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Abstract

Aims and objectives: To explore the experiences and needs of relatives being part

of the endovascular therapy (EVT) pathway.

Background: Ischaemic stroke is the third leading cause of death and the most com-

mon cause of acquired disability among adults in the Western world. The most

recently approved treatment for major stroke is EVT. Removing the arterial occlusion

has proven to be the best predictor of outcome. While patients are treated, relatives

are left waiting. Facing the massive shock of their loved ones having a stroke may

cause emotional turmoil and leave relatives with various needs. No previous studies

have explored experiences and needs of relatives who are part of an EVT pathway.

Design: A qualitative design using a phenomenological–hermeneutic approach.

Methods: Semi‐structured interviews and participant observations were carried out.

Data were collected from April 2016–January 2017. Data were analysed using Ricoeur's

theory of interpretation, capturing meaning and ensuring comprehensive understanding.

Results: Four themes emerged are as follows: (a) The first phase—shock, chaos and

feeling paralysed; (b) the all‐important information—sharing is pivotal; (c) professional

loving care—being seen and heard by caring health professionals; and (d) adjusting to

new roles. One essential finding that emerged across all themes was relatives’ con-
stant need for care, for support and for health professionals to “be there.”
Conclusion: Relatives need support and care during the entire EVT pathway. They

tend to be modest and ignore their own needs. Relatives who experience chaos,

fear and worry need to be met by professionals with real presence.

Relevance to clinical practice: These findings will be used as a foundation for

development of local structures and policies that should provide knowledge and

ensure a consistent and proactive approach to meet the needs of the relatives in a

timely and efficient manner.
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1 | INTRODUCTION

Ischaemic stroke is the third leading cause of death and the most

common cause of acquired disability among adults in the Western

world (World, 2009). In Denmark, there are about 12,500 stroke

incidents annually and up to 50,000 Danes live with stroke sequelae

(Dansk Selskab for Apopleksi, 2012). Stroke has reached epidemic

proportions, and 15 million people worldwide are suffering a stroke

each year, of them 5 million are estimated to survive with perma-

nent disabilities (World, 2002). The most recently approved treat-

ment for major stroke is endovascular therapy (EVT), the timing of

which is critical (Goyal et al., 2016). Ischaemic stroke is a serious

diagnosis and demands urgent action to mitigate the extent of brain

damage. Following acute admission to a stroke unit, relatives are

exposed to a potentially traumatic environment involving specialist

staff, technical equipment and rapid decisions. While patients are

treated, relatives are left waiting. Facing the massive shock of their

loved ones having a stroke may give rise to emotional turmoil and

leave relatives with various needs. Thus, the purpose of this study

was to present the immediate and long‐term experiences and needs

of relatives attending the acute stroke unit and being part of the

EVT pathway, in this study referred to as the period from stroke

unset, time in hospital until 3 months post‐discharge.

2 | BACKGROUND

Shortly after a clot occludes, a cerebral artery brain tissue starts

dying. EVT is a mechanical removal of a clot in cerebral arteries, and

the goal of treatment is to restore blood flow as soon as possible

(Leary et al., 2003).

A stroke incident often occurs abruptly with no or few warnings.

In the first hours and days after the stroke, relatives may therefore

harbour feelings of surprise and suspense (Kirkevold, 2002). Unfamil-

iar symptoms such as paralysis, aphasia or cognitive impairment for

the most are a violent and shocking experience (Kirkevold, 2002). A

literature search showed that many explorative studies have investi-

gated the experiences of relatives of stroke survivors; however, these

studies focused mainly on challenges that surface with the caregiver

role; Bakas found that a checklist to identify the most relevant needs

and concerns of individual caregivers were needed during the early

post‐discharge period for the development of appropriately tailored

interventions (Bakas, Austin, Okonkwo, Lewis, & Chadwick, 2002). In

line with that, Brereton concludes that a framework for the prepara-

tion of carers needs to be developed in order to enable caregivers to

feel recognised as important in the caregiving role (Brereton & Nolan,

2000). Although researchers recognise that hospitalisation is a stress-

ful event for the implicated (Eggenberger & Nelms, 2007; Turner‐
Cobb, Smith, Ramchandani, Begen, & Padkin, 2016; Vandall‐Walker,

Jensen, & Oberle, 2007), no recent studies and only a few were found

that focused on the immediate emotional and social needs of relatives

of stroke patients in hospital. Relatives of hospitalised stroke patients

need information, counselling and access to health professionals

according to Van der Smagt‐Duijnstee, Hamers, and Abu‐Saad (2000),

and Brereton adds that during the early stages, the relatives needs for

information were most apparent but also least well addressed (Brere-

ton & Nolan, 2000); yet, Smagt‐Duijnstee et al. based their conclusion

on a qualitative study raising questions like “Did you have contact

with nurses on the ward? What was the reason for this contact? and

“Were you satisfied after this contact?” These findings were later con-

firmed in a quantitative study where questionnaires were filled in after

discharge (Van der Smagt‐Duijnstee, Hamers, Abu‐Saad, & Zuidhof,

2001). However, the questions asked in the above studies seem nei-

ther to focus on the experiences and needs of the relative as an indi-

vidual, nor to give the relative the possibility to speak open‐mindedly

about what might be of importance for him or her in the acute stroke

setting. Thus, there is a risk that relatives’ immediate experiences and

needs are overlooked. In addition, the stroke area faced a rapid devel-

opment; treatment has become more efficient introducing thromboly-

sis and EVT, time in hospital has decreased, and relatives are more

commonly involved and considered a resource (VIBIS, 2015).

Little is known about the immediate emotional and social needs

of relatives who are part of the EVT pathway. Therefore, in‐depth
research describing the experiences of the EVT pathway from the

relatives’ perspective could inform the choice of care and support

provided by health professionals both in the immediate, acute phase

and in the longer term.

3 | METHODS

3.1 | Aim

To explore the experiences and needs of relatives being part of the

endovascular therapy (EVT) pathway.

3.2 | Design

A qualitative design with a phenomenological–hermeneutic approach

was chosen. A way to capture life experience is to encourage

What does this paper contribute to the wider

global clinical community

• The findings from this study can inform the choice of

care and support, provided by health professionals both

in the immediate, acute phase and in the longer term to

relatives going through the EVT pathway.

• Arguments for further engagement and effort in accom-

modating the relatives’ needs in stroke units are pre-

sented.

• These findings provide knowledge about how health pro-

fessionals can ensure a consistent and proactive

approach to meet relatives’ needs in a timely and effi-

cient manner.
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participants to talk about their lives (Kvale & Brinkmann, 2008). The

essential meaning of a phenomenon can be expressed through narra-

tives and by actions of the research object. Whereas phenomenol-

ogy focuses on how the essential meaning arises through subjective

experiences, hermeneutics highlights the necessary conditions for

text interpretation (Lindseth & Norberg, 2004). We therefore gener-

ated data through interviews, adopting a narrative approach. To

enhance understanding of the complexity in the acute situation and

to strengthen the findings of the interviews, participant observations

were carried out (Spradley, 1980). Field notes were taken on aspects

like time, surroundings and statements to enable the researcher to

characterise a given situation. The data obtained were interpreted

using the French philosopher Paul Ricoeur's approach. According to

Ricoeur, interpretation of a text means seeing something new in

what is already taken for granted (Ricoeur, 1973). The presentation

of the findings is supplemented by narrations, where poetic dis-

course is used to facilitate a movement from specific comprehension

to a more common comprehension (Dreyer & Pedersen, 2009). The

Consolidated Criteria for Reporting Qualitative Research (COREQ)

checklist was used as a guideline to secure accurate and complete

reporting of the study (Tong, Sainsbury, & Craig, 2007).

3.3 | Participants and setting

This study is part of a larger single‐centre randomised trial “Goliath”
(General or Local anaesthesia in Intra Arterial Therapy), which aimed

to determine whether the use of general anaesthesia or conscious

sedation during EVT influences patient outcomes (Simonsen et al.,

2016). Relatives of patients randomised in “Goliath” were continu-

ously asked to participate in this present study. Fifteen relatives (12

females) of stroke patients were recruited from the Danish Stroke

Centre at Aarhus University Hospital, Denmark. Inclusion criteria

were as follows: (a) a relative of a stroke patient going through the

EVT pathway, (b) ability to speak Danish and (c) signed informed

consent. Data were collected from April 2016–January 2017. Partici-

pants were recruited in the acute setting. The researcher was called

by the nurse in charge when a patient with expected large ischaemic

stroke was on his or her way to the hospital. The researcher con-

tacted the relatives shortly after the patient's admission to obtain

informed consent to make observations while the patient was hospi-

talised. The relatives counted 11 spouses and four children (adults)

who all accepted participation.

3.4 | Data collection

Observations were carried out in the acute setting with the first

author as the participating observer. Once written consent was

obtained, the researcher followed the relatives to their position dur-

ing the hours of waiting to the recovery unit where they were

reunited with the patient and back to the neurological ward when

the patient was stabilised. During observations, the researcher was

placed in a suitable distance to be able to obtain all immediate

impressions of the situation without interfering the privacy.

Observations lasted up to 8 hr and were used as a foundation for

the following interviews (Spradley, 1980). Participation allows the

researcher to experience activities directly, to get the feel of what

events are like and to record his or her own perceptions (Spradley,

1980). Field notes were taken immediately. Interviews took place in

a private room to ensure that interviewees could speak freely. The

relatives were interviewed again after 3 months to capture experi-

ences in the follow‐up period and to ensure identification of any

experiences and thoughts post‐admission. The interviews lasted 30–
60 min, were tape‐recorded and transcribed verbatim. A pilot inter-

view was conducted to validate the interview questions.

3.5 | Ethical considerations

The first author informed the relatives about the study both orally

and in writing. The relatives were reassured that their participation

was voluntary, that they could withdraw from the study at any time,

and that data would be anonymised. The study was approved by the

appropriate ethics committee (Record number 1‐16‐02‐647‐14).

3.6 | Data analysis

Ricoeur's method of analysis includes three steps: naïve reading,

structural analysis and a critical analysis and discussion (Lindseth &

Norberg, 2004; Ricoeur, 1973). The observations were not analysed

systematically but rather as a foundation for the interpretation of

the interviews because of one primary limitation of interview data;

that is, it concentrates on thoughts and experiences at the expense

of actions (Kvale & Brinkmann, 2008). The naïve reading, the first

reading, yields a general sense of the text and gives the reader an

immediate understanding of the meaning content. In the structural

analysis, the interpretation was carried out at three levels: what is

said (quotations), what the text speaks about (meaning) and the

themes (interpretations; Table 1). The meaning content of the struc-

tural analysis was compared to the observations. According to

Ricoeur, distanciation objectifies the text by releasing it from the

author's (the research subject's) intentions or meanings and gives it a

life of its own (Ricoeur, 1973). In the present study, distanciation in

interpretation is obtained presenting a short story of each theme,

written in the first person but capturing meaning units from all 15

participants (Dreyer & Pedersen, 2009; Table 2). In the critical analy-

sis, the themes are discussed and interpreted in the light of the liter-

ature to achieve a final comprehension.

4 | RESULTS

4.1 | Naive reading

The naive reading gave an initial, spontaneous understanding of how

the relatives experienced the EVT pathway. Below, this understand-

ing is expressed as a meaning of the whole.

The participants described the first period as shocking. Seeing

their loved ones being affected by whatever symptom at stroke
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onset, attending hospital rapidly and leaving the stroke patient in the

professionals’ hands made them feel paralysed and in chaos. While

waiting for answers, it seemed that concrete information was neces-

sary and that such information left them with “something to hold on

to.” It appeared that continual attention from professionals in this

particular period of uncertainty offered relatives peace of mind and

a feeling of being part of the problem that needed to be solved. Rel-

atives, especially older relatives, seemed to be modest; they disre-

garded their own needs both in the acute setting and during the

following days at the hospital. The relatives expressed that it was

important to be seen and heard by professionals and they appeared

to have a need for care of their own.

4.2 | Structural analysis

During the structural analysis, four themes emerged.

4.2.1 | The first phase—shock, chaos and feeling
paralysed

The first hours of the EVT pathway were extremely emotional. Rela-

tives experienced themselves as being in shock and expressed feel-

ings of chaos, being paralysed, confused and frightened: “but
because you are sitting there, and you don't know what is up and

down, what is left and right. You have no… you totally lose con-

trol”(I8). Arrival at the acute stroke unit was hectic, and while wait-

ing, the relatives stayed in a waiting area with other patients and

relatives. Some found waiting among others quite acceptable

because activity in the surroundings distracted them from their

uncomfortable minds: “I was sitting at the round table, I sat there all

night… I was offered a restring chair, I was offered food and coffee

and… I felt fine sitting there letting the world pass” (I2). Others

found it tiring. While waiting in a public area with no sense of calm-

ness, the relatives were left feeling exposed, uncomfortable and anx-

ious. Some needed the feeling of intimacy and being able to react to

the crisis they were dealing with: “Then it would be nice, if there

had been a room that would have allowed us some kind of intimacy,

to cry and to be despairing and sad” (I15). Several relatives reported

TABLE 1 Example of structural analysis

Quote Meaning Interpretation

“What is said”
“My husband arrived in his underwear and I had grabbed my

purse in a hurry. It all happened so quick and I did not even

think about bringing anything for myself. On the ward he got

dressed and he was fed with meat loaf, potatoes, rich gravy and

cake for dessert. I envied him a little because I had not had

anything to eat the entire day. I had a headache, was extremely

tired and I felt dizzy when I arrived at the hospital hotel that

night”
“It was hard for me to take it all in, sometimes my brain was all

empty, and shortly after totally chaotic, because where will this

end?”
“Then it would be nice if a caring person with emphatic eyes

would have asked me how I was feeling. It does not have to

last for a very long time, but it just is not enough to have

information about him having been through this, and now we

are waiting for that”

“What the text speaks about”
The patient is cared for, he gets dressed, and he has a great

meal. The wife who did not eat all day envy his meal, and she

suffers from headache, exhaustion and dizziness

The relatives need more than information about specific issues

regarding the stroke victim. They suffer from the burden of

massive thoughts and worries, and they are anxious. It is

important that health professionals ask questions directly about

the relatives’ well‐being

“The theme”
Professional

loving care

TABLE 2 Short stories of each theme

The acute incident

I am in shock, I am totally beside myself. My husband collapsed

this morning and I am afraid. Everything happened so quickly,

and I prayed to God and all his angels to send us all of their

positive energies. After the emergency MRI, I was told that he

had had a stroke and that he would need surgery. It was a long

wait, hours went by and I felt tense and worried sick, why didn't
anybody come to me? Time felt endless and my mind was

chaotic. I was confused and anxious

The all‐important information

Sitting there waiting, it helped me to know about the specific

procedure and what was to happen in the next hours. It made

me feel that I had something to hold on to. Both the nurse and

the doctor came regularly to inform me about the state of

affairs, or just to offer me a cup of coffee;, that felt nice and

made me feel seen

Professional loving care

I was met by the nicest nurse who showed genuine presence.

With warmth in her eyes she put a hand on my arm and said

quietly: “you did really good making that urgent phone call.” It

was nice being confirmed that what I did was the right thing to

do, and it was exactly that kind of support I needed the most at

that moment. I was fully aware that the attention should

concern my husband, but I, indeed, needed that someone

understood how afraid I felt

Adjusting to new roles

The last months have felt both endless and as if time stood still.

Everything my husband used to handle is now left for me, and

all my needs and wishes have become secondary. He and his

needs consume me entirely. I eat but I lose weight, I sleep but I

am still tired. I try to enjoy all the little things in life that make

me happy, try not to disappear in all this. We still have each

other, what has happened has not broken me, but I miss him. He

used to take care of me, now I am taking care of him
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feelings of being tense and exhausted both physically and mentally.

Along with fear arising from the immediate crisis, there was a fear of

the future: “What consequences will this have for my wife? That is

what I am thinking about, how can we manage this?” (I14). When

busyness reigned on the ward, the relatives restrained their needs

and did not seek answers from health professionals. One relative

was observed in the waiting area while her husband was going

through the EVT procedure. The admitting doctor showed her to the

waiting area after having told her about the results of the scan: that

an operation would be necessary. Time passed without any attention

from health professionals. Others waiting in the same waiting area

were often addressed by the nurse from the outpatient clinic, but no

nurses addressed her. Others received information, were offered

something to eat and drink, but not the wife waiting for her husband

being treated for his stroke. She felt totally ignored and treated

unfairly: “naah they just called for those who were to come in next.

I sat there starving, then she offered the others waiting a sandwich,

but no one offered me a sandwich” (I3).

4.2.2 | The all‐important information—sharing is
pivotal

Courtesy towards the relatives was important for their ability to

obtain a feeling of being seen and heard. It was important that they

felt that health professionals had time to answer their questions, and

regular contact with health professionals was essential for those

who were waiting. Information on concrete facts regarding diagnosis

and treatment was important because it gave the relatives some-

thing to relate to: “It does not have to be for hours, but just to give

an explanation, so that you have something to hold on to, you know,

to get a grip on something”(I7). Several relatives reported that the

procedure lasted longer than they were told. This caused concern

and fear that something had gone wrong, and the time seemed end-

less: “Because you are told that the operation will last between 20

and 90 min, and then when 2 hr passed, you started thinking; hmm

what is wrong, are they in trouble” (I11). Relatives experienced that

being part of the pathway was reassuring and made them feel a part

of the job that needed to be done. That strengthened their sense of

security in the unpleasant situation. Relatives needed information

about the specific processes they were part of, and what the impli-

cations those processes may have for the stroke patient. Due to

them being in crisis, they might not be able to obtain the complete

content of the information, and repetition was required in the fol-

lowing days. They expressed a need for concrete answers to prepare

themselves in their future capacity as informal caregivers. Relatives

might see the stroke patient react differently than usual and needed

information regarding how that could be related to the stroke: “I
needed to talk to the nurse about why my mother does not react,

she seems a bit passive to me and that is not like her” (I11). Being

prepared for whatever challenges might occur in the future was

reported as pivotal. Relatives needed guidance regarding how they

should relate to the stroke patient and deal with the crisis of their

own: “well, the last couple of days, I have asked a nurse about

myself, because I am reacting like this and I am confused about it,

and we talked about how I could hold on to myself, so that was

really nice” (I1). Clearness in communication was reported as essen-

tial and communicating in small doses eased comprehension and the

ability to cope with emotions. “What I really appreciate is the clear-

ness; now you can come in, now we need you to step outside, and I

must admit that I have needed quite much guidance about how to

relate to him” (I9). Furthermore, relatives needed explanations in an

understandable language: “We had such good and ordinary explana-

tions that we got it” (I13).

4.2.3 | Professional loving care—being seen and
heard by caring health professionals

Information was pivotal but not enough in itself. It was reported to

be nice when a nurse sat down, put his or her hand on the relative's

arm and asked directly about his or her well‐being. Several intervie-
wees expressed a feeling of being taken well care of when offered a

cup of coffee. That is, the coffee is not important but the implicit

care in the attention offered; being offered coffee gave a feeling of

being seen: “I think that it is so great that the nurses are aware

of…. just asking that one question; do you need a cup of coffee?”
(I7). Relatives tended to be modest while waiting; they were thankful

for the attention their loved ones received, and they did not want to

be of inconvenience. That made them ignore their own needs: “I
guess that is on me, I haven't been open enough, or reached out for

help” (I13). An older relative was observed after admission to the

stroke unit. She was placed in an open waiting area and left alone

without any health professionals attending to either her bodily or

emotional needs. She did not have anything to eat the first day of

her stay (O13). Busyness reigned on the ward and she did not

expect the health professionals to consider her needs. In the eve-

ning, she saw her husband, who luckily had a great outcome of the

EVT treatment, eating a nice meal, and later on, she was asked to

spend the night in the nearby hospital hotel: “I thought; never mind,

then I drank some juice and I drank a lot of water, you can survive

on that for a long time you know” (I13). The older lady felt uncom-

fortable walking alone in the dark to find the hotel, and she worried

about her ability to find her way down there: “I felt uncomfortable

in the dark all by myself, I thought; am I able to find this place?”
(I13). Relatives who followed the stroke patients in the ambulance

often had had no possibility to pack personal belongings, and they

arrived at the stroke unit in a rush without anything. They were sit-

ting in the same chair in the waiting area for hours, they did not ask

for food or something to drink if this was not offered, and they felt

far away from home. Where the acute admission occurred late in

the evening or during the night, this seemed to be even more dis-

tressing for the relatives because they then had to deal with physical

and mental exhaustion:

“It is just that it is awfully hard for me to hold it all,

sometimes my brain felt all empty and shortly after in

totally chaos for where does this bring us, and can I
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manage that? Then it would be nice to have someone,

with compassionate eyes asking; how are you feel-

ing?” (I10).

The relatives experienced a competent team that acted effi-

ciently; and in spite of the acute situation, the health professionals

were reported to act calmly and professionally as if they had a script

for their actions. That made the relatives feel safe, leaving their

loved ones in the professionals’ hands. It was hard for the relatives

to capture the situation they were dealing with because it involved

rapid decisions, severe diagnosis and disturbing thoughts about the

future. In this particular period, in the very acute situation, it was

crucial for relatives to be seen and heard by a caring health profes-

sional who understood their situation and took the time needed.

Confidence arose when health professionals sat down, looked the

relative in the eye and let him or her speak freely about whatever

feelings he or she had. One relative expressed that a difference

exists between needing information about matters concerning the

stroke patient and needing care yourself: “but if someone came in,

put her hand on my arm, and asked me how I was feeling that would

be nice. The fact that someone touches you makes you open up

your mind. That someone is being nice to you” (I8).

4.2.4 | Adjusting to new roles

During the acute admission and the days in hospital, both patients

and relatives went through an emotional journey; yet, that period

preceded a post‐discharge period characterised by new challenges

and adjustment to new roles in life as a couple. According to the rel-

atives, a well‐coordinated transition from hospital to municipality

was important. Transitions may be confusing and relatives may feel

left alone without knowledge of what kind of help they are entitled

to and who to contact when rehabilitation is discontinued: “that you
are not just left alone, because who are you supposed to contact as

a relative? It seems like a jungle getting through the municipality sys-

tem, right?” (I6). The relatives faced a dilemma when trying to main-

tain a dignified marital relation because the stroke patient was

dependent on the relative's help. This might give rise to disagree-

ment between the couple which was unpleasant: “he sometimes

yells at me when I help him get dressed, I know he is frustrated, but

it still hurts” (I2). Relatives had to deal with frustrations, feelings of

not knowing the stroke patient any more, loss of the partner and

the life they used to live together. If the stroke patient ended up in

a nursing home, feelings of loss and guilt were reported. The rela-

tive's need and wishes faded away, and everything was focused on

the stroke patient, vexing the relative's health and well‐being: “all
that my husband used to handle is now up to me; all that I want has

become secondary. Him and his needs consume me entirely” (I13).

The relatives faced a dilemma living their own lives when their

spouse was disabled and unable to participate in daily life situations.

One relative described how she wanted to be as much as possible at

the nursing home with her husband, but she also needed to live a

life of her own to manage. Another relative expressed how from

time to time she felt guilty about enjoying a nice day in the garden

when the sun was shining; she felt guilty about the little things in

life that they used to enjoy together: “Nothing is as it used to be,

though sometimes, when I am wandering around in the garden, I

catch myself feeling joy” (I7). An experience shared by the relatives

was the lack of access to competent health professionals with speci-

fic knowledge within the stroke area. After discharge, after rehabili-

tation and after follow‐up visits, patients and relatives were on their

own. They felt like having reached a dead end in their effort to seek

guidance and support related to the stroke patient or to their own

needs: “I did not know where to go with these problems, I felt alone,

you know, 3 months have passed, but my husband still suffers from

the stroke though he does not look like it, and I need someone who

understands that” (I4).

5 | DISCUSSION

This study provides knowledge of relatives’ experiences being part

of the EVT pathway. Themes emerging from the analysis show that

they went through an emotional period and needed information and

care from health professionals both acutely and in the longer term.

In the first phase of the EVT pathway, uncertainty arose from the

unpredictable and uncontrollable nature of the stroke incident. This

uncertainty resonates with an Australian study that investigated

experiences of family carers to patients with acute coronary syn-

drome. Authors here describe that a highly technical critical care

environment and the suddenness of the illness created an anxiety

for relatives that pulled them out of their everyday comfort and

caused existential uncertainty (Gullick et al., 2017).

Irrespective of the theme addressed, the relatives constantly

needed care, support and the nurse to “be there,” with care being

tantamount to time spent on information, listening, acknowledging,

supporting and being genuinely there. A conceptual review (Cameron

& Gignac, 2008) reports similar needs among relatives of stroke sur-

vivors whose needs occurred continually throughout five phases:

event/diagnosis, stabilisation, preparation, implementation and adap-

tation, of which the needs in the three first mentioned phases cover

the acute hospital setting (Cameron & Gignac, 2008). The findings in

our study illustrate that the attention the relatives received from

professionals was often limited to information regarding diagnosis,

medical treatment and rehabilitation plans. Knowledge was pivotal in

the acute phase, and receiving knowledge left the relatives with a

feeling of having something to hold on to, which helped them con-

trol the chaos of the situation (Smith, Lawrence, Kerr, Langhorne, &

Lees, 2004). However, knowledge itself was not enough. Our study

shows that relatives have an essential need for emotional support.

Most relatives in our study explained that the research interview

was the first time they were asked directly about their feelings and

had the opportunity to express emotional issues related to their

well‐being. This may be so for several reasons. Thus, busyness is

described in the literature as a major cause of relatives not

approaching the nurses with questions or other needs (Brereton &
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Nolan, 2000; Smith et al., 2004). A similar finding was reported from

the Netherlands where relatives found it difficult to go to the nurses

because they did not want to disturb the nurses in their work (Van

der Smagt‐Duijnstee et al., 2000).This was also clear from our study,

where nurses did not relate to relatives’ needs due to busyness. If

they had had the time needed to approach the relatives and consider

their needs and listen to their unspoken call for support, it is likely

that they might have been able to provide the emotional care the

relatives needed. Hence, relatives who experience chaos, fear and

worry need support and to be met by professionals “who are gen-

uinely there.” When psychosocial support is provided and the rela-

tives’ basic needs for food and rest are catered for, relatives seem

to have a feeling of being genuinely cared for. Vandall‐Walker et al.

(2007) refer to this as the nurses have to “advocate” for the rela-

tives in terms of promoting self‐care in which basic amenities for

food, rest and comfort are made available.

In our study, especially older relatives seemed to need increased

attention from professionals. They come with modesty, humility and

gratefulness for their partner receiving competent treatment, which

holds them back as far as their own needs are concerned. Basic

human needs—such as food, something to drink and sleep—were

ignored, and their need for care became secondary. Other authors

have described similar findings from an intensive care unit, where

the patient and the hospital became the family member's focus, and

other responsibilities were secondary. As a result their life went out

of balance and drained their resources (Vandall‐Walker et al., 2007).

The older people, in particular, were exhausted physically and men-

tally and were struggling with deterioration due to age and comor-

bidity; they felt challenged healthwise and uncertain about how to

handle their new everyday life situation. Another study from an

intensive care unit also highlights the importance of relatives’ need
to share the burden of receiving bad news, and making difficult deci-

sions and that they need to feel cared for themselves (Higgins,

Joyce, Parker, Fitzgerald, & McMillan, 2007). In line with that, Del-

mar explains that no one asks for care, because asking for care is

fundamentally an exposure of oneself. It is something more than ask-

ing for a thing or asking for information (Delmar, 2012). This sug-

gests that the professionals are responsible for accommodating the

relatives’ unspoken needs.

Several studies confirm that relatives need information about

what changes and challenges to expect in the future (Brereton &

Nolan, 2002; Gullick et al., 2017; Van der Smagt‐Duijnstee et al.,

2000). These studies argue that information can allay family members’
concern about the future. However, some information cannot easily

be given because of patient confidentiality. Furthermore, many rela-

tives seek information about prognosis, which is particularly difficult

to provide because EVT treatment is new and evidence of long‐term
outcomes does not yet exist. Furthermore, health professionals are

generally not inclined to make specific predictions for fear of later

criticism if their predictions do not mirror reality (Wiles, Pain, Buck-

land, & McLellan, 1998). However, much information is needed on

such issues as how to deal with the effects of stroke, what to expect

in the future and where to seek help regarding particular services. In

other words, the relatives of stroke patients need to be actively pre-

pared in hospital for their future role as a relative of a stroke survivor;

especially noteworthy is that health professionals have to initiate this

process of preparation. Vandall‐Walker et al. (2007) suggest that

nurses responding to family members’ departures at the end of visits

and when the patient is transferred from the unit facilitate their mov-

ing on by guiding their decisions and helping them find meaning. The

relatives in our study reported that if they wanted to gain a more

complete understanding of their role, they needed to be proactive

and take the initiative themselves; especially after the stroke survivor

had been discharged from rehabilitation, they had a feeling of being

left in no man's land. This was also found in Brereton's study where it

is stated that the need to gain understanding continues in the period

after hospital discharge as the full implications and impact of the

stroke began to emerge (Brereton & Nolan, 2000).

Involvement of relatives has become a much discussed area in

the healthcare system, and relatives are often seen as a resource for

both patient and health professionals (Aadal, Angel, Langhorn, Peder-

sen, & Dreyer, 2017; Angel, 2015). Consideration about relatives’
actual ability to take responsibility must be prioritised, and health

professionals must constantly be aware of relatives’ own needs for

support (Wallengren, Friberg, & Segesten, 2008). Particularly impor-

tant is that relatives cannot become a resource until their own needs

have been met. A respectful interaction, which acknowledges the

relative as a person of consequence and sees him or her as an indi-

vidual who might have needs of his or her own, is important. The

findings of this study indicate that there is a need for considerable

improvement and implementation of the modest aims of the national

strategy for relatives if they are to become a valuable resource in

the care for stroke patients.

5.1 | Study strength and limitation

To ensure rigour, triangulation of methods, data sources and analysis

was performed (Mays & Pope, 2000). This approach allowed identifi-

cation of patterns of convergence required to develop an overall

interpretation of the findings.

To ensure rigour in the observational part of the study and to

strengthen credibility (Wu, Thompson, Aroian, McQuaid, & Deatrick,

2016), prolonged engagement with the participants was prioritised,

and the use of field notes during the entire observational period

enhanced memory of exact episodes of importance for the concep-

tion of the hole (Spradley, 1980). To strengthen the trustworthiness

of the data, interviews were tape‐recorded and transcribed by the

interviewer without subjective interpretation at this phase. State-

ments were frequently summarised and restated by the interviewer

to verify the meaning content (Kvale & Brinkmann, 2008). In qualita-

tive research, authors’ preunderstanding may affect the interpreta-

tive process (Tufford & Newman, 2012), and as a researcher in own

field, the first author was carefully maintaining self‐awareness

through critical reflection to avoid a biased comprehension. Follow‐
up interviews after 3 months allowed participants to correct or clar-

ify former statements and to contribute new perceptions of their
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experiences. The sample size used in this study was suitable for a

qualitative study and afforded us with in‐depth understanding of the

experiences and needs of relatives being part of an EVT pathway.

However, the sample size is not sufficiently large to allow findings

to be generalised to other communities and that females were over‐
represented might have influenced the reported experiences. In addi-

tion, the authors are aware that the relatives might not have been

willing or dared to narrate the whole content of their experiences;

nevertheless, the first author tried to create a permissive climate and

helped relatives feel free to relate, relying on the interviewer's pro-

mise of confidentiality (Lindseth & Norberg, 2004).

6 | CONCLUSION

This study informs our understanding of the experiences and needs

of relatives being part of the EVT pathway. Information is pivotal

but not enough in itself. Relatives experience being part of the path-

way as reassuring, and this makes them feel privy to the job that

needs to be done. Confidence arises when health professionals sit

down, look the relative in the eye and let him or her speak freely

about his or her feelings. Relatives tend to be modest, they are

thankful for the attention their loved ones receive and they do not

want to be of inconvenience. This makes them ignore their own

needs. Relatives who experience chaos, fear and worry need support

and need to be met by professionals with real presence. When that

happens and attendance is given to relatives’ basic needs, they get a

feeling of being cared for.

7 | RELEVANCE TO CLINICAL PRACTICE

This study presents arguments for further engagement and effort in

accommodating relatives’ needs in stroke units. Caring for the stroke

patient requires not only an understanding and obligation towards

the patient's relatives but considerations of relatives being recipients

of nursing support as well. Nurses have the means to reduce emo-

tional turmoil and uncertainty by providing information about speci-

fic actions throughout the EVT pathway, including the recovery

period and by helping relatives find a way to talk about the situation.

Our study reveals that all aspects of professional loving care affect

the relatives along the EVT pathway. We recommend that efforts be

devoted to developing and making help‐seeking resources available

and providing relatives with opportunities for sharing experiences

and receiving social support after discharge. Overall, this study pro-

vides important knowledge about how health professionals can

ensure a consistent and proactive approach meeting relatives’ needs
in a timely and efficient manner.
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