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Abstract

Background: Higher physical activity levels are associated with better quality of life in people
affected by head and neck cancer. Nevertheless, most individuals with these cancer types
show a sedentary behaviour or very low activity levels. Insights on factors influencing physical
activity from the perspective of individuals affected by an advanced head and neck cancer
diagnosis is still sparse and the views of their significant others have not been explored yet.
To design suitable interventions to support this group to be or become more active in the future,
there needs to be more in-depth knowledge about the factors that influence their activity

behaviour.

The aim of this study is to explore factors influencing capabilities, opportunities, and motivation
for physical activity participation and promotion in people with an advanced head and neck
squamous cell carcinoma from the perspective of people being affected and their significant

others.

Methods: Semi-structured interviews will be held with people with advanced head and neck
cancer and focus group interviews will be conducted with significant others of people being
affected. Interviews will be transcribed verbatim and analysed by a content analysis with a

deductive-inductive approach based on the domains of the behaviour change wheel.

Expected outcomes: This study will give insights on physical activity participation and
promotion from the perspective of people affected by an advanced head and neck squamous
cell carcinoma and their significant others. The results will build the foundation for subsequent
research projects to design and test physical activity promotion programmes tailored to this

group.

Keywords: qualitative research, physical activity, influencing factors, head and neck cancer, behaviour change
wheel

Abbreviations: HNSCC: head and neck squamous cell carcinoma; PA: physical activity

Background and Rationale

Head and neck cancer ranks as the seventh most common cancer type worldwide of which
about 90% are squamous cell carcinomas’. These cancer types are usually diagnosed in stage

three or four and need extensive medical treatment?, that can leave the person with a variety
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of different impairments and treatment sequalae including swallowing problems, fatigue and a

reduced quality of life >*

Physical activity (PA) and exercise have positive effects on the health status and quality of life
in patients with head and neck cancer®. Higher activity levels are associated with better quality
of life®, physical functioning, body composition and fatigue”®, but the majority of people with
these cancers show a sedentary lifestyle or very low activity levels®. A scoping review was
conducted by the study team to compile the existing knowledge on factors influencing PA in
individuals with head and neck cancer and the suggestions by health care experts and
researchers in the field®. This review concluded that personal, social, environmental, and
health-related factors significantly influence PA participation for patients with head and neck
cancer. These factors encompass personal characteristics like age and co-morbidities, as well
as factors such as attitude, interest, and motivation. Treatment side-effects and the overall
health condition of individuals are also important factors. Experts suggest that further research
is necessary to develop interventions that encourage patients' participation and support them
to overcome potential PA barriers. They also recommend that the implementation of PA

interventions into the clinical pathways should be explored in more detail.

Insights from the perspective of individuals with a head and neck cancer diagnosis on the
context of PA participation is still very sparse®. More in-depth knowledge should be gained to
enable the design of suitable interventions to support this group to change their behaviour
successfully and sustainably towards a more active lifestyle. The perspectives of people being

affected is crucial to tailor interventions to their needs.

Additionally, the experiences and opinions of significant others of people with head and neck
cancer have not yet been explored. A 'significant other' is a person who is important to one's
well-being"', who is usually a partner or spouse or another close person, such as a family
member or a friend. These significant others are a valuable source of information to understand
the complex situation of PA participation in this group and will help to gain an important insight
on how to design an adequate intervention to help individuals with head and neck cancer to
change to a more active lifestyle'?.

To understand and enhance behaviour change, the behaviour change wheel by Michie et al.*®
is a useful framework, which provides a systematic way to understand behaviour change and
to design interventions. The hub of the wheel consists of the aspects of capability, opportunity,
and motivation (COM-B model) of behaviour. The second layer states nine intervention

functions that can be used to bring about behaviour change including education, persuasion,
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incentivization, coercion, training, restriction, environmental restructuring, modelling, and
enablement. The most outer layer of the wheel includes seven policy categories that can be

used to implement interventions (see appendix A).

The aim of the study is to explore capabilities, opportunities, and motivation for PA participation
in people with a diagnosis of an advanced head and neck squamous cell carcinoma (HNSCC).
This will be examined from the perspective of people being affected by HNSCC and the

perspective of their significant others.

Research questions:

- What capabilities and opportunities for PA participation do people with advanced
HNSCC experience?

- What motivates people with advanced HNSCC to be physically active?

- How do significant others view capabilities, opportunities, and motivation for PA
participation in people with advanced HNSCC?

- What suggestions and recommendations for PA promotion do people with advanced
HNSCC and their significant others have?
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Methods

Study registration:
The study project will be registered at the clinical trials registry of the U.S. National Library of

Medicine™.

Ethical approval:
A clarification of responsibility was submitted to the Zurich Cantonal Ethics Committee
(BASEC Nr. Reg-2023-00397). They concluded that the study project does not fall within the

scope of the Human Research Act.

Patient and public involvement:

The guide of the patient lab of the Swiss Cancer Centre Leman' will be applied. A patient
advisor and an individual with a HNSCC will be consulted to give feedback on specific steps
of the project. This will include feedback on the development of the interview guide, during the

coding process, and the analysis phase.

Methodological orientation and theory of the study:

The study will apply a descriptive qualitative approach to describe the phenomenon
comprehensively with a focus on relevance for clinical practise'®. This approach is used in the
context of intervention development and results are presented in everyday language, rather

than in a conceptual, philosophical or highly abstract framework'"'8.

Study Design:

Semi-structured individual interviews with people affected by HNC will take place in a face-to-
face setting or virtually according to the participants preference. The individual setting is
chosen to ensure that the interviewer can respond well to the needs of the interview participant.
People with advanced HNSCC might need frequent breaks during the interview to be able to
drink something to relieve the common side effect of having a dry mouth. Additionally, they
might also have problems speaking which could lead to problems or intimidation if a group
setting was chosen. Focus group interviews will be conducted with significant others of people
with HNSCC. This will enable interaction between the participants and encourage discussion
about the topic'. Interview guides for the individual interviews and the focus group interviews
will be developed based on existing literature on influencing factors for PA participation in
patients with head and neck cancer and the expertise of the study team. The behaviour change

|13

wheel™ will be used as a theoretical framework (see Appendix A).
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Participants and sampling:
To achieve data saturation® the study population will be limited to individuals affected by a
stage Il or IV squamous cell carcinoma, as this subgroup constitutes the largest proportion of

patients diagnosed with head and neck cancer?.

Inclusion criteria for people with HNSCC:

- minimal age 18

- diagnosis of a primary head and neck squamous cell carcinoma within the last 24 months
- oral, pharyngeal, or laryngeal cancer stage Ill or IV

- completed surgery and/or radio(chemo)therapy in curative intent

Exclusion criteria for people with HNSCC:

- not having the physical, mental, and cognitive ability to understand, follow and hold a
conversation in (Swiss-)German

- treatment in palliative intent

- recurrence of the head and neck tumour (local or distant)

Inclusion criteria for significant others of people with HNSCC:

- minimal age 18

- being a significant other (partner, spouse, close family member or friend) of an individual with
a HNSCC with the above-mentioned criteria

- having the permission of the individual affected by HNSCC to talk about their experiences

Exclusion criteria for significant others of people with HNSCC:
- not having the physical, mental, and cognitive ability to understand, follow and take part in a

group discussion in (Swiss-)German

Recruitment:

People affected by HNSCC, and significant others of people being affected will be recruited by
direct contact with health professionals involved in their treatment and care in different regions
of Switzerland. For the recruitment of significant others, the permission of the person affected

by HNSCC needs to be obtained; this will be confirmed in the informed consent form.

The recruiting sites are:
- Cantonal Hospital Winterthur (KSW)
- Cantonal Hospital Lucerne

- 'ear, nose, throat and plastic surgery center' at Hirslanden Clinic, Zurich
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- rehabilitation clinics 'Berner Klinik Montana' and 'Adelheid’
- if necessary, the recruitment sites could be extended to include the cantonal cancer leagues

and other health institutions within the German speaking part of Switzerland

Update to recruitment sites (December 2024):
- all cantonal and regional cancer leagues were included in the recruitment process
- additional hospitals and rehabilitation clinics/centers were included to support recruitment:
- University Hospital Bern (Inselspital)
- University Hospital Zurich
- University Hospital Basel
- Cantonal Hospital St. Gallen
- Outpatient rehabilitation Chur

- Rehabilitation clinic Zihlschlacht

Potential interview participants will be provided with an informational brochure accompanied
by a pre-stamped envelope facilitating the return of their contact details via a designated card
for completion. The study coordinator (MS) will then contact the person and give further
information and check if the person is eligible to participate. A minimum of 12 individuals with
a HNSCC diagnosis and eight significant others will be recruited for the interviews and focus

groups respectively with the goal to reach data saturation®*?.

Data collection:

All participants will receive a short questionnaire prior to the interview to collect their personal
characteristics (e.g., age, education level, personal estimation of PA levels, their or their
significant others' type of HNSCC diagnosis and treatment). The individual semi-structured
interviews will be conducted at a place to the persons preference, either in their home, at the
hospital/rehabilitation clinic, or if not possible otherwise virtually via an online video call. Focus
group interviews will take place either at one of the involved clinics or at a cantonal cancer
league. Prior to the start of the interview, informed consent will be signed, and remaining
questions about the interview conduct will be answered. The individual interviews will last 30
to 60 minutes. Two to three focus groups with the significant others will be held and will last
60 to 90 minutes. To reach data saturation, a redundancy of themes should be achieved®.
Interviews and focus group interviews will be audio-recorded with approval of participants as
stated in the informed consent form?*%. Notes will be taken by the interviewer to help
remember special occurrences during the interviews. A test interview will be held to test the

interview guide and make necessary adjustment.
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Data analysis:

Interviews will be transcribed verbatim? by first using the automated transcription tool
'noScribe’ %. This is followed by manually checking and correcting of the transcripts. The parts
which could reveal the participants identity will be anonymized at this point. The transcripts will
be checked and validation by the person who has conducted the interview. For coding and
analysing the data, the software MAXQDA?" will be used. A structuring qualitative content
analysis will be used as described by Kuckartz?® with a deductive-inductive approach. This
method entails seven phases as shown in Table 1. It starts with the initial work with the text by
reading the transcripts, writing memos, and summarizing cases. This will be done individually
by the two researchers who will code the interview. The main categories are defined based on
items of the behaviour change wheel and results of our scoping review on influencing factors
for PA in head and neck cancer'. The first four interviews will be used to test the applicability
of the main- and subcategory system, if necessary, adaptions will be made. The first coding
cycle includes coding with the main categories by MS and by a second coder RE, MB or a
research assistant in a consensual coding process®. Diverging codes will be discussed
between the two coders until consensus is reached, if necessary, a third person will be involved
in the decision. This step is followed by inductively developing sub-categories and then coding
the data with the sub-category system. When this second coding cycle is finished, simple and
complex analyses follow. This will include a category-based analysis of the main and
subcategories but will also explore relationships between categories and state frequencies of
categories and subcategories. In regular intervals results of the coding and analysis will be
discussed with senior researchers in the field of HNC and qualitative research (ME & CS) and
a patient advisor. In the last phase of the research process the results to the research
questions will be written and complemented with quotes from the transcript. The process of
the analysis will be documented by describing the steps of the analysis and how categories

were constructed and how they are based on the data.

Table 1.
The seven phases of structuring qualitative content analysis
according to Kuckartz®®

1) Reading transcripts, writing memos, summarizing cases
2) Developing main categories

3) Coding with main categories (first coding cycle)

4) Developing sub-categories inductively

5) Coding with sub-categories (2nd coding cycle)

6) Simple and complex analyses

7) Writing results and documenting process
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Data protection and management:

Information about interview participants, informed consent forms and audio recordings of the
interviews will be stored in a protected folder on a computer of the Cantonal Hospital Winterthur
which can only be accessed by the study coordinator (MS) and an assistant who will aid in
transcribing the interview. The automated transcription tool 'noScribe' allows to use audio-files

which are stored locally on a protected device.

Reporting:

The consolidated criteria for reporting qualitative studies (COREQ)?® will be used to guide the
reporting process. Quotes that represent the theme and subthemes will be extracted from the

interview transcripts.

Expected results

The results of this qualitative study will provide in-depth knowledge on PA participation from
the perspective of individuals affected by an advanced HNSCC. Additionally, views of
significant others of people affected by HNSCC are included which will provide valuable
information from a different point of view. The more sedentary individuals with HNSCC might
be difficult to recruit because they might not want to talk about this topic, likewise individuals
with speech impairments due to a laryngeal cancer might not be able to participate in the
interviews but their significant others can share their experiences. The combined results from
individuals directly affected and significant others will have the potential to give a more
comprehensive overview on the topic. This will build a foundation for the future development

of tailored PA promotion programmes for this patient group (see Appendix B).
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Appendix A:
The Behaviour Change Wheel by Michie et al.*3

. Sources of behaviour
. Intervention functions

Policy categories

Psychological O Physical

&R
& B
MOTIVATION
Trainin®

Sef\/ice proViS‘O“

Appendix B:
Overview of the overall research project

Intervention Development and Pilot Testing
the intervention will be developped based on preceding results and pilot tested for feasability
I I
Scoping Review Interviews with people affacted by HNC & Delphi Study
exploring factors influencing PA participation in Focus Groups with significant others on expert recommendations on intervention
people affected by HNC influencing factors for PA promotion characteristics

The ProAct-HNC project (HNC: head and neck cancer, PA: physical activity)
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