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Being a Relative on the Sideline to the Patient with Oesophageal Cancer:  

A Qualitative Study Across the Treatment Course 

Word count: 4846 (excluding abstract, declarations and references)  

Abstract 

Background: Being a relative of patients with oesophageal cancer or cancer in the oesophageal 

junction is stressful, as the health care system often overlooks concerns about the future as well as 

the roles and needs of relatives. There is a lack of research addressing relatives’ experiences, roles 

and needs for participation in decisions. 

Aims and objectives: To explore relatives’ experiences before the start of treatment and their subse-

quent roles and needs for participation in treatment decisions. 

Design: A qualitative approach based on a phenomenological – hermeneutical methodology was 

used. 

Methods: Data consisted of participant observations and semi-structured interviews with 19 rela-

tives of patients with oesophageal cancer. We analysed data with inspiration from Ricœur’s theory 

of interpretation.  
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Results: The relatives were fellow sufferers, experiencing uncertainties and fear for the future with 

the patients, but they were simultaneously a challenged anchor during a difficult time, actively in-

volved in handling the diagnosis and the everyday life. The relatives were positioned on the sideline 

both by the professionals and by themselves; they took a passive and subordinate part in decisions.  

Conclusion: Relatives are central to cancer care and treatment. Adequate and timely information is 

imperative for relatives as well for patients in order to facilitate SDM. We advocate for a new ap-

proach to relatives in order to prepare the relatives for their roles and support their individual needs 

but also to acknowledge relatives’ knowledge about everyday life from the relatives’ perspective. 

Keywords: Cancer, Family, Experiences, Hospital, Qualitative Study, Decision-Making Introduc-

tion 

A cancer diagnosis affects the whole family and may be physically, emotionally, socially, and fi-

nancially demanding to relatives, yet the health care system often overlooks the role and needs of 

relatives (1, 2). Being a relative to patients with oesophageal cancer or cancer in the oesophageal 

junction (EC) is stressful, involving concerns about the future, given that patients with EC have a 

five-year survival rate of 15-34 % (3-5). Furthermore, the relatives are burdened  by a long treat-

ment course on 6 to 9 months, which in Denmark and most other countries include surgery in com-

bination with chemo radiation or chemo therapy (6). Moreover, an increase in outpatient treatment 

means that relatives are becoming increasingly responsible for patients’ physical and emotional care 

(2, 7). Approximately 400,000 patients per year receive an EC diagnosis, making it the eighth most 

common cancer disease (8). 

 

Background 

Changed routines within the family can affect the lives of the relatives of patients with EC, as the 

patients’ symptoms often have reached a threshold before patients seek help by general practitioner; 

this puts a strain on relatives and restricts their range of activities (3, 9). Looking at the treatment 

course causes relatives to face fear and anxiety; acquiring appropriate information and having in-

volvement in decisions about the upcoming treatment are important (10). One study of patients with 

EC showed that surgeons at preoperative consultations tended to focus on information about tech-

nical details and risks connected with the surgical procedure, but the patients wanted details about 

long-term issues including recovery, impact on quality of life and survival (11). However, this study 

did not explore the perspectives, roles and contributions of relatives. A meta-analysis from 2007 

based on 13 qualitative studies on living with EC, and clinically similar forms of cancer, uncovered 
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that patients and family members experienced crises as they were confronted with the cancer and its 

aggressive treatment (3). Furthermore, the meta-analysis showed that the suffering was associated 

with the patients’ symptoms and the side effects of treatment, affecting both patients’ and relatives’ 

social world and their relationships. However, out of the 13 studies in the metaanalysis only one 

study addressed relatives experiences and four studies addressed both patients’ and relatives’ expe-

riences.  In general studies investigating the relatives’ experiences are few 

     How relatives’ lives are affected and how they are engaged in participating in healthcare is im-

portant. Healthcare is currently undergoing a higher degree of patient-centeredness and patient par-

ticipation and also the concept of shared decision making (SDM) is discussed (12-14). In SDM em-

phasis is on patients, who decides, whether or not relatives are active in the decisions. The ways in 

which relatives of patients with EC experience meeting with healthcare professionals and their role 

in decisions have not yet been investigated. Therefore, this study aimed to explore relatives’ experi-

ences before start of treatment and their subsequent roles and needs for participation in treatment 

decisions. 

 

Methods 

Design 

Given that the focus of the study was relatives’ experiences and participation in treatment decisions; 

we applied a phenomenological-hermeneutical approach. We conducted a field study with partici-

pant observations inspired by Spradley and Emerson (15, 16)  and qualitative semi-structured indi-

vidual interviews inspired by Kvale and Brinkmann (17). Participant observations provided the op-

portunity to capture the process of the decision-making regarding treatment and show how the rela-

tives were involved in decisions. We based the analysis and interpretation on the work of Paul 

Ricœur’s theory on narrative and interpretation (18-20). 

 

Setting and Participants 

We conducted the study at a University Hospital in the Region of Southern Denmark; this hospital 

is one of four centers in Denmark that treats patients with EC. Between March and November 2017 

a total of 19 relatives were included in the study. Recruitment was conducted by the first author. 

Relatives were identified by the patients and were invited to participate at the patients’ first consul-

tation about the treatment plan. Inclusion criteria were the following: close relatives to patients who 

had to undergo surgery and oncological treatment with biopsy-confirmed EC (adenocarcinomas), 
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Danish speaking over 18 years with ability to communicate. Table 1 shows an overview of partici-

pants. No relatives declined to participate. 

Table 1 Overview of Participants. 

 

Ethics 

The study was conducted in accordance with the Declaration of Helsinki (21), and approved by the 

(blinded). Relatives and healthcare professionals (surgeons, oncologists and nurses who participated 

in outpatient consultations) received oral and written information about the study and the relatives 

signed an informed written consent. Before each participant observation and interview, oral infor-

mation was repeated to give relatives’ the opportunity to reconfirm consent and to ensure they un-

derstood they could withdraw from the study at any time without implications for their care and 

treatment. Also health professionals gave oral consent before observations. Anonymity was en-

sured, and recordings and findings were processed and stored confidentially. 

 

Data Collection 

Participant observations and semi-structured interviews were conducted by the first author. Figure 1 

shows an overview of the treatment pathway and data collection. The observations were at outpa-

tient consultations and lasted between 35 to 90 minutes. In total, 30 hours of observations were 

conducted at the surgical and oncological departments during outpatient consultations in which de-

cisions regarding treatment occurred. Observations took place at two occasions; at the department 

of surgery, where patients and relatives had a conversation with the surgeon about treatment op-

tions, and at the department of oncology before the onset of treatment with chemotherapy, where 

the oncologist, patients and relatives had a conversation about the chemotherapy. Relatives were 

present at all the consultations, except from one patient, who had a fragile wife who could not phys-

ically participate in consultation. Observations included all relatives, but the fragile wife. Descrip-

tive field notes, including direct quotations, were made and afterwards transcribed in accordance 

with Emerson and Spradley (15, 16). The focus of the participant observations included: 

 How was the interaction between patient, relative and health professionals?  

 How did relatives participate in treatment decisions and what role did they take?  

 How was the relative informed about investigations, diagnosis and treatment plan?  
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     Participant observations gave context to the interviews and facilitated an ongoing interpretation 

of how or if relatives were invited to participate in treatment decisions, and gave an opportunity to 

observe how the relatives became part of treatment decisions. 

     XXX  conducted individual interviews with 19 relatives two to three weeks after the diagnosis 

was communicated to patients and before the start of neoadjuvant chemotherapy. Three interviews 

were conducted with two relatives, by choice of the relatives. The relatives decided whether the 

interview took place at their home or at the hospital. The interviews followed a semi-structured 

guide with open-ended questions, focusing on the following topics:  

 Experiences with being related to a patient with EC 

 Experiences along the diagnostic pathway 

 Roles and needs regarding the patients and treatment pathway 

 Roles, needs and experiences in decisions regarding treatment 

The interviews lasted between 19 and 70 minutes and were digitally recorded, transcribed verbatim, 

and analysed together with the field notes.  

Figure 1 Overview of the EC Treatment Pathway and Data Collection 

 

Data Analysis and Interpretation 

We used the program NVivo version 12 to facilitate the analysis (22). Data were analysed and in-

terpreted with inspiration from Ricœur’s theory of interpretation (18-20). To Ricœur it is essential 

that there is a movement from the author’s intention to a deeper understanding of what the text re-

fers to in the world and is a way of making distance (20, 23). We analysed data from observations 

and interviews through three steps: a naïve reading, a structural analysis, and a critical interpretation 

(18, 19, 24).  

     In the naïve reading the text consisting in both transcribed field notes and interviews were read 

several times as one coherent text to obtain an overall understanding of the text as a whole. Follow-

ing the naïve reading a structural analysis was carried out. This can be seen as the mediation be-

tween the naïve understanding and the critical interpretation and is an explanatory procedure (20). 

In the structural analysis the text was read again focusing on meaning units (what is said/observed). 

This refers to quotations/field notes that illuminate meanings and represent the data. From the 

meaning units were derived units of significance (what is being talked about). Sub themes and final 

themes were further interpreted from the units of significance and is a dialectical process, which is 
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described by Ricœur as a dynamic interpretative process (20). Table two illustrates the structural 

analysis and the results of the study. 

Table 2 Structural analysis and results of the study 

Researcher Reflexivity and Trustworthiness 

The first author (XXX) conducted participant observations and semi-structured interviews. XXX is 

an experienced interviewer and surgical nurse, who works in the Department of Surgery, although 

not in the units studied. By combining participant observations and interviews the validity of data 

could be increased as it was possible to ask clarifying questions based on participant observations. 

This facilitated an ongoing interpretation of the relatives’ perspectives throughout the study (25). 

During observations the nine areas in Spradley’s matrix (described on page 78) were used to ensure 

a systematic documentation of the observed situations (15). 

     Moreover the trustworthiness of the study was strengthened by illustrating the details of rela-

tives’ descriptions in the analysis using the direct quotations. The process of analysis and interpreta-

tions were discussed with the other authors in order to identify patterns and diverse cases and to 

reflect on possible alternative interpretations. The first author (XXX) transcribed all the interviews 

and field notes. 

 

Results 

The naïve reading and the structural analysis identified three themes: (a) being a challenged anchor, 

(b) surveying the scene of treatment, and (c) making decisions are not my department. The first 

theme “being a challenged anchor” reflects the relatives´ experiences with diagnoses and everyday 

life before start of treatment, and the second theme addresses how relatives’ use different strategies 

to manage everyday life and create a survey of the treatment. The third theme “making decisions 

are not my department” addresses relatives’ role and needs for participation in decisions. Table 2 

illustrates the systematic process in the structural analysis and present themes and associated sub-

themes. Themes and subthemes represent what is said across the data and creates a meaning of what 

the text speaks about. The structural analysis will be elaborated in the following section. 
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Participant observations showed that relatives generally were present in the patients’ consultations 

with health professionals. Relatives could add important information in consultations as shown in 

this field note from an outpatient consultation.  

“The wife looks at her husband and says,”It is not correct that you almost eat as usual. You 

are eating food of more liquid substance than you usually do and your drinks are high-

protein” (Field notes P19).  

During consultations relatives often put into words their view on how the patient managed everyday 

life, and how the mutual everyday life was affected by the cancer disease. However, participant 

observations showed that relatives were not always invited to be an active part of the consultation 

by the health professionals as shown in the following field note. 

“The wife is close to choosing a chair but is told by the doctor, that this chair belongs to 

the patients” (Field notes P2).  

Participant observations showed that relatives often did not have an established role in consultations 

but were merely looked upon as an appendage to the patients leading to relatives were positioned on 

the sideline and not anchored in consultations. This meant that relatives themselves had to be persis-

tent if they had a wish for an active part in consultations. 

     During interviews it was clear that relatives had an awareness of the severity of the disease and 

most of the relatives expressed that the speed in diagnosing was a good thing. 

”Well I am aware that the speed in diagnosing means that the sooner start of treatment the 

better.”(Interview P1).  

However, some relatives also expressed that the speed in diagnosing meant they did not get time to 

reflect about the new life situation, which made it more difficult to navigate in the upcoming treat-

ment course. 

”You can write off your chance of growing accustomed to the new situation.”(Interview 

P10)  

For some relatives, it was vital that they had the time to adjust and prepare themselves for the up-

coming treatment, and they expressed that the speed in diagnosing made them feel behind in the 

schedule.  

     Interviews revealed that relatives could feel obliged to inspire confidence in the patient regarding 

future and put up a façade. 

”Being a relative is a strain on you, because you feel you need to put on a facade and look 

happy.”(Interview P4).  
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Putting up a facade could be a struggle for relatives; they often suppressed their own anxiety and 

doubt about the treatment and future and felt an obligation to possess strength not only for them-

selves but also for the patient. Relatives were under a lot of strain, when the patients were worn out 

by the cancer, as they themselves also struggled with thoughts and possible worries about the fu-

ture. 

 

Enduring uncertainty 

In the interviews relatives expressed they experienced a high level of distress and anxiety like the 

following quote illustrates. 

”I think it was worse for me than my husband. He was in his usual way. The day we got 

the diagnosis I was totally confused and didn´t know what to do… I am afraid that my 

husband won’t make it. I wake up every night with my jumble of thoughts.” (Interview 

P17)  

Relatives felt their daily lives collapsing and they lost control. Being confronted with the cancer 

disease gave uncertainty and doubt about the future and life itself could no longer be taken for 

granted. Relatives expressed concern about the severity of the disease and had a lot of thoughts 

about the future. 

”I said sell all of it. I cannot manage dealing with it by myself. Your whole life is turned 

upside down.”(Interview P18)  

Often they had fears about their economic situation and had a need to establish an overview of the 

situation. They struggled to keep a sense of perspective and felt obliged to be the anchor in the un-

certainty regarding the future and possible treatment.     

     In the interviews relatives expressed they could be fi lled with hopelessness and fear for the fu-

ture and their own vulnerability as shown in the following. 

”Well I try being there and supporting my husband as much as I can. I try not to be too 

negative in my thoughts and get overwhelmed by the situation. I thought I was going to 

work, but I felt so miserable and couldn’t do anything but cry.”(Interview P18)  

When relatives felt overwhelmed by the new situation and gave way to their own vulnerability, they 

felt they had failed in being anchors and left the patient in the lurch. They expressed a need to be in 

charge and have strength for both themselves and the patient.                                                                                                                             

 

Surveying the Scene of Treatment 
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Balancing everyday life 

 In the interviews relatives expressed that in order to handle negative thoughts and overwhelming 

feelings of anxiety, they had to create a refuge from the disease and balance everyday life. 

”The disease cannot be present all the time. It is there, but we need to do normal things like 

go for a drive and have visits from our children and grandchildren.”(Interview P1)  

Relatives had a constant awareness about the disease, and going on with ordinary life was a way to 

handle the difficult situation. Creating a refuge meant they could keep a sense of normality and sta-

bility in everyday lives, which was important because it helped them to manage everyday life and 

made them feel more in control of the situation. 

     Some relatives stated that they could not handle the uncertainty on a long-term basis but needed 

to take it day by day. 

”We need to take one day at a time and see what happens.”(Interview P16)  

Because the disease was perceived as life-threatening, maintaining everyday life was important and 

helped them feel capable and active.  

 

The light at the end of the tunnel 

Participant observations and interviews showed the diagnosis was a challenge for the relatives, and 

they struggled to changed living conditions. Knowing there was the possibility of treatment was a 

comfort and a relief. 

”When we were told that the cancer hadn’t spread and it looked treatable, then the knot in 

my stomach disappeared. That information was comforting. It was like a light at the end of 

the tunnel.”(Interview P18)  

Relatives were aware of the uncertainty of the prognosis, but being offered treatment was a relief 

and meant there was hope for the future. It was easier to adapt and accept the disease when there 

was a chance of cure. Furthermore, the offer of treatment meant they could see a long-term outlook, 

making the future less unpredictable. They expressed they had overcome the first hurdle and were 

given a solution and a way forward, which made them feel more in control of the situation. 

 

Making Decisions Are Not My Department 

Taking a subordinate part 

From the relatives’ perspective, they should not be part of decisions, and it was natural that health 

professionals did not invite them to participate. 

A
u
th

o
r 

M
a
n
u
s
c
ri
p
t



 

This article is protected by copyright. All rights reserved 

”In my opinion it is my husband who needs to play a leading role. He is the one who 

makes the decision in the end. I am comfortable being in the background.”(Interview P5)  

Participant observations and interviews revealed that relatives took a subordinate part in consulta-

tions, as they considered the consultation to be owned by the patient. From their perspective, treat-

ment decisions were not for them to make or influence. Often, because they regarded the patients as 

gatekeepers who determined relatives’ degree of participation, they acknowledged the patients’ au-

thority and did not feel at liberty being involved in decisions. However, they might have questions 

themselves, which they did not always get the permission to ask. 

”It is my husband who has the disease but I also need to know stuff. We don’t always 

agree on which questions to ask.”(Interview P14)  

Relatives and patients were not always in agreement about which questions to ask, which made it 

difficult for relatives; they were left with unanswered questions about what were, for them, im-

portant issues. 

 

 

 

 

Depending on the experts 

Relatives expressed in the interviews that the amount of information they received from health pro-

fessionals was large, but they also acknowledged the need for an overview of the treatment path-

way. 

”We receive so much information, and you can think, come on, it’s a lot to digest, but it 

gives you a sense of security, knowing what to expect.”(Interview P5)  

Knowledge of what to expect and how to manage the effects of treatment made relatives feel more 

at ease with the whole situation. It was important that health professionals were honest in their 

communications. 

” It is nice that the information is straightforward and nothing is sugar-coated.”(Interview 

P7)  

Relatives appreciated straight forwarded communication, in which they knew what to expect from 

treatment. Even though they felt more at ease, they reflected that they were unfamiliar with the 

treatment, and that it could be difficult to know which questions to ask. 
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”Well, it is so easy, telling patients, if they have any questions. What on earth should they 

ask about? They have no ideas.”(Interview P10)  

Relatives acknowledged they needed a base of knowledge in order to ask questions, but sometimes 

they chose not to ask questions about the future as they relied on the authority of health profession-

als. 

     During participant observations and interviews the relatives expressed that they acknowledged 

the treatment course represented the only possibility of long-term survival, and because it was cru-

cial for them that the patient was a candidate for treatment, they felt they did not have a choice but 

to follow the proposed plan. 

”I wouldn’t say we have been involved. We have merely been informed about the best 

treatment pathway and accepted the proposed plan. That’s fine. We are not the experts.” 

(Interview P5)  

Relatives needed to have confidence in health professionals, as they were depending on their exper-

tise and their suggestions for the best treatment plan. Therefore they accepted they were not actively 

involved and were merely informed about what the health professionals thought was the best plan 

for treatment. 

 

Discussion  

There were two main findings from the study. First, the relatives were fellow sufferers, sharing un-

certainties and fear for the future with the patients, but they were simultaneously a challenged an-

chor during a difficult time, actively involved in handling the diagnosis and the everyday life. Se-

cond, the relatives were positioned on the sideline both by the professionals and by themselves; they 

took a passive and subordinate part in decisions, a role they anticipated and appreciated. 

     In the following, being a fellow sufferer and a challenged anchor will be discussed in relation to 

other research as well as the dual-process model of coping with bereavement, as the model can ex-

plain relatives’ experiences with the EC diagnosis and replanning of the everyday life (26, 27). We 

will discuss relatives’ participation and role in decisions in connection with the concept of shared 

decision making (SDM) (13, 14). 

 

Being the Fellow and a Challenged Anchor 

We identified that relatives struggled to handle the uncertainty caused by the EC diagnosis and pos-

sessed a role as  challenged anchor with a duty of keeping a sense of perspective and maintaining 
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everyday life for the family. However, this was not always possible, due to relatives’ own fears and 

concerns for the future. They perceived an emotional conflict between the need to take care of the 

patient and the inability to do so. Another study has shown that spouses of patients with gastrointes-

tinal cancers thought they had a duty as partners, to manage affairs, although they were worn out 

themselves (28). In addition, several studies have showed that cancer relatives often struggle quietly 

and are unprepared for day-to-day demands when caring for their loved ones (1, 29, 30).  

     Living as relative of a patient with EC, with the accompanying thoughts of possible death, can 

also be seen as dealing with bereavement of the former secure life. Stroebe and Schut described a 

model of coping with loss associated with bereavement as a dual-process model, wherein the be-

reaved person oscillates between loss-oriented and restoration-oriented appraisal processes (26, 27). 

Although relatives in our study were not bereaved relatives, we can apply the model to our findings 

in that relatives can be seen as grieving for their former secure lives. In our study, we found the 

loss-oriented appraisal shown in relatives’ expressions of thoughts of the possible lethal outcome; 

these relatives’ were in a process of confrontation and acceptance of the possibility of a fatal out-

come and the loss of their loved ones. This is similar to other studies showing that relatives experi-

ence the diagnosis as coming up against an unpredictable enemy, as the patient changes from being 

healthy to being close to death very rapidly (3, 31, 32).  

     In our study, relatives felt responsible for maintaining everyday life, keeping a sense of perspec-

tive, and surveying the scene of treatment, which points towards that relatives are coping in a resto-

ration-oriented way to handle the anxiety and distress caused by the EC diagnosis. Rethinking and 

replanning one´s life in the face of bereavement can be seen as an essential component of grieving 

(27), and one could say it is sign of continuing normal routines, which serves as a refuge from the 

disease. We found that creating a refuge was important, helping relatives handle anxiety and dis-

tress by regaining control and taking charge of their lives. However, creating a refuge can be diffi-

cult in a system in which patients and relatives are constantly shuttling from home to outpatient 

examinations and treatments, between the surgical department and the oncological department, and 

between the general practitioner and the hospital. The treatment pathway for EC patients is charac-

terized by a large number of health professionals and can be seen as a train journey with numerous 

transfers between stations. Relatives need a basis of knowledge in order to build realistic expecta-

tions about treatment and recovery (33). If relatives have a clear plan for the treatment schedule, it 

is easier to maintain everyday life and create a refuge. 
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Decisions about Treatment 

Relatives were sidelined by the professionals and by their own behavior, taking a subordinate part 

in decisions. This could be due to the fact that relatives trusted health professionals to help in navi-

gating the illness and treatment course, which is similar to other findings (4, 9). However, the rela-

tives’ trust in health professionals could also stand in the way for participating in decisions. Fur-

thermore, in Denmark and some European countries, cancer diagnostics and treatment are organized 

in a nationwide cancer pathway aiming at reduction of diagnostic delay, initiation of the immediate 

onset of treatment, and optimization of resources (34-36), which leaves families little time to con-

sider and discuss decisions before they must accept the treatment plans.    

     The implication of SDM is that health professionals inform patients about treatment options, 

outcomes, and uncertainties, inviting patients to participate in weighing treatment alternatives, 

which means that individual patient perspectives and preferences must be taken into considerations 

(13). The model of SDM is aimed at the patients, who decide whether or not relatives participate, 

although relatives can be seen as part of the decision and capable of supplying important infor-

mation about how the patient manages daily life. Our study revealed that some relatives were not 

able to take in all the information or even ask questions, and they also did not get enough time to 

adjust and take in information. In addition, relatives often chose to have a subordinate part in con-

sultations, creating a barrier to participation in decisions. Too much information or too little infor-

mation can impede patients’ and relatives’ choices (12). However, our study showed that even if 

relatives were invited to participate, not all were capable of taking in the information, resulting in 

their absence from the decision making.  

         Given that relatives play a vital role in the care and support of EC patients, a systematic ap-

proach is needed to uncover how the family can stay balanced in the difficult time during the illness 

and to establish a relationship and a dialogue with relatives about how they are managing everyday 

life. Other studies have emphasized that a key implication is for clinicians to include a family as-

sessment as a key component of new patient admissions (2, 37). This study emphasizes the need to 

facilitate a mutual platform of knowledge with relatives, as well as a systematic family assessment 

in order to give relatives the opportunity to participate in decisions. 

 

Strengths and Limitations 

The method triangulation constitutes rich empirical material and develops a comprehensive under-

standing about relatives’ experiences and the ways in which they view participation in decisions, 
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which strengthened the study (38, 39). The combination of participant observations and interviews 

allows the researcher to follow the relatives at different time points, while they are on the sideline 

with patients in consultations and the researcher is able to capture both what is said and what is ob-

served and to transform it into a text (39). With reference to Ricoeur text fixation should be seen as 

the manifest of discourse, which results in a beneficial distance from the situation, here both the 

interviews and participant observations (18-20). Analyzing data from both interviews and partici-

pant observations as one text is the privilege of having units of meaning that contain not only what 

is seen but also what is expressed by body language and tone and what is said (39).  

     A prospective longitudinal qualitative study of the ways in which patients, relatives, and health 

professionals experience treatment, follow-up, and rehabilitation might provide further insight. 

Moreover, further research is necessary to assess the feasibility of expanding the current healthcare 

from being patient-centered to being family-oriented in order to invite relatives to participate in 

decisions. 

     The study was carried out in a public health care setting in Denmark, which could limit the trans-

ferability to other countries with different health care settings. Conducting research in one’s own 

field must be mentioned. This could enhance access and willingness of participants to share experi-

ences, but it could also narrow perspectives and add blind spots to the data generation and analysis 

(15). However, the analysis was made in close collaboration with the research team (X,X,X), and 

using the theory of distancing (23). 

 

Conclusion 

Relatives of patients with EC were challenged anchors experiencing a high level of distress and 

anxiety during the time before treatment as they shared the suffering with the patient, while they 

simultaneously were anchors and actively involved in handling the diagnosis and continuing every-

day life. However, when it came to participating in decisions about treatment, relatives had a pas-

sive and subordinated role, because the professionals and the relatives themselves positioned them 

on the sideline. Relatives are central to cancer care and treatment. Adequate and timely information 

is imperative for relatives as well for patients in order to facilitate SDM. We advocate for a new 

approach to relatives in order to prepare the relatives for their roles and support their individual 

needs but also to acknowledge relatives’ knowledge about everyday life from the relatives’ perspec-

tive. 
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Tables and Figures 

Table 1. Overview of Participants 

Age Sex Employment  

status 

Relation N 

20-49 F Working Wife, daughter, 

granddaughter, 

daughter-in-law 

4 

50-59 F Working Wife, daughter 3 

60-69 F Working/Pensioner Wife, sister 8 

70-79 2 M, 1 F Pensioner Wife, brother-in-

law 

4 
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Figure 1. Overview of the EC Treatment Pathway and Data Collection 
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Table 2. The structural analysis and the results of the study 

Units of meaning  

(What is said/observed) 

Units of significance  

(What the text speaks about) 

Theme 

”The nurse goes over details re-

garding the medicine and future 

blood tests. The wife looks con-

cerned and asks if it is written 

down so that they don’t forget the 

information.” (Field notes P19) 

 

”The surgeon said it straightfor-

ward that it was cancer and I was 

more or less prepared for it. You 

have set up your hopes that it isn’t 

but you think about the possibility 

that it is.” (Interview P11) 

Being on the sideline 

 

 

 

 

 

 

Enduring uncertainty 

 

 

Being a challenged anchor 

”The wife asks if it is possible to 

fit in chemotherapy in their work-

ing schedule so that they can con-

tinue their everyday life.” (Field 

notes P18) 

 

”Well we just need to get through 

this then we can see the light at 

Balancing everyday life 

 

 

 

 

 

The light at the end of the tunnel 

Surveying the scene of treat-

ment 
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the end.” (Interview P19) 

”The wife places herself with her 

back to the doctor. Seems as if she 

is fine being in the background.” 

(Field notes P5) 

 

”We experience that they are ex-

perts and know what they are 

talking about. It gives us security 

knowing which direction to take.” 

(Interview P5) 

Taking a subordinate part 

 

 

 

 

Depending on the experts 

Making decisions are not my 

department 

 

A
u
th

o
r 

M
a
n
u
s
c
ri
p
t



Being the Anchoヴ: A ケualitative Stud┞ of Relatives’ E┝peヴiences 

This article is protected by copyright. All rights reserved 

Table 1 

Table 1. Overview of Participants 

Age Sex Employment  

status 

Relation N 

20-49 F Working Wife, daughter, 

granddaughter, 

daughter-in-law 

4 

50-59 F Working Wife, daughter 3 

60-69 F Working/Pensioner Wife, sister 8 

70-79 2 M, 1 F Pensioner Wife, brother-in-

law 

4 

 

A
u
th

o
r 

M
a
n
u
s
c
ri
p
t



 

This article is protected by copyright. All rights reserved 

Table 2 

Table 2. The structural analysis and the results of the study 

Units of meaning  

(What is said/observed) 

Units of significance  

(What the text speaks about) 

Theme 

”The nurse goes over details 

regarding the medicine and future 

blood tests. The wife looks 

concerned and asks if it is written 

down so that they don’t forget the 

information.” (P19) 

 

”The surgeon said it 

straightforward that it was cancer 

and I was more or less prepared 

for it. You have set up your hopes 

that it isn’t but you think about 

the possibility that it is.” (I11) 

Being on the sideline 

 

 

 

 

 

 

Enduring uncertainty 

 

 

Being a challenged anchor 
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working schedule so that they can 

continue their everyday life.” 

(P18) 
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experts and know what they are 

talking about. It gives us security 

Taking a subordinate part 
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knowing which direction to take.” 

(I5) 
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Figure 1 

Figure 1. Overview of the EC Treatment Pathway and Data Collection 
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