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ABSTRACT 

Introduction: Α substantial corpus of literature has sought to describe the information-seeking 

behavior of cancer patients. Yet, available evidence comes mainly from cross-sectional studies, which 

provide ‘snapshots’ of patients’ information needs and information-seeking styles at a single time 

point. Only a few longitudinal studies currently exist; however, these are quantitative in nature and, 

despite successfully documenting changes in patients' information needs throughout the clinical 

course of cancer, they have failed to provide an evidence-based interpretation of the causes and 

consequences of change. The goal of this study is threefold: First, we wish to provide a holistic 

understanding of how cancer information-seeking behavior may evolve across different stages of the 

patient journey. Second, we will seek to elucidate the contextual and intervening conditions that may 

affect possible changes in information seeking. Third, we will attempt to identify what the 

consequences of these changes are, while heightening their implications for clinical practice and 

policy.  

Methods and analysis: We will carry out a longitudinal qualitative study, based on face-to-face, in-

depth interviews with approximately 25 individuals diagnosed with cancer. Patients will be recruited 

from an oncology hospital located in Ticino, Switzerland, and will be interviewed at three different time 

points: (a) within two weeks after receiving the cancer diagnosis; (b) within two weeks after their initial 

treatment; and (c) six months after their initial treatment. All interviews will be recorded and 

transcribed verbatim. A grounded theory approach will be used for the analysis of the data. 

Ethics and dissemination: The study protocol has been approved by the Ethics Committee of 

Canton Ticino (CE 2813). Participation in the study will be voluntary, and confidentiality and anonymity 

ensured. Prior to study participation, patients will be asked to provide signed informed consent. 

Findings will be disseminated in international peer-reviewed journals and presented in relevant 

conferences.  
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Strengths and limitations of this study 

� There is a striking lack of longitudinal studies examining cancer patients’ information-seeking 

behavior.  

� Longitudinal qualitative research is an innovative methodological approach that can capture 

processes involved in change.  

� Longitudinal designs are typically prone to high dropout rates of participants. 
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INTRODUCTION 

Over the last 25 years, health information-seeking behavior has emerged as an important concept in 

the field of health communication. Within the context of a cancer diagnosis, cancer information-

seeking behavior refers to the purposive or goal-driven acquisition of cancer-related information and 

has been identified as a key coping strategy that can enable individuals to deal with stressful illness-

related events, such as the shock of initial diagnosis.
1
 Typically viewed as a problem-focused coping 

strategy, which can help individuals understand what is at stake and determine what kind of resources 

and options are available to them for managing the stressors, cancer information seeking has also 

been shown to have emotion-focused coping functions, as it can reduce negative emotions linked to 

the uncertainty of the disease and provide reassurance.
2
 More recently, the concept has also gained 

ground, since it is consistent with the paradigm shift towards patient empowerment and shared 

decision-making: patients seeking out information have the potential to better evaluate the risks and 

benefits of different treatment options and can take an active role in medical decision-making.
3 4

 

 

Research on cancer information seeking has traditionally focused on the type and amount of 

information that patients want to have, the information sources that they are using, the motivations for 

seeking information, as well as the outcomes or consequences of the search. Although physicians 

seem to be the most frequent and trusted source of information, it is now well-established that the 

majority of cancer patients turn to a variety of sources to satisfy their queries.
5-7

 These typically 

include: print or broadcast traditional media (e.g. newspapers, books, brochures, television, radio), 

new media (e.g. Internet), and non-medical interpersonal sources (e.g. family, friends, other patients).
5 

8-10
 According to Nagler et al.,

6
 there are five main reasons that can explain patients' desire for cross-

source engagement: (1) verification, that is, patients’ double-checking information from one source by 

going to a second source; (2) clarification/elaboration, which has to do with patients’ need for 

additional or more detailed information; (3) emotional support, focusing on patients’ desire to fulfill 

support-related needs; (4) directed contact, referring to instances in which one source explicitly directs 

patients to another source; and (5) proxy/surrogacy, referring to instances in which non-medical 

interpersonal sources seek information on behalf of the patient, thereby serving as an information 

proxy or surrogate. Furthermore, despite frequently cited disease- and treatment-specific information 
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needs, type of information sought seems to vary depending on the stage of the patient pathway. For 

instance, issues related to recovery may become prominent only during the post-treatment period.
7
 

 

Not all individuals, however, facing a life-changing diagnosis of cancer decide to search for information 

beyond what is offered by the treating health care professionals. Several studies have documented 

that a considerable proportion of patients -estimated to range, in developed countries, from 10% to 

30%- avoids further information for fear of mental discomfort or dissonance, whereas there is 

abundant theoretical and empirical literature on the characteristics that differentiate an information 

seeker from an information avoider.
1 11-14

 In general, both personal and contextual factors seem to 

influence individuals' willingness to actively search for cancer-related information. The former typically 

refer to socio-demographic characteristics (e.g. age, gender, socio-economic status, education level)
13 

15-18
 and psycho-social variables (e.g. perceived normative pressure, high internal locus of control, 

self-efficacy)
19-21

, while the latter may include, but are certainly not limited to, disease-related 

characteristics (e.g. type and stage of cancer, time since diagnosis)
5 18 19

 and the context of cancer 

care
22 23

. 

 

Inarguably, the dichotomy of information seeker versus non-seeker (or "monitor" versus "blunter") still 

prevails in relevant literature. Yet, it is growingly recognized that cancer information seeking is a much 

more complex and multi-dimensional behavior than previously considered. Analyzing data from a 

cross-sectional qualitative study, Lambert et al.
22 23

 identified five different patterns of cancer 

information-seeking behavior: (1) intense information seeking – a keen interest in detailed cancer 

information; (2) complementary information seeking – the process of getting “good enough” cancer 

information; (3) fortuitous information seeking – the search for cancer information mainly from others 

diagnosed with cancer; (4) minimal information seeking – a limited interest for cancer information; and 

(5) guided information seeking – the avoidance of some cancer information. At the same time, 

evidence coming from longitudinal quantitative studies suggests that cancer information-seeking 

behavior does not remain stable over time. Eheman et al.,
24

 for instance, found that patients are more 

active in seeking information before being treated than afterward, whereas Vogel et al.
25

 showed that 

patients have the highest information needs at the beginning of treatment, with an evident decrease of 

needs in the course of treatment. Similarly, synthesizing data from various published qualitative 
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studies, Germeni and Schulz
26

 concluded that the boundaries between seeking and avoiding cancer-

related information throughout the cancer journey are often fluid; therefore, information seeking and 

avoidance should not be necessarily viewed as two distinct behaviors pertaining to different groups of 

patients.  

 

Gaps in existing literature 

As evident from the above, a substantial corpus of literature has sought to describe the information-

seeking behavior of cancer patients. Yet, available evidence comes mainly from cross-sectional 

studies, which provide ‘snapshots’ of patients’ information needs and information-seeking styles at a 

single point in time. Although several published reviews of relevant literature have stressed the need 

for longitudinal research on the topic,
7 26

 there is currently a striking lack of longitudinal investigations 

concerning cancer patients’ information-seeking behavior. What is more, existing longitudinal studies 

are quantitative in nature and, despite successfully documenting changes in patients' information 

needs throughout the clinical course of cancer, they have failed to provide an evidence-based 

interpretation of the causes and consequences of change. Thus, the goal of this study is threefold: 

First, we wish to provide a holistic understanding of how cancer information-seeking behavior may 

evolve across different stages of the patient journey. Second, we will seek to elucidate the contextual 

and intervening conditions that may affect possible changes in cancer information seeking. Third, we 

will attempt to identify what the consequences of these changes are, while heightening their 

implications for clinical practice and policy.        
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METHODS AND ANALYSIS 

Study design 

We will carry out a prospective, longitudinal qualitative study, based on face-to-face, in-depth 

interviews with approximately 25 individuals diagnosed with cancer. Qualitative research can offer 

valuable insights into patient experiences, whereas longitudinal qualitative designs have the 

considerable advantage of addressing questions about how and why these experiences change over 

time.  

 

Recruitment and sampling 

Study participants will be recruited from an oncology hospital located in Ticino, Switzerland. We will 

liaise with clinical staff to identify individuals meeting the pre-defined eligibility criteria shown in Box 1. 

In the initial stages of the study, we will recruit all individuals meeting our inclusion criteria. As the 

study unfolds, we will employ a theoretical (or analysis-driven purposeful) sampling strategy,
27

 which 

will involve recruiting additional participants with potentially different cancer information-seeking 

experiences from those already recruited. We estimate that a sample size of 25 participants will be 

adequate to reach data saturation; yet, we plan to continue the interviews until the data set is 

complete, as indicated by data replication or redundancy.
28

    

 

Data collection 

Two members of the research team (MB and DV) will interview participants at three different time 

points: (a) within two weeks after receiving the cancer diagnosis; (b) within two weeks after their initial 

treatment (e.g. surgery, chemotherapy); and (c) six months after the initial treatment. Using a semi-

structured interview guide, researchers will invite individuals to speak about their cancer information-

seeking experiences, including: motivations for seeking (or not seeking) cancer-related information, 

preferred sources of information, type and amount of information sought, and perceived outcomes of 

the search. Interviews will be conducted at the oncology hospital, in a one-to-one setting, with only the 

researcher and the patient being present. The estimated duration of the interviews is about 45 

minutes, but this is likely to vary depending on the interviewee and the order of the interviews. We 

expect, for instance, that the first interviews with each patient may be shorter than the subsequent 

ones, given that participants will have just received a life-changing diagnosis of cancer. Apart from 

this, involvement over time is likely to enhance trust and facilitate disclosure of information.   
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Data analysis  

Consistent with a grounded theory approach,
29

 data collection and analysis will proceed concurrently. 

With participant permission, interviews will be recorded and transcribed verbatim. All transcripts will be 

checked back against the original audio recordings to ensure content accuracy. Each interview will be 

accompanied by a brief summary that will outline the main points of the discussion. Similarly, upon 

completion of data collection, case-based summaries will be written as a way of capturing change over 

time. Data analysis will rely on a three-stage coding process that will consist of: (a) initial coding, that 

is, an intense, line-by-line analysis of the transcripts; (b) focused coding, in which a selected set of 

most prevalent codes will be identified; and (c) theoretical coding, in which we will refine the final 

categories in our theory and relate them to one another.
30

 Throughout the study, memo-writing will be 

used to stimulate and record our developing thinking about the data. Memos will include both 

operational notes about the data collection process and conceptual memos about the initial codes and 

focused codes being developed. The final outcome of our analysis will be a theoretical framework, 

which will account adequately for all gathered data, while seeking to explain the process of cancer 

information seeking across the disease trajectory.   
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Box 1 Eligibility criteria for participation in the INFO-SEEK study 

Inclusion criteria 

1. Patients aged ≥18 years 

2. Physically and cognitively able to participate in the interview process 

3. First time cancer diagnosis 

4. No evidence of metastases 

 

Exclusion criteria 

1. Unable to fulfill the inclusion criteria 

2. Unable to provide written informed consent  

3. Non-Italian speaking 
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ETHICS AND DISSEMINATION 

Ethical considerations 

Ethical issues can be particularly relevant in longitudinal research, especially in cases where the study 

population involves patients facing a life-threatening disease. Previous studies have identified a 

number of risks, which can arise from longitudinal qualitative data collection, including intrusion into 

people's lives, dependency, as well as distortion of experience due to repeated contact, personal 

involvement and closure of relationships.
31 32

 
33

 Therefore, prior to study commencement, we have had 

several brainstorming sessions to reflect upon possible challenges that we may encounter (before, 

during or after the data collection process) and come up with concrete ways of addressing them. 

These focus primarily on the following: 

 

Recruitment at critical stages of the patient pathway: We wish to interview individuals soon after 

receiving a cancer diagnosis and we intend to repeat the same process shortly after their initial 

treatment and, then, after six months. We recognize that recruitment at these critical stages of the 

patient pathway can be difficult; yet, there is evidence to suggest that patients often feel more 

comfortable voicing their internal fears and distress to a researcher rather than a clinician or even 

people from their close environment.
33

 In this sense, we anticipate that contributing to the research 

process and talking about the experience of such important life events (at the moment they occur) 

could even have a cathartic role for some of the patients. Despite this, we have sought to establish a 

number of strategies, to ensure that study participants will be adequately safeguarded. First, the study 

protocol was submitted and approved by the Ethics Committee of Canton Ticino. Second, participation 

in the study will be voluntary and participants will be free to withdraw at any time without giving 

reasons and without any penalty. Third, consent will be an ongoing process. Specifically, prior to the 

first interview, participants will be informed about the study objectives, ground rules (limited access to 

the data, anonymity, confidentiality, etc.) and timeline, and will be asked to provide written informed 

consent. Apart from this, oral consent will also be sought prior to each subsequent interview, as well 

as during the interviews, where appropriate (e.g. if a participant becomes frustrated or emotionally 

overwhelmed). Last, all interviews will be conducted by two experienced cancer nurses (MB and DV) 

who are currently conducting their PhD studies. This is expected to facilitate sensitive recruitment of 
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participants and nurture an atmosphere of trust and reciprocal rapport that is essential for establishing 

a long-term commitment to the study.    

 

Researcher burnout: Collecting in-depth data from the same individuals over a prolonged period of 

time may not affect just the participants; it can also place considerable demands on the researchers. 

Despite sufficient training and experience, conducting qualitative research with vulnerable population 

groups can be emotionally challenging.
31

 Participants share their personal stories, disclose intimate 

thoughts and feelings, and could even reveal to the researchers information that they have not 

discussed with anyone else. Involvement over time creates a bond between the participant and the 

interviewer and, although the impact of this on the safety and well-being of the researched has been 

widely discussed, ethical aspects related to the emotional well-being of the researcher are often 

overlooked. Talking about “researcher saturation”, Wray et al.
34

 showed how researchers who were 

involved in all phases of emotionally demanding qualitative research, namely data collection, 

transcription and analysis, repeatedly relived the stressful events that participants had narrated and 

proposed a more formal approach for dealing with researcher distress, such as professional 

counseling. As we cannot afford such possibility, we opted for splitting the research tasks within our 

group in a ‘balanced’ way (i.e. MB and DV will collect the data, two research assistants will transcribe 

the interviews, and EG and PJS will perform the data analysis), so that we minimize the level of 

involvement for each single researcher. Regular meetings, promoting debriefing and informal peer 

support, have also been envisaged to ensure that all members of the research group will be well 

supported in their role.  

 

Leaving the field: Although collaborative relationships between the researcher and the researched are 

beneficial (perhaps, even necessary), the difficulties created by such relationships in the leaving 

process are seldom considered. Ortiz
35

 has argued that the same skills and techniques that are 

essential in gathering rich data, like, for instance, rapport building or use of self-disclosure, can also 

make the exiting process rather stressful. It is, therefore, an issue of research ethics how the field 

relations will be terminated. Indeed, based on previous experience with family caregivers of patients 

diagnosed with cancer,
36

 we expect that the closure of relationships will be difficult, not only for the 

participants, but also for the interviewers. To make this process as smooth as possible, individuals 
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choosing to participate in the study will be provided from the beginning with clear and concrete 

information about how many times and when they will be approached for an interview. Furthermore, at 

the end of the last interview, interviewers will thank participants for their contribution to the study and 

give them a symbolic gift as a small token of appreciation. In the unfortunate event of a patient’s 

death, while the study is ongoing, a condolence card will be sent to the bereaved family. Likewise, to 

minimize the potential harm that researchers may be exposed to as part of the fieldwork, at the end of 

the data collection process, interviewers will be provided with opportunities for debriefing as a way of 

sharing their research stories with the rest of the team, expressing their feelings and concerns, and 

reflecting on possible ways of managing emotional attachment.   

 

Dissemination of findings 

We will use a variety of methods to ensure that our work will achieve maximum visibility, not only to 

academic, but also to clinical and policy audiences. Publication of our study protocol provides an 

important first step towards this direction. In this paper, we have sought to offer a comprehensive 

overview of relevant literature, while underlining current research gaps that necessitated the design 

and implementation of the INFO-SEEK study. We have also provided a detailed description of the 

methodology that we will employ, as well as concrete ways of addressing both participant- and 

researcher-related ethical issues, which are likely to arise when conducting longitudinal qualitative 

research on sensitive or difficult topics.   

 

In the same way, study findings will be disseminated in high-quality, peer-reviewed journals and 

presented in key national and international conferences. As interest in the research to practice gap 

has substantially increased, a key element in our dissemination endeavors will be to successfully 

transfer our research findings to health care practice and policy-making. Upon completion of the 

project, we intend to organize a local dissemination event and bring together relevant stakeholders 

(e.g. service users, health care professionals, hospital managers) to jointly explore ways in which 

project results can be better integrated into routine clinical practice. Participant experiences of cancer 

information seeking, for instance, could inform the development of a screening tool for assessing 

patients’ information needs and preferences prior to the medical consultation. The benefits of properly 

evaluating the amount and type of information that a patient desires throughout different phases of 
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care could be manifold: more effective and targeted information provision (without increasing 

consultation duration), guidance to using evidence-based secondary information sources, as well as 

provision of appropriate treatment decision aids.  
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ABSTRACT 

Introduction: Α substantial corpus of literature has sought to describe the information-seeking 

behavior of cancer patients. Yet, available evidence comes mainly from cross-sectional studies, which 

provide ‘snapshots’ of patients’ information needs and information-seeking styles at a single time 

point. Only a few longitudinal studies currently exist; however, these are quantitative in nature and, 

despite successfully documenting changes in patients' information needs throughout the clinical 

course of cancer, they have failed to provide an evidence-based interpretation of the causes and 

consequences of change. The goal of this study is threefold: First, we wish to provide a holistic 

understanding of how cancer information-seeking behavior may evolve across different stages of the 

patient journey. Second, we will seek to elucidate the contextual and intervening conditions that may 

affect possible changes in information seeking. Third, we will attempt to identify what the 

consequences of these changes are, while heightening their implications for clinical practice and 

policy.  

Methods and analysis: We will carry out a longitudinal qualitative study, based on face-to-face, in-

depth interviews with approximately 25 individuals diagnosed with cancer. Patients will be recruited 

from two oncology hospitals located in Ticino, Switzerland, and will be interviewed at three different 

time points: (a) within two weeks after receiving the cancer diagnosis; (b) within two weeks after their 

initial treatment; and (c) six months after their initial treatment. All interviews will be recorded and 

transcribed verbatim. A grounded theory approach will be used for the analysis of the data. 

Ethics and dissemination: The study protocol has been approved by the Ethics Committee of 

Canton Ticino (CE 2813). Participation in the study will be voluntary, and confidentiality and anonymity 

ensured. Prior to study participation, patients will be asked to provide signed informed consent. 

Findings will be disseminated in international peer-reviewed journals and presented in relevant 

conferences.  
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Strengths and limitations of this study 

� There is a striking lack of longitudinal studies examining cancer patients’ information-seeking 

behavior.  

� Longitudinal qualitative research is an innovative methodological approach that can capture 

processes involved in change.  

� Longitudinal designs are typically prone to high dropout rates of participants. 
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INTRODUCTION 

Over the last 25 years, health information-seeking behavior has emerged as an important concept in 

the field of health communication. Within the context of a cancer diagnosis, cancer information-

seeking behavior refers to the purposive or goal-driven acquisition of cancer-related information and 

has been identified as a key coping strategy that can enable individuals to deal with stressful illness-

related events, such as the shock of initial diagnosis.
1
 Typically viewed as a problem-focused coping 

strategy, which can help individuals understand what is at stake and determine what kind of resources 

and options are available to them for managing the stressors, cancer information seeking has also 

been shown to have emotion-focused coping functions, as it can reduce negative emotions linked to 

the uncertainty of the disease and provide reassurance.
2
 More recently, the concept has also gained 

ground, since it is consistent with the paradigm shift towards patient empowerment and shared 

decision-making: patients seeking out information have the potential to better evaluate the risks and 

benefits of different treatment options and can take an active role in medical decision-making.
3 4

 

 

Research on cancer information seeking has traditionally focused on the type and amount of 

information that patients want to have, the information sources that they are using, the motivations for 

seeking information, as well as the outcomes or consequences of the search. Although physicians 

seem to be the most frequent and trusted source of information, it is now well-established that the 

majority of cancer patients turn to a variety of sources to satisfy their queries.
5-7

 These typically 

include: print or broadcast traditional media (e.g. newspapers, books, brochures, television, radio), 

new media (e.g. Internet), and non-medical interpersonal sources (e.g. family, friends, other patients).
5 

8-10
 According to Nagler et al.,

6
 there are five main reasons that can explain patients' desire for cross-

source engagement: (1) verification, that is, patients’ double-checking information from one source by 

going to a second source; (2) clarification/elaboration, which has to do with patients’ need for 

additional or more detailed information; (3) emotional support, focusing on patients’ desire to fulfill 

support-related needs; (4) directed contact, referring to instances in which one source explicitly directs 

patients to another source; and (5) proxy/surrogacy, referring to instances in which non-medical 

interpersonal sources seek information on behalf of the patient, thereby serving as an information 

proxy or surrogate. Furthermore, despite frequently cited disease- and treatment-specific information 
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needs, type of information sought seems to vary depending on the stage of the patient pathway. For 

instance, issues related to recovery may become prominent only during the post-treatment period.
7
 

 

Not all individuals, however, facing a life-changing diagnosis of cancer decide to search for information 

beyond what is offered by the treating health care professionals. Several studies have documented 

that a considerable proportion of patients -estimated to range, in developed countries, from 10% to 

30%- avoids further information for fear of mental discomfort or dissonance, whereas there is 

abundant theoretical and empirical literature on the characteristics that differentiate an information 

seeker from an information avoider.
1 11-14

 In general, both personal and contextual factors seem to 

influence individuals' willingness to actively search for cancer-related information. The former typically 

refer to socio-demographic characteristics (e.g. age, gender, socio-economic status, education level)
13 

15-18
 and psycho-social variables (e.g. perceived normative pressure, high internal locus of control, 

self-efficacy)
19-21

, while the latter may include, but are certainly not limited to, disease-related 

characteristics (e.g. type and stage of cancer, time since diagnosis)
5 18 19 22

 and the context of cancer 

care
23 24

. 

 

Inarguably, the dichotomy of information seeker versus non-seeker still prevails not only in published 

empirical studies, but also in existing theoretical literature. The most frequently cited theories and 

models of health information-seeking behavior (e.g. Miller's monitoring and blunting hypothesis,
14

 

Lazarus and Folkman's stress, appraisal and coping theory,
25

 Johnson's comprehensive model of 

information seeking,
26

 Lenz's information seeking model
27

) seem to focus on whether individuals 

decide to search for information or not. Yet, it is growingly recognized that cancer information seeking 

is a much more complex and multi-dimensional behavior than previously considered. Analyzing data 

from a cross-sectional qualitative study, Lambert et al.
23 24

, for instance, identified five different 

patterns of cancer information-seeking behavior: (1) intense information seeking – a keen interest in 

detailed cancer information; (2) complementary information seeking – the process of getting “good 

enough” cancer information; (3) fortuitous information seeking – the search for cancer information 

mainly from others diagnosed with cancer; (4) minimal information seeking – a limited interest for 

cancer information; and (5) guided information seeking – the avoidance of some cancer information. 

At the same time, evidence coming from longitudinal quantitative studies suggests that cancer 
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information-seeking behavior does not remain stable over time. Eheman et al.,
28

 for example, found 

that patients are more active in seeking information before being treated than afterward, whereas 

Vogel et al.
29

 showed that patients have the highest information needs at the beginning of treatment, 

with an evident decrease of needs in the course of treatment. Similarly, synthesizing data from various 

published qualitative studies, Germeni and Schulz
30

 concluded that the boundaries between seeking 

and avoiding information throughout the cancer patient journey are often fluid; therefore, information 

seeking and avoidance should not be necessarily viewed as two distinct behaviors pertaining to 

different groups of patients.  

 

Understanding what patients want to know about their cancer and when they need to know it in the 

course of the disease is fundamental for developing tailored information interventions and ensuring the 

delivery of quality cancer care. Nonetheless, it could also be a key parameter for the optimization of 

the outcomes of cancer information seeking, as despite the frequently reported benefits of searching 

for cancer-related information (e.g. increased involvement in medical decision-making, greater 

satisfaction with treatment, improved coping skills), there is also evidence to suggest that 

inconsistencies between desired and obtained information may lead to negative outcomes, such as 

increased levels of anxiety.
31 32

 Therefore, it is crucial that relevant research takes into consideration 

the individual experiences of patients, while providing insightful and context-specific evidence that 

could guide healthcare providers' assessments of cancer patients' differential and changing 

information needs.     

 

Gaps in existing literature 

As evident from the above, a substantial corpus of literature has sought to describe the information-

seeking behavior of cancer patients. Yet, available evidence comes mainly from cross-sectional 

studies, which provide ‘snapshots’ of patients’ information needs and information-seeking styles at a 

single point in time. Although several published reviews of relevant literature have stressed the need 

for longitudinal research on the topic,
7 30

 there is currently a striking lack of longitudinal investigations 

concerning cancer patients’ information-seeking behavior. What is more, existing longitudinal studies 

are quantitative in nature and, despite successfully documenting changes in patients' information 

needs throughout the clinical course of cancer, they have failed to provide an evidence-based 
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interpretation of the causes and consequences of change. Thus, the goal of this longitudinal 

qualitative study is threefold: First, we wish to provide a holistic understanding of how cancer 

information-seeking behavior may evolve across different stages of the patient journey. Second, we 

will seek to elucidate the contextual and intervening conditions that may affect possible changes in 

cancer information seeking. Third, we will attempt to identify what the consequences of these changes 

are, while heightening their implications for clinical practice and policy.        
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METHODS AND ANALYSIS 

Study design and setting 

We will carry out a prospective, longitudinal qualitative study, based on face-to-face, in-depth 

interviews with approximately 25 newly diagnosed cancer patients residing in the Italian-speaking part 

of Switzerland, namely Ticino. Qualitative research can offer valuable insights into patient 

experiences, whereas longitudinal qualitative designs have the considerable advantage of addressing 

questions about how and why these experiences change over time. In-depth interviews were chosen 

as the most appropriate data collection method, as they can permit exploration of participant 

experiences in greater depth than allowed by other methods (e.g. focus groups). Approval of the study 

protocol has been granted by the Ethics Committee of the Canton of Ticino (CE 2813) and written 

informed consent will be obtained from all interviewees prior to study participation. 

 

Recruitment and sampling 

Study participants will be recruited from two oncology hospitals located in the two largest cities of 

Ticino, that is, Lugano and Bellinzona. We will liaise with clinical staff to identify individuals meeting 

the pre-defined eligibility criteria shown in Box 1. We will contact by phone patients showing an initial 

interest in the study (as this described by the clinical staff) and giving permission to be contacted, to 

provide further details about the process and, when possible, set up a convenient date and time for 

the interview. In the initial stages of the study, we will recruit all individuals meeting our inclusion 

criteria. As the study unfolds, we will employ a theoretical (or analysis-driven purposeful) sampling 

strategy,
33

 which will involve recruiting additional participants with potentially different cancer 

information-seeking experiences from those already recruited. We estimate that a sample size of 25 

participants will be adequate to reach data saturation; yet, we plan to continue the interviews until the 

data set is complete, as indicated by data replication or redundancy.
34

    

 

Data collection 

Data collection is estimated to start in September 2015. As issues of time and timing are of paramount 

importance in longitudinal qualitative research, we have opted for identifying time points by key 

transitions in the patient's journey rather than having the same time points for all participants. 

Therefore, two members of the research team (MB and DV) will interview patients at three different 

time points: (a) within two weeks after receiving the cancer diagnosis; (b) within two weeks after their 
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initial treatment (e.g. surgery, chemotherapy); and (c) six months after the initial treatment. Prior to 

each interview, researchers will clarify that the interviews do not constitute part of the cancer 

management process and that possible withdrawal will in no way affect the care or treatment patients 

receive in the hospital. Initial interviews with each patient will begin as follows: "This study is about 

further information that newly diagnosed patients may wish to have or not about their cancer. Could 

you tell me what you think about searching for cancer-related information from sources other than your 

treating doctor and describe your own cancer information-seeking experiences, if any?". Subsequent 

interviews will begin by asking the participants to reflect on what has changed (in terms of desire and 

search for cancer-related information) since the last interview. In all cases, further questions from the 

interviewers will be based on what participants say and will consist mostly of clarification and probing 

for details.
35

 To ensure that all relevant topics will be covered, we have developed a basic interview 

topic guide, which includes the following: motivations for seeking (or not seeking) cancer-related 

information, preferred sources of information, type and amount of information sought, and perceived 

outcomes of the search. The guide was formulated on the basis of both available literature and our 

own experience and interest in the topic. Interviews will be conducted at the hospital, in a one-to-one 

setting, with only the researcher and the patient being present. The estimated duration of the 

interviews is about 45 minutes, but this is likely to vary depending on the interviewee and the order of 

the interviews. We expect, for instance, that the first interviews with each patient may be shorter than 

the subsequent ones, given that participants will have just received a life-changing diagnosis of 

cancer. Apart from this, involvement over time is likely to enhance trust and facilitate disclosure of 

information.   

 

Data analysis  

Consistent with a grounded theory approach,
36

 data collection and analysis will proceed concurrently. 

With participant permission, interviews will be recorded and transcribed verbatim. All transcripts will be 

checked back against the original audio recordings to ensure content accuracy. Each interview will be 

accompanied by a brief summary that will outline the main points of the discussion. Similarly, upon 

completion of data collection, case-based summaries will be written as a way of capturing change over 

time. Data analysis will rely on a three-stage coding process that will consist of: (a) initial coding, that 

is, an intense, line-by-line analysis of the transcripts; (b) focused coding, in which a selected set of 
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most prevalent codes will be identified; and (c) theoretical coding, in which we will refine the final 

categories in our theory and relate them to one another.
37

 Throughout the study, memo-writing will be 

used to stimulate and record our developing thinking about the data. Memos will include both 

operational notes about the data collection process and conceptual memos about the initial codes and 

focused codes being developed. The final outcome of our analysis will be a theoretical framework, 

which will account adequately for all gathered data, while seeking to explain the process of cancer 

information seeking across the disease trajectory.   
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Box 1 Eligibility criteria for participation in the INFO-SEEK study 

Inclusion criteria 

1. Patients aged ≥18 years 

2. Physically and cognitively able to participate in the interview process 

3. First time cancer diagnosis 

4. No evidence of metastases 

 

Exclusion criteria 

1. Unable to fulfill the inclusion criteria 

2. Unable to provide written informed consent  

3. Non-Italian speaking 
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ETHICS AND DISSEMINATION 

Ethical considerations 

Ethical issues can be particularly relevant in longitudinal research, especially in cases where the study 

population involves patients facing a life-threatening disease. Previous studies have identified a 

number of risks, which can arise from longitudinal qualitative data collection, including intrusion into 

people's lives, dependency, as well as distortion of experience due to repeated contact, personal 

involvement and closure of relationships.
38 39

 
40

 Therefore, prior to study commencement, we have had 

several brainstorming sessions to reflect upon possible challenges that we may encounter (before, 

during or after the data collection process) and come up with concrete ways of addressing them. 

These focus primarily on the following: 

 

Recruitment at critical stages of the patient pathway: We wish to interview individuals soon after 

receiving a cancer diagnosis and we intend to repeat the same process shortly after their initial 

treatment and, then, after six months. We recognize that recruitment at these critical stages of the 

patient pathway can be difficult; yet, there is evidence to suggest that patients often feel more 

comfortable voicing their internal fears and distress to a researcher rather than a clinician or even 

people from their close environment.
40

 In this sense, we anticipate that contributing to the research 

process and talking about the experience of such important life events (at the moment they occur) 

could even have a cathartic role for some of the patients. Despite this, we have sought to establish a 

number of strategies, to ensure that study participants will be adequately safeguarded. First, the study 

protocol was submitted and approved by the Ethics Committee of Canton Ticino. Second, participation 

in the study will be voluntary and participants will be free to withdraw at any time without giving 

reasons and without any penalty. Third, consent will be an ongoing process. Specifically, prior to the 

first interview, participants will be informed about the study objectives, ground rules (limited access to 

the data, anonymity, confidentiality, etc.) and timeline, and will be asked to provide written informed 

consent. Apart from this, oral consent will also be sought prior to each subsequent interview, as well 

as during the interviews, where appropriate (e.g. if a participant becomes frustrated or emotionally 

overwhelmed). Last, all interviews will be conducted by two experienced cancer nurses (MB and DV) 

who are currently conducting their PhD studies. This is expected to facilitate sensitive recruitment of 
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participants and nurture an atmosphere of trust and reciprocal rapport that is essential for establishing 

a long-term commitment to the study.    

 

Researcher burnout: Collecting in-depth data from the same individuals over a prolonged period of 

time may not affect just the participants; it can also place considerable demands on the researchers. 

Despite sufficient training and experience, conducting qualitative research with vulnerable population 

groups can be emotionally challenging.
38

 Participants share their personal stories, disclose intimate 

thoughts and feelings, and could even reveal to the researchers information that they have not 

discussed with anyone else. Involvement over time creates a bond between the participant and the 

interviewer and, although the impact of this on the safety and well-being of the researched has been 

widely discussed, ethical aspects related to the emotional well-being of the researcher are often 

overlooked. Talking about “researcher saturation”, Wray et al.
41

 showed how researchers who were 

involved in all phases of emotionally demanding qualitative research, namely data collection, 

transcription and analysis, repeatedly relived the stressful events that participants had narrated and 

proposed a more formal approach for dealing with researcher distress, such as professional 

counseling. As we cannot afford such possibility, we opted for splitting the research tasks within our 

group in a ‘balanced’ way (i.e. MB and DV will collect the data, two research assistants will transcribe 

the interviews, and EG and PJS will perform the data analysis), so that we minimize the level of 

involvement for each single researcher. Regular meetings, promoting debriefing and informal peer 

support, have also been envisaged to ensure that all members of the research group will be well 

supported in their role.  

 

Leaving the field: Although collaborative relationships between the researcher and the researched are 

beneficial (perhaps, even necessary), the difficulties created by such relationships in the leaving 

process are seldom considered. Ortiz
42

 has argued that the same skills and techniques that are 

essential in gathering rich data, like, for instance, rapport building or use of self-disclosure, can also 

make the exiting process rather stressful. It is, therefore, an issue of research ethics how the field 

relations will be terminated. Indeed, based on previous experience with family caregivers of patients 

diagnosed with cancer,
43

 we expect that the closure of relationships will be difficult, not only for the 

participants, but also for the interviewers. To make this process as smooth as possible, individuals 
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choosing to participate in the study will be provided from the beginning with clear and concrete 

information about how many times and when they will be approached for an interview. Furthermore, at 

the end of the last interview, interviewers will thank participants for their contribution to the study and 

give them a symbolic gift as a small token of appreciation. In the unfortunate event of a patient’s 

death, while the study is ongoing, a condolence card will be sent to the bereaved family. Likewise, to 

minimize the potential harm that researchers may be exposed to as part of the fieldwork, at the end of 

the data collection process, interviewers will be provided with opportunities for debriefing as a way of 

sharing their research stories with the rest of the team, expressing their feelings and concerns, and 

reflecting on possible ways of managing emotional attachment.   

 

Dissemination of findings 

We will use a variety of methods to ensure that our work will achieve maximum visibility, not only to 

academic, but also to clinical and policy audiences. Publication of our study protocol provides an 

important first step towards this direction. In this paper, we have sought to offer a comprehensive 

overview of relevant literature, while underlining current research gaps that necessitated the design 

and implementation of the INFO-SEEK study. We have also provided a detailed description of the 

methodology that we will employ, as well as concrete ways of addressing both participant- and 

researcher-related ethical issues, which are likely to arise when conducting longitudinal qualitative 

research on sensitive or difficult topics.   

 

In the same way, study findings will be disseminated in high-quality, peer-reviewed journals and 

presented in key national and international conferences. As interest in the research to practice gap 

has substantially increased, a key element in our dissemination endeavors will be to successfully 

transfer our research findings to health care practice and policy-making. Upon completion of the 

project, we intend to organize a local dissemination event and bring together relevant stakeholders 

(e.g. service users, health care professionals, hospital managers) to jointly explore ways in which 

project results can be better integrated into routine clinical practice. Participant experiences of cancer 

information seeking, for instance, could inform the development of a screening tool for assessing 

patients’ information needs and preferences prior to the medical consultation. The benefits of properly 

evaluating the amount and type of information that a patient desires throughout different phases of 
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care could be manifold: more effective and targeted information provision (without increasing 

consultation duration), guidance to using evidence-based secondary information sources, as well as 

provision of appropriate treatment decision aids.  
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