergoing MEAS and their close family

members experienced this as a challenging journey

where they longed for life to become as it was before ill-

ness struck. However, the journey was not a straightfor-

ward process; instead, it was perceived as a struggle with

challenges that had either to be overcome or integrated

into life. The experience of the illness as a sudden life-

threatening incidence caused patients and their close

family members to be emotionally overwhelmed. In this

critical situation, it was crucial to be met with kindness

from healthcare professionals and to feel well informed.

The meeting with the healthcare professionals left an

impression that occupied their minds even one month

after discharge. The physical side effects of surgery and

hospitalisation were still intense one month after dis-

charge and affected the patients’ ability to handle daily

tasks and attend social events. Close family members

helped with various tasks; and for spouses, it felt natural

to support their loved one during illness. However, most

of the adult children who cared for a parent living alone

felt that their life–work balance was challenged and this

caused frustration.

The findings in this study provide valuable insight into

patients and their close family members’ experiences.

Unquestionably, to be able to respond properly to

patients and family members’ needs, healthcare profes-

sionals must acquire in-depth knowledge of their lived

experiences during the whole course of illness.
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