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A B S T R A C T   

Objectives: This study explored the decision-making experiences of patients and their partners or primary care
giver who opted for experimental active surveillance (instead of standard surgery) for the treatment of esoph
ageal cancer. 
Methods: Seventeen couples participated. Semi-structured interviews were conducted on couples’ joint experi
ences as well as their individual experiences. Preferred and perceived role in the treatment decision-making 
process was assessed using the adjusted version of the Control Preferences Scale, and perceived influence on 
the treatment decision was measured using a visual analog scale. 
Results: Couples reflected on the decision-making process as a positive collaboration, where patients retain their 
autonomy by making the final decision, and partners offer emotional support. Couples reported about an 
overwhelming amount and sometimes conflicting information about treatments among different hospitals 
and healthcare providers. 
Conclusions: Patients often involve their partner in decision-making, which they report to have enhanced their 
ability to cope with the disease. The amount and sometimes conflicting information during the decision-making 
process provide opportunities for improvement. 
Practice implications: Couples can benefit from an overview of what they can expect during treatment course. If 
active surveillance becomes an established treatment option in the future, provision of such overviews and 
consistent information should become more streamlined.   

1. Background 

Patients with locally advanced esophageal cancer who have a clinical 
complete response (cCR) after neoadjuvant chemoradiotherapy (nCRT) 
may benefit from an organ sparing approach. [1,2] Instead of planned 
surgery, an active surveillance strategy may be a safe and effective 
treatment alternative for patients with a cCR. During active surveillance, 
patients undergo frequent clinical response evaluations using endoscopy 
and imaging to assess tumor response after nCRT. Only when locore
gional regrowth is histologically proven or highly suspected without any 
signs of distant metastases, surgery will be offered. Active surveillance 
for locally advanced esophageal cancer after neoadjuvant chemo
radiotherapy is an experimental treatment. The benefit and harm of 
active surveillance is currently under study within the SANO study, a 

multicenter prospective cohort study [3]. 
Currently, active surveillance for esophageal cancer is only available 

within an experimental context as the (long-term) results from pro
spective studies are pending. This makes the decision process between 
active surveillance and standard surgery quite complex. For example, a 
previous study conducted by our research group demonstrated that 
patient treatment preferences in the decision between active surveil
lance and surgery for esophageal cancer are highly individualized, 
which makes it a challenge to anticipate on this. [4] To illustrate: pa
tients opting for active surveillance often express confidence in positive 
outcomes, questioning the need for surgery when no cancer is detected. 
They prioritize living in the present moment, while maintaining their 
quality of life. Conversely, patients preferring surgery respond to the 
disease threat by choosing an active approach focused on seeking 
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certainty. Undergoing surgery contributes to their sense of having done 
everything possible to survive. The current context of a novel experi
mental approach wherein data on long-term treatment outcomes is not 
yet available, necessitates clinicians to discuss patient preferences. 

Such preference-sensitive decisions are not easily navigated alone. 
Patients often adapt their personal preferences to the needs and desires 
of those whose interests are intertwined with their own thereby forming 
an integral part of the patients’ autonomy. [5] This probably also applies 
to esophageal cancer patients, as we found that they value support from 
loved ones and take their partner’s opinions into consideration when 
choosing active surveillance. [6]. 

In the processes of coming to terms with illness, digesting informa
tion and making treatment decisions, family members often play an 
important role in providing support and guidance. [7] Patients’ partners 
are often included in cancer treatment decision-making. [8] Their 
involvement can help patients to experience greater treatment satis
faction, higher treatment adherence and better quality of life. [9] It also 
aids partners in better coping with the disease and being more 
actively engaged in the treatment journey. [10]. Moreover, part
ners’ satisfaction with dyadic coping is linked to improved 
emotional functioning, such as reduced feelings of tension, worry, 
irritability, and sadness, for both themselves and patients facing an 
advanced cancer diagnosis. [11]. 

Couples may experience an array of emotions that lead to uncer
tainty about what is the “right treatment”. [12] It can occur that patient 
and partner have different perceptions on what treatment is best, which 
may lead to discussion or conflict. [13] Furthermore, patients can feel 
pressured to opt for a treatment that is less burdensome to the family. 
[14] Hence, it is important to consider family members’ role in 
decision-making and the influence they can have on treatment decisions. 
Studies that have examined decision-making on ‘active surveil
lance’ are mostly limited to prostate cancer. These studies show 
that having a partner’s support for active surveillance can help a 
man feel more comfortable with choosing and adhering to this 
approach, while a lack of partner involvement can be a predictor of 
lower quality of life for men on active surveillance. [15–17] How
ever, the consideration of active surveillance for prostate cancer is 
of a different nature than for esophageal cancer. Prostate cancer 
generally has a slower progression, lower morbidity, and better 
survival rates compared to esophageal cancer, which is known for 
its aggressiveness and poorer prognosis. [18,19] Moreover, active 
surveillance is already considered a safe alternative to immediate 
treatment for men with low-risk prostate cancer. [20]. 

The objective of this study is to understand how patients with 
esophageal cancer and their partners or primary caregiver reflect on the 
treatment decision-making process on experimental active surveillance. 
Additionally, we explored patients’ and partners’ preferred roles in 
treatment decision-making. This information may optimize guidance of 
future patients and partners who are facing such a treatment decision. 

2. Methods 

2.1. Design 

This study was a qualitative sub-study of the SANO-2 study. [21] The 
SANO-2 study is a multicenter prospective observational cohort study 
designed to monitor the safety and effectiveness of active surveillance in 
patients with locally advanced esophageal cancer who achieved a cCR 
following nCRT. The study has been approved by the Medical Ethical 
Committee of the Erasmus MC (MEC 2021–0068) and has been regis
tered at ClinicalTrials.gov (NCT04886635). [22] COREQ checklist was 
used as a reporting guideline for this study (see Appendix). [23]. 

Participants in SANO-2 undergo two clinical response evaluations 
(CREs) after nCRT. During CRE-1 at 5–6 weeks after nCRT patients will 
undergo esophagogastroduodenoscopy (EGD) with biopsies. During 
CRE-2 performed at 10–12 weeks after completion of nCRT, patients will 

undergo positron emission tomography with computed tomography 
(PET-CT), endoscopy with biopsies and endoscopic ultrasonography 
(EUS) plus fine-needle aspiration (FNA). Patients who achieve a cCR at 
CRE-2 will undergo active surveillance. During active surveillance reg
ular CREs (including endoscopy, EUS and PET-CT at each CRE) are 
performed to detect regrowth of cancer: every 3 months in the first year 
after completion of neoadjuvant treatment, every 4 months in the sec
ond year, every 6 months in the third year and yearly in the 4th and 5th 
year of follow up. Surgery is considered only when there is high suspi
cion or confirmation of locoregional regrowth without distant dissemi
nation [2]. 

2.2. Participants 

This qualitative study included patients who participated in the 
SANO-2 study and their partners or primary caregiver. The inclusion 
criteria for the patients were: cCR 10–12 weeks after nCRT and under
going active surveillance within SANO-2. Partners were identified based 
on patient referral, and they were approached for participation in the 
study only after the patient consented to their involvement. One partner 
per patient was allowed. The inclusion criteria for partners were: in
dividuals who were involved in the treatment decision-making process 
of the patient, such as spouses, children or close friends, as long as this 
person has a solid attachment to the patient, aged ≥ 18. We will refer to 
these participants as ‘partner’. 

2.3. Procedure 

Recruitment took place in Erasmus University Medical Center Rot
terdam, The Netherlands. Patients were recruited from June 2022 until 
May 2023. All consecutive SANO-2 patients who were eligible were 
approached. Patients were contacted by female researcher MH, either in 
person after their appointment with the clinician or via telephone to 
inform them about the study and the reasons for doing the research. 
Patients and partners received a letter providing study information. 
Interviews were carried out either at the hospital, the patients’ home or 
via telephone, depending on the participants’ preference. The first two 
couples were interviewed by LK (female senior psychologist) and MH 
together. The other 15 couples were interviewed by MH. All participants 
gave written informed consent. 

2.4. Measures 

Semi-structured interviews were performed. Interviews consisted of 
two parts and took approximately 1 h in total. First, the dyadic interview 
was conducted to explore how patient and partner collectively navi
gated the decision-making process. The following topics were covered to 
explore their experiences: treatment options offered; treatment prefer
ences; information provision; involvement in decision-making; feedback 
to health care professionals to improve guidance for future patients. 
Subsequently, separate interviews were conducted. Participants got the 
opportunity to privately (without their partner) elaborate on topics that 
were being discussed in the dyadic interview. Additionally, the 
preferred and perceived role of each participant in the decision-making 
process were explored. For this purpose, we used an adjusted version of 
the Control Preferences Scale [24,25]. Additionally, the perceived in
fluence each participant had on the treatment decision was measured 
using a visual analog scale (VAS) ranging from 0 (no influence at all) to 
10 (a lot of influence). Interview questions are listed in Table 1. 

There were set response categories for most questions, except for two 
questions in the joint interview that allowed participants to provide 
open-ended responses regarding when and by whom the final treatment 
decision was made. The interviewer took notes during the interview and 
summarized the participant’s explanations, who was then invited to 
adjust this summary for accuracy and completeness. Furthermore, the 
interviewer was allowed to reschedule the order of questions during the 

M. Hermus et al.                                                                                                                                                                                                                                



Patient Education and Counseling 127 (2024) 108361

3

interview, in situations where this occurred more logical and/or more in 
line with what one would perceive as natural conversation. Data was 
analyzed by frequency counts for the answers to the set response cate
gories by researcher MH under supervision of senior psychologist 
LK. Additionally, the interviewer asked participants to elaborate 
on their answers. Responses to open-ended questions were clustered 
into thematic categories based on the interpretation of the contents. 

3. Results 

3.1. Participants characteristics 

A total of 24 patients were invited to participate, 7 declined partic
ipation. Reasons for non-participation were: not having a decision 
partner or not wanting to participate. In total 17 patients with their 17 
partners were included. Fourteen out of 17 partners or primary caregiver 
were spouses, 2 were children, and 1 was a close friend of the patient. 
See Table 2 for participant characteristics. At time of the interview, all 
patients were enrolled in the SANO-2 study and had recently (between 
1 and 31 days) heard that there were no signs of progression and 
that they could continue the active surveillance program. 

3.2. Interviews 

See Table 2 for answers to the interview questions. 

Table 1 
Interview questions and answers (translated from Dutch) N = 17.  

Respondents Questions asked (response categories in italics) 

Couple General questions about the decision  
(1) Which treatments were offered? (Surgery (17) /AS (17) /doing 
nothing/other response)  
(2a) Did you had an immediate preference for one of the 
treatments? (yes (13) /no (4) /other response)  
(2b) Did this preference differ between you both? (yes (1) /no (16) 
/other response)  
(3) Who were involved in the decision?* Patient + partner (10) / 
Patient + partner + children (5) / Patient + doctor (1) / Patient +
partner + children + doctor (1)  
(4) Have you had any doubts about the final decision? (patient yes, 
partner yes (2) /patients yes, partner no (1) /patient no, partner no 
(14) /patient no, partner yes)  
Information provision   
(1) What did think you of the information about the treatments?* 

Good (12) / Good but too much (5)   
(2) Was the information sufficient to make a decision?* Yes (17)  
Final decision   
(1) When was the choice for treatment definite for you?* Directly 

(13) / after a little while (2) / after discussing with family (2)   
(2) Who made the final decision?* Patient (13) / Patient and partner 

(3) / patient and doctor (1)   
(3) Do you regret the choice of treatment, at this moment? (patient 

yes, partner yes/patients yes, partner no/patient no, partner no 
(17) /patient no, partner yes)  

Tips for guidance* None (5) / one contact person (4) / better 
information provision/communication (8) / overview of trajectory (4) 

Patient only Perceived role in decision-making  
(1) How was the decision about your treatment made? (only by me 
(6) /by my partner/by 
me and my partner (3) /by the doctor/by me and the doctor (1) /by me, 
doctor and partner together (7) /other response).  
(2a) What do you think of the level of your involvement? (sufficient 
(17) /insufficient)  
(2b) Would you have liked to see this differently? (yes/no (17) 
/other response)  
(3) Do you think your partner is satisfied with your level of 
involvement? (yes (17) /no/other response)  
Preferred role in decision-making (with partner)  
(1) Which statement best describes how you would like to see a 
decision made about your treatment? (I prefer to make the final 
decision by myself (2) /I prefer to make the final decision by myself after 
considering my partners opinion (12) /I prefer my partner and myself to 
share responsibility for the decision (3) /I prefer my partner to make the 
final decision, after considering my opinion/I prefer to leave all decisions 
about treatment to my partner)  
(2) Looking back on how it really went, is that also the case? (yes 
(17) /no/other response)  
Preferred role in decision-making (with doctor)  
(1) Which statement best describes how you would like to see a 
decision made about your treatment? (I prefer to make the final 
decision by myself (3) /I prefer to make the final decision by myself after 
considering my doctors opinion (9) /I prefer my doctor and myself to 
share responsibility for the decision (3) /I prefer my doctor to make the 
final decision, after considering my opinion (2) /I prefer to leave all 
decisions about treatment to my doctor)  
(2) Looking back to how it really went, is that also the case? (yes 
(17) /no/other response)  
Influence on the decision  
(1) On a scale of 0 to 10: how much influence did you have on your 
treatment decision? (0 =no influence/10 =very much influence) M =
9.4; SD = 1. 

Partner only Perceived role in decision-making  
(1) How was the decision about the treatment of your partner made? 
(only by my partner (6) /only by me/by me and my partner (6) /by the 
doctor/by the doctor and my partner together (1) /by the doctor, my 
partner and myself together (4) /other response)  
(2a) What do you think of the level of your involvement? (sufficient 
(16) /insufficient (1))  
(2b) Would you have liked to see this differently? (yes (1) /no (16) 
/other response)  
(3) Do you think your partner is satisfied with your level of 
involvement? (yes (17) /no/other response)  
Preferred role in decision-making  

Table 1 (continued ) 

Respondents Questions asked (response categories in italics)  

(1) Which statement best describes how you would like to see a 
decision is made bout the treatment of your partner? (I prefer to 
make the final decision about the treatment of my partner/I prefer to 
make the final decision after considering my partners’ opinion/I prefer 
my partner and myself to share responsibility for the decision (1) /I 
prefer my partner to make the final decision about their treatment after 
considering my opinion (12) /I prefer to leave all decisions about my 
partners treatment to my partner (4))  
(2) Looking back to how it really went, is that also the case? (yes 
(17) /no/other response)  
Influence on the decision  
(1) On a scale of 0 to 10: how much influence did you have on the 
decision of your partners’ treatment? (0 =no influence/10 =very 
much influence) M = 6.2; SD = 3.3.  

* Response categories on open-questions 

Table 2 
Baseline characteristics of participants.  

Characteristics Patients (n = 17) Partners (n = 17) 

Sex 
Male 

11 (65 %) 6 (55 %) 

Relationship type    

− Spouse  
− Child  
− Close friend  

14 
2 
1 

Median age in years (min-max) 72 (60 – 83)  
Tumor type 

Adenocarcinoma 
Squamous cell carcinoma 

14 (82 %) 
3 (18 %)  

Clinical T-category 
cT2 
cT3 
cTx 

6 (35 %) 
10 (59 %) 
1 (6 %)  

Clinical N-category 
cN0 
cN1 
cN2 
cN3 

9 (53 %) 
4 (23 %) 
3 (18 %)  
1. (6 %)   
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3.3. Couples’ joint experiences 

3.3.1. Treatment options, preferences and doubts 
All patients were offered a choice between standard surgery and 

experimental active surveillance (SANO-2) as treatment options for 
esophageal cancer, and all opted for active surveillance. The majority of 
couples (13/17) expressed an immediate preference for this last 
approach. This preference was driven by factors such as anxiety related 
to surgery, the desire to preserve the esophagus and to maintain quality 
of life. One patient expressed a desire to contribute to science by 
participating in the SANO-2 study: ‘‘I am familiar with the hospital, and by 
participating in this study I also feel like ‘giving back’ (patient #10). In one 
case, a patient initially preferred surgery: ‘‘I first wanted to go for surgery, 
but my husband and my daughters convinced me to participate in SANO-2′’ 
(patient #15). 

A few (4/17) couples had no immediate treatment preference, and 
encountered doubts that were driven by factors such as fear of potential 
metastases if opting for an active surveillance approach; or a perceived 
lack of guidance from health professionals in making the treatment 
decision. “We would have preferred some kind of advice or suggestions from 
the doctor, this would ease the decision making” (patient #8). Overall, 
treatment preferences did not differ between couples, with one excep
tion where the patient initially considered surgery and the partner active 
surveillance. 

3.3.2. Treatment information 
Couples frequently felt overwhelmed by the amount of information 

they received: ‘‘It was a lot of information at once, it all goes ‘in the one ear 
and out the other’, so I was happy my partner was there with me’‘. (patient 
#9). Some indicated that information provision could be better orga
nized: ‘‘We had too much different conversations, with too many different 
specialists, this was very overwhelming, especially for people my age’‘ (pa
tient #12); ‘‘not all specialist gave the same information, so that was also 
confusing’‘ (patient #14). One patient stated: ‘‘there was nothing wrong 
with the actual information they give, but you just cannot process the infor
mation correctly. It is better if the doctor just tells you the information instead 
of having to read all the paperwork’‘ (patient #15). 

Despite feeling overwhelmed at some stage(s), couples reported that 
they were able to make a treatment decision based on the information 
provided. 

3.3.3. Decision for active surveillance 
Couples indicated that the decision for active surveillance was often 

made promptly after its introduction. Couples who required more time 
to finalize the decision, used this time to discuss with their children, or 
to process the extensive information that was provided to them. 

The majority of couples (15/17) stated that both patient and partner 
were jointly involved in the decision, occasionally with the inclusion of 
their children: “We do everything together, so we also made this decision 
together, we are in this thing together” (patient #2). The other 2/17 
couples indicated an active involvement of the clinician. 

In most cases (12/17) the patient had the final say over the decision. 
Sometimes the final say was collaboratively with partner (4/17): ‘’He 
[close friend of the patient] read a lot of information, and he strongly 
advised me to participate in SANO-2, he gave me a lot of advice’’ (patient 
#11), or with the clinician (1/17): ‘’I followed my intuition, and also what 
the doctor told me’’ (patient #1). Once the final decision was made, no 
regrets were reported regarding the choice for active surveillance. 

3.3.4. Suggestions for guidance 
Couples expressed they would benefit from an overview of what to 

expect in the upcoming months, to ease the overwhelming experience. 
They suggested a designated contact person: ‘‘It would be very nice if there 
was one specific person you can always turn to with your questions’’ (patient 
#3); ‘‘More personal guidance would be nice’‘ (patient #15). Furthermore, 
consistent information provision was desired, for example by improving 

the coordination among healthcare professionals from different hospi
tals. Some partners would appreciate more attention focused on 
partners. 

3.4. Patient individual experiences 

3.4.1. Involvement in the final decision 
7/17 patients reported that both their partner and clinician were 

involved in the final decision for active surveillance. 3/17 stated that 
only their partner was involved in the decision, and 1/17 stated that 
only the clinician was involved. The remaining 6/17 patients reported 
they made the final decision alone. 

Patients considered their partner’s involvement sufficient: “I was 
happy with his involvement, I can trust him, and I appreciated that he does 
research and read a lot about the disease and treatment options” (patient 
#1). Patients believed that their partner was also satisfied with the kind 
and extent of their own involvement. 

3.4.2. Patients’ preferred role in decision-making with partner 
14/17 patients preferred an active role for themselves in decision- 

making with their partner, that is, patients preferred to decide them
selves about treatment. Of these 14 patients, most (n = 12) preferred to 
consider their partners’ opinion: “It is nice to hear dissent, I put my ‘mind 
to zero’ and I made the choice on the advice of my partner, I trust him” 
(patient #11), and 2 preferred to make the decision without considering 
their partners opinion: “’imagine if it goes wrong, then I will have the re
sponsibility” (patient #9). 3/17 preferred a collaborative role, and to 
equally share responsibility with their partner for deciding which 
treatment is best. 

3.4.3. Patients’ preferred role in decision-making with clinician 
12/17 patients preferred an active role for themselves in decision- 

making with the clinician, that is, patients preferred to decide them
selves about treatment. Of these 12, most (n = 9) preferred to consider 
their clinicians’ opinion when making a decision, “It is of influence how 
the doctor himself regards active surveillance” (patient #12), and 3 
preferred to make the decision without considering their clinicians’ 
opinion: “But suppose the doctor would have given advice, this would weigh 
into the decision. Now, this was not the case and this was totally fine” (pa
tient #25). 3/17 patients preferred a collaborative role, and equally 
sharing responsibility with their clinician for deciding which treatment 
is best: “It not pleasant when the choice lies completely in the patient’s 
hands” (patient #11). Few patients (2/17) prefer a passive role, and 
leaving all decisions regarding treatment to their clinician: “He is the 
doctor” (patient #13). 

3.4.4. Patients’ perceived roles in decision-making 
Patients indicated that their preferred roles in decision-making with 

both their partner and their clinician, corresponds with the roles they 
indeed perceived to have in making the decision for active surveillance. 

Patients felt they had a lot of influence of the final decision. They 
reported an average rating of 9.4 on a scale of 0 to 10, where 0 = no 
influence at all, and 10 = a lot of influence. 

3.5. Partner individual experiences 

3.5.1. Involvement in the final decision 
10/17 partners felt they were involved in the final decision. Of these, 

6 reported that only they were involved in the final decision, and 4 re
ported that also the clinician was involved. 

‘’I did feel like I was taking some kind of lead, because it was too much 
information for my partner [i.e. the patient] to process at once’’ (partner 
#11). 

7/17 partners felt not involved in the final decision. Of these, 1 stated 
the decision was made by patient and clinician and 6 stated the decision 
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was made solely by the patient. 
Partners were satisfied with their kind and degree of involvement, 

and believed the patient was also satisfied with this. There was one 
exception: ‘‘My husband expects something I can’t give him. He expects 
involvement but I can’t live up to it. He told me that it seems like as if it all 
does not get through to me. I guess I am more introverted than him’‘ (partner 
#35). 

One partner would have liked to be more involved by the clinician: 
‘‘The doctor mainly paid attention to my husband and did not really involve 
me in the conversation. I understand that my husband is the patient, but it 
would be nice if the doctor also asks me as a partner how I am feeling about 
the situation’‘ (partner #16). 

3.5.2. Partners’ preferred role in decision-making with patient 
16/17 partners preferred a passive role regarding treatment for the 

patient, that is, to leave the decision up to the patient. Most of these 
partners (n = 12) preferred the patient to seriously consider the partners 
view and opinions, and only few (n = 4) preferred the patient to make 
the decision on their own. 1/17 partner preferred a collaborative role, 
and to equally share responsibility with the patient for deciding which 
treatment is best. 

3.5.3. Partners’ perceived role in decision-making with patient 
Partners reported that their preferred role in decision-making with 

the patient corresponded to their perceived role in the decision for active 
surveillance. 

Partners rated their degree of influence on the final decision with an 
average of 6.2, on a scale of 0 to 10, where 0 = no influence at all, and 
10 = a lot of influence. 

4. Discussion 

We explored decision-making experiences of patients and their 
partner who opted for experimental active surveillance instead of 
standard surgery for the treatment of esophageal cancer. Couples reflect 
on the decision-making process as a positive collaboration between the 
two of them, wherein both patient and partner were satisfied with their 
perceived roles they had throughout this process. There was minimal 
discrepancy observed between the joint and individual interviews, as 
the statements provided by patients and partners in the joint interview 
harmonized with those made in the separate interviews. 

At the moment of the interviews, patients were cancer-free and 
continued with active surveillance: their treatment of choice. Conse
quently, it is not so surprising that they did not report decisional regret, 
as their decision turns out as hoped for, at least at the moment of the 
interview. This optimistic outlook is observed in couples’ experiences as 
well. Despite encountering challenges, such as feeling overwhelmed by 
the abundance of information, couples manage to give a positive spin on 
this experience by feeling adequately informed to make a treatment 
decision. However, in the event of cancer recurrence, couples might 
perceive the decision-making process differently in hindsight. In such a 
scenario, decision regret could arise, causing a more critical appraisal of 
the entire process by both patient and partner. In our study, we found no 
outcomes that have led us to believe that there were major differences 
between patients and partners in this respect. 

The results show that partners were actively involved throughout the 
decision-making process, providing emotional support to the patient. 
Partners seem to have less influence on the final treatment decision. This 
is perhaps not surprising considering the preferred roles in decision- 
making: patients prefer an active role, indicating their willingness to 
take the lead in decision-making, and partners prefer a passive role, 
indicating their comfort with the patient taking the lead in decision- 
making. This finding is in line with a recent study from our research 
group, showing that patients highly value support from their partners 
during decision-making, while emphasizing that they prefer to make the 
final decision themselves. [26] This finding on preferred roles is also 

underscored in a systematic review on caregiver involvement in cancer 
decision-making. [27] According to this review, it is important to target 
caregiver-patient dyads rather than individuals, since a supported 
relationship could have a protective effect on the couples’ psychological 
distress and quality of life. 

It is without question that patients should be allowed and enabled to 
make a decision about their health care. Especially in this case, wherein 
patient preferences for active surveillance are shown to be highly indi
vidual. [7] However, patient autonomy can be at stake when partners 
manipulate patients, compromising their autonomy, or vice versa, when 
patients oblige partners to decide in place of them, transferring their 
autonomy. [28] At the same time, that the patients’ autonomy should be 
respected does not mean that there is no space for patients to make 
decisions based on considering consultation with others. The concept of 
‘relational autonomy’, is of relevance here. It holds that autonomous 
decisions are made by people whose identities and interests are always 
also shaped by their relations to others. [5] So, autonomy is inherently 
relational: most patients make decisions influenced by their social 
network and within the context of a specific the healthcare system; 
whatever is important to the patient is affected by their relationships 
and social environment. [29,30] Indeed, we found that patients prefer to 
make the final decision, but not without considering the opinion of their 
partner. At the same time, partners also express a preference for patients 
to make the final decision while taking their opinions into consideration. 
In one case, a patient indicated to be ‘persuaded’ by her family to opt for 
active surveillance instead of her initial preference for surgery, and still 
this couple reported that the patient was the one who made the final 
decision. This highlights the complex dynamics involved in 
decision-making, where it may not always be easy to entangle who has 
the final say. 

The overwhelming amount of information and the sometimes con
flicting information about treatments among different hospitals and 
different healthcare providers, provide opportunities to improve the 
decision-making process. The current experimental context of active 
surveillance, probably contributes to the sense of overwhelming and 
inconsistent information as crucial questions about safety and efficacy of 
active surveillance cannot be answered yet. If active surveillance be
comes an established treatment option, updated clinical guidelines will 
facilitate consistent information provision. Furthermore, healthcare 
providers can enhance the decision-making experience by offering more 
tailored support and guidance during the decision-making process. A 
tool that may be helpful in this, is the ‘Metro Mapping’ method. This is a 
service to support shared decision-making in oncology that literally 
maps the complexity of a medical care path. This method addresses all 
topics that seem relevant for the present treatment decision for esoph
ageal cancer: the current experiences of patients, significant others and 
clinicians; the metroline visualization of the entire care trajectory, and 
the persons involved in care and decision-making. [31]. 

4.1. Strengths and limitations 

The relatively small sample size of 17 couples may limit the gener
alizability of the findings. Participants were selected based on their 
SANO-2 study participation, meaning that only those who opted for 
active surveillance were included in this present study. In addition, only 
patients were included who had a partner closely involved in the 
treatment decision-making process. Possibly, patients who opted for 
surgery instead of active surveillance, and/or patients without a partner, 
may have different experiences regarding the treatment decision. 

The strength of this study lies in the exploration of both patient and 
partner perspectives, by conducting both joint and individual interviews 
to counter the possibility that participants provided responses they 
believed were desired by their partner. 
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4.2. Clinical implications 

Within the context of locally advanced esophageal cancer and the 
decision between active surveillance and surgery, partners should be 
recognized as valued participants for patients throughout the disease 
trajectory. The inclusion of partners in the decision-making process most 
likely supports the couple’s ability to cope with and adapt to this life- 
changing experience of cancer. Patients and partners can benefit in 
decision-making from an overview of what they can expect during the 
course of different treatments. As discussed above, a metro-map service 
can serve this need. If active surveillance becomes an established 
treatment option in the future, the provision of such overviews and 
consistent information should become more streamlined. 

4.3. Conclusion 

Patients often involve their partner in decision-making, which il
lustrates that decision-making is not a solo cognitive process, but rather 
a process that is inextricably connected to social relations. Patients may 
have the final say over the treatment decision, but whatever is important 
to the patients is affected by their relationships and social environment. 
Therefore, with respect for patient autonomy, the supporting role of 
partners in decision-making should be recognized. 
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