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Abstract

Oropharyngeal squamous cell cancer (OPSCC) is now the most common site of head and neck
squamous cell cancer. Despite the focus on treatment deintensification in clinical trials, little is
known about the preferences, experiences and needs of patients with OPSCC when deciding
between surgery and radiation therapy as primary treatment with curative intent. In this qualitative
study, pre-treatment and post-treatment oropharyngeal cancer patients were recruited to take

part in one-on-one interviews (n = 11 pre-treatment) and focus group discussions (n = 15
post-treatment) about treatment decision-making. Recordings were transcribed and assessed for
emergent themes using framework analysis. From the one-on-one interviews and focus group
discussions with OPSCC patients, fourteen themes were identified. Participants expressed alarm at
diagnosis, decisional conflict, and a variety of roles in decision-making (physician-controlled,
shared, and autonomous). Decisions were driven by the perceived recommendation of the
treatment team, a desire for physical (surgical) tumor removal, fear of adverse effects of treatment,
and patient-specific values. Although participants felt well-informed by their treating physicians,
they identified a need for additional patient-centered information. Participants were critical of the
poor quality of information available on the internet, and acknowledged the advantage of hearing
the experiences of post-treatment patients. The experiences identified herein may be used to guide
patient-centered communication during patient counseling and to inform interventions designed to
support patients’ needs at diagnosis, ultimately helping to implement high-quality, patient-centered
care.
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Introduction

The incidence of oropharyngeal squamous cell cancer (OPSCC) is rising, due to human
papillomavirus (HPV) [1]. The growing population of patients with OPSCC that are
expected to have excellent long-term survival has inspired investigation of deintensified
treatment regimens aiming to preserve oncologic outcomes while reducing long-term
toxicity [2]. Transoral surgery, intensity-modulated radiation therapy and immunotherapy
offer deintensification strategies. While treatment paradigms evolve, little is known
regarding the values, needs, and treatment preferences of this relatively new patient
population [3].

With some exceptions, for patients with OPSCC curative therapy entails either radiation
therapy or surgery, with or without adjuvant treatment [4]. Retrospective studies to date
have found no significant difference in survival and oncologic outcomes among primary
therapies, [5] and prospective data on the long-term functional outcomes for these treatment
options is only beginning to emerge [6].

As a result, patients with OPSCC face a situation of clinical equipoise, that is, a choice
between treatments with similar outcomes. The burden of this deliberation potentially
generates unique decisional needs in this often anxious population [7]. For some, anxiety

at diagnosis is related to the fact that their cancer was caused by a sexually transmitted
infection (HPV) [8-10]. It is important to understand the needs of these patients in order to
inform shared decision-making, which in turn can improve engagement, patient satisfaction,
[11] quality of life, [12,13] and health outcomes [14].

Qualitative research methods, which explore how people perceive and experience the world,
have been used to describe patient decision-making in other cancer sites [15-20]. This
qualitative study describes the experiences and needs of patients making decisions regarding
primary treatment for their OPSCC.

Material and methods

Patients from the Johns Hopkins Hospital and Greater Baltimore Medical Center in
Baltimore, Maryland were recruited to join this qualitative research study. These institutions
adhere to current National Comprehensive Cancer Network guidelines for OPSCC treatment
[4]. Surgery is typically transoral robotic resection with concurrent neck dissection.

The study consisted of one-on-one, semi-structured interviews and focus group discussions
with OPSCC patients to identify experiences of treatment decision-making. Recruitment
was performed using purposive sampling of patients attending outpatient visits in the
Departments of Otolaryngology-Head and Neck Surgery and Radiation Oncology and
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through peer networking. Eligibility criteria for the interviews included incident diagnosis
of OPSCC amenable to both primary surgery and primary radiation therapy, and completed
consultations with a radiation oncologist and a head and neck surgeon. If a full course

of chemoradiotherapy would definitely be recommended after surgery, these patients were
not considered eligible as chemoradiation was likely recommended instead. Interviews with
the group of “pre-treatment” patients were conducted in person or by phone prior to the
start of treatment. A questionnaire was completed during the interviews collecting patient
characteristics, and preferred decisional style as measured by the Control Preferences Scale
[21]. For the focus group discussions, OPSCC survivors who had completed treatment
between one and five years prior to data collection (“post-treatment” patients) were eligible.
Focus groups took place in a private room on a hospital campus. Interview and focus group
prompts (Supplement) were developed based on guidance provided in the Ottawa Hospital
Research Institute Patient Decision Aid Development Online Training [22]. Oneon-one
interviews and focus groups were led by an otolaryngology—head and neck surgery resident
(MW, whose affiliation was disclosed to participants), audio-recorded and transcribed
verbatim. Written informed consent was obtained from each participant. Institutional review
boards at both institutions approved the study protocol.

Prior to analysis, data were evaluated to ensure they met the qualitative recommendations
for content analysis [23]. Unlike quantitative analysis, which requires large samples, the goal
of this study was to achieve thematic saturation, which occurs when the collection of new
data offers no additional insight [24]. Each transcript was thematically hand-coded by two
researchers with training in qualitative research methods (MW and DL) and cross-checked
for agreement about the application of the codes. Themes were organized into overarching
domains and compiled with representative quotations, which were edited for readability.

Eleven interviews (n = 11) and three focus group discussions (n = 15; range 4—7 participants
per group) were held between March 2018- September 2019. The interviews lasted a median
of 32 min (range 22-39), and each focus group was around 90 min. Characteristics of the
participants are described in Table 1.

Decisional style and choice predisposition

Among interviewed pre-treatment patients, most preferred a shared approach with their
physician (Table 2). Choice disposition collected before and after specialty consultation,

as well as patient-perceived treatment preference of the specialists, are displayed alongside
actual treatment received in Fig. 1. In all cases (n = 8; 100%) where the patient perceived

a physician preference during consultations, the patient perceived the preference of the
surgeon and radiation oncologist to be the same, and perceived specialist preferences were in
turn the same as the patient’s post-consultation treatment preference.

Domains of decisional experiences

Major themes relevant to treatment decision-making that emerged in the interviews and
focus groups relevant to treatment decision-making were organized into four domains: (1)
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emotional response (2) roles in decision-making (3) other factors influencing treatment
decision-making, and (4) informational needs. All themes were present among both pre- and
post-treatment groups (Table 3).

Domain 1: Emotional response

Almost all participants expressed alarm in response to their cancer diagnosis, conveying
initial shock (“your world kind of stops™; “I was shocked”; “[my wife and 1] went ballistic”),
using language that was fatalistic (“1I’m done, I’m sunk”; “I’m toast”; “I got the big C ...
woe is me, the end of my life”), and discussing feeling the imminence of death (“I am
afraid of death ... I have a lovely wife and two kids™). A few participants described making
financial arrangements for their family. Alarm was heightened by the fact that participants
generally felt well when seeking evaluation (“I didn’t expect it to be cancer”; “I’ve been
healthy for 64 years”; “no weight loss, no discomfort, no problems swallowing™), and felt
the severity of the diagnosis did not match their perception of good health. The prognosis
of OPSCC was only occasionally mentioned as relief (“once | knew the cancer was highly
treatable, | knew I could move forward and do it”).

Decisional conflict, defined as personal perceptions of uncertainty in treatment decision-
making, [25] was frequently conveyed. Participants described feeling as if they were “in

a bind”, referring to the decision as “terribly unfair” and “horrible... because you’re
potentially making a go/no go decision with your life”. This conflict was contextually
related to time pressure to make treatment decisions, perceived patient ownership of the
ultimate decision, and difficulty focusing after having recently received a cancer diagnosis:
“| felt like I had just 200 dB of sound and music or just distraction noise in [my] mind
because all these emotions are running through”.

Domain 2: Roles in decision-making

Complex and perhaps contradictory roles in treatment decision-making were articulated,
often by the same participants.

Trust in the treatment team was highly prevalent, often illustrated by deference (“I’m going
to do whatever they tell me to do”; “I think it would be foolish not to go along with the
professional that’s giving you that advice”; “honestly there weren’t any decisions to be
made because | was just going to go along with whatever the doctor said”). In addition to
deference, many participants described a decision that was shared with the doctor/treatment.
“[the doctor] and | made the decision together to do surgery”; “It was something [the doctor
and I] came up with mutually”. Another dominant theme was shared decision-making with
a spouse: “it was really my wife and myself”; “we’ve come to every decision jointly”; “my
wife and | both decided”.

Despite following the doctors’ recommendations and shared decision-making with doctors
and a spouse, participants felt u/timate decisional autonomy (“ultimately it was really my
decision”; “It’s not your risk. It’s my risk”; “it’s 100 percent up to me to make my own
decision”). This autonomy was viewed as positive (“it was good because ... | was being
given options and information on the options and [l was] asked to make a decision™) or
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daunting, “so the surgeon said, ‘it’s your choice,” which ... | actually would have preferred
being told”.

Domain 3: Other factors influencing treatment decision-making

Desire for physical tumor removal dominated the discussion regarding surgery (“get it out”).
One participant compared the feeling to having a bug land on one’s arm as a child. This
perceived clear advantage to surgical extirpation was expressed even among those who had
decided to pursue upfront radiotherapy.

Fear of aaverse effects of treatment, detected for all treatment modalities, was a main

driver of decision-making: “when they say your carotid artery, well, you focus on that
being, in your mind, being cut and then that’s it”; “there’s the anxiety that you don’t

wake up”; “incredible pain; loss of swallowing; loss of taste and likely dental problems”;

“l had actually pursued surgery just to avoid it. That’s how fearful | am of the radiation,
chemotherapy treatment”; “the damages of chemo are known to me personally from seeing
them”. These reactions were as often derived from knowing persons or public figures who
had experienced cancer treatment as from the side effects of treatment discussed during
clinical consultation. Occasionally, the adverse effects mentioned were misinformation (“I
know with the chemo, you know, I’m going to lose my hair”; I’ve heard about some negative
consequences [of radiation] ... Three Mile Island, to Hiroshima, to Ukraine”). Related to
avoiding additional treatment, a prevailing theme was that in select cases, the possible need
for adjuvant therapy obviates the advantage of surgery. “1 could just have the radiation,
chemotherapy without the surgery. It seems like ... why would | have the surgery?”.

Patient-specific values apart from desire for tumor removal or concerns about adverse
treatment effects were raised as drivers of decision-making. A “gut feel” toward a particular
treatment was often cited. Surgery was repeatedly perceived as the “quicker” option, making
it desirable from a timeline perspective, that in some cases related to transportation. One
participant described how the possible limitation of arm movement after neck dissection was
perturbing given the participant’s avid interest in martial arts, whereas another expressed
concern that transoral resection may limit the participant’s ability to play wind instruments.

Domain 4: Informational needs

When informational needs were explored, almost all participants described feeling generally
well-informed (1 had enough facts”; “I’ve got as much information as there is to get”). This
was contextually tied with an overall positive and appreciative feeling toward the treating
physicians (“I feel like you guys are doing a great job”). On further discussion, however,
there was a global acknowledgement that patient-centered information would be helpful (“|
think it’s real helpful to have a lay perspective”): some medical information delivered in

the consultation was in language that was difficult to understand (“what would be good is a
glossary of terms and terminology and better patient understanding of what things mean and
simplifying things™), incomplete (“I guess the doctors are only supposed to tell you so much.
But there’s questions we probably have that, to us, are important and to them it’s miniscule
because they’re smarter than we are”), or overwhelming (I can’t remember anything | was
told. I was told so much”™).
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When exploring other sources of treatment information participants had accessed, it became
clear that the internet was a poor resource for information-gathering. Participants reported
misinformation: “I did read some stuff that had me passed away in five years. So, I just
don’t believe that stuff”; “there was a cesspool of information out there”. Suspecting this to
be the case, other participants abstained from using the internet: “you can get any answer
you want and certainly be scared”; “I chose not to go online and get sucked into that vat

of information”. Most interviewees acknowledged use of the internet to search for their
diagnosis and treatment. The median amount of time spent on the internet was 10 hours
(Table 2).

Participants strongly expressed the advantage of hearing from post-treatment survivors.
Some participants spoke from personal experience (“I went to a support group meeting ...
before | started all of the procedures and | found that invaluable because | happened to see
people that looked like this that had been through it and that was amazing”; “that was very
helpful to know that this [survivor] went back to his life in relatively the same fashion he
had been before”). Other participants spoke of the theoretical benefit it would provide: (“to
be able to pick someone’s brain ... that’s traveled that path, I think is a great idea”; “I want
to talk someone who’s been through this. It’s a little scary so it would be good to talk to
someone in order to prepare”).

Discussion

This is the first study to qualitatively capture the decisional experiences and needs of
patients with OPSCC making treatment decisions. As patients who are surgical candidates
are given a choice between primary treatments for their cancer, treatment choice is
considered to be “preference-sensitive”. That is, decisions are based off of patient
experiences during and outside of their consultations with the treatment team, representing
ideal conditions for shared decision-making [26]. As treatment paradigms for OPSCC
evolve, it is paramount that efforts are made toward patient-centered care, which is viewed
as a component of quality care by the Institute of Medicine [27], the Affordable Care Act,
[28] and the otolaryngology—head and neck surgery community [29-31].

Discrepant to the treatment teams’ understanding that the prognosis for most patients with
OPSCC is excellent, participants strongly feared mortality at diagnosis. This is consistent
with our prior report that most head and neck cancer patients are very concerned about
their mortality, especially those with HPV-associated cancer [7]. Our finding suggests that
emphasis should be placed on prognosis during oncologic consultations and that adequate
time be provided between sharing a diagnosis and providing complex medical information.

Importantly, patients may have difficulty expressing their values and needs due to fears
regarding prognasis. In some cases, our study participants felt ill-equipped to decide on
treatment. There is evidently a need for support to help patients clarify and communicate
their preferences and values and to ensure congruency between these and the chosen
treatment. Apart from a desire for cure and survival, treatment-related priorities tend to
vary widely among patients [7].
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Data from head and neck cancer [32] and other cancer sites [15,33,34] shows that patients
place substantial weight on their physician’s recommendation. Our study corroborates

this finding as many patients acknowledged their choice was based on the treatment

team’s recommendation, and choice preference was concordant between the patient and the
treatment team whenever a physician preference was perceived (Fig. 1). Just as predominant
as physician-controlled decision-making, however, was the feeling that ultimate decisional
responsibility lay with the patient. These dichotomous decisional roles are in contrast to the
results of the Control Preferences Scale, [21] in which all but one interviewed participant
preferred a degree of shared decision-making with their doctor (Table 2). Indeed, many
participants felt they had arrived at their decision through a shared approach with their
doctor and spouse. These findings reflect that patient decision-making is complex and roles
are often unclear even to the patient.

Medical ethics literature sheds some light on the complex nature of patient decision-making,
emphasizing models that describe how the decision is made rather than who makes the
decision. Though respect for patient autonomy is widely held as a core principle of
bioethics, enabling autonomy first requires delivery of relevant healthcare information, the
selection of which is necessarily paternalistic [35]. In fact, some argue that paternalism is
inseparable from the practice of medicine: clinical training necessarily prepares physicians
to counsel and guide patients to make decisions that align with their best health outcome,
rather than deliver a formulary of facts [36]. Though the physician consultations were not
examined as part of this study, it is likely that for uncaptured reasons (disease characteristics
or perceived patient values), a physician treatment preference was at times emphasized
during consultation in a demonstration of protective paternalism. In response, the patients
felt their autonomy was respected not necessarily out of freedom of decisional action

to choose a primary modality (positive autonomy), but more as a freedom of refusal
(negative autonomy) had they disagreed with the expert recommendation. Regardless,

it is encouraging that if protective paternalism did play a role in our study, it was

consistent across disciplines, implying there was a valid reason for the perceived treatment
recommendation.

An encouraging takeaway is that most participants both preferred and recalled shared
decision-making. A recent large-scale survey of colorectal and lung cancer patients

found that those who recalled physician-controlled decision-making rated their physician’s
communication and quality of care lower, regardless of the patient’s stated preferred role in
decision-making [37]. It may be that patient involvement in decision-making to some degree
is important even among patients that prefer a physician-controlled approach.

The desire for physical (surgical) tumor removal detected among our study population is a
robust theme in decision literature describing other cancer sites, [38—40] most notably breast
cancer [19]. Though most patients viewed surgery as favorable for this reason, treatment
choice was ultimately upfront radiation therapy if patients perceived they would likely
require adjuvant chemoradiotherapy. At our study institutions, we emphasize avoidance

of trimodality (surgery, radiation therapy, and chemotherapy) treatment where possible,

with the understanding that additional modalities of therapy have a multiplicative effect on
toxicity [41].
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Similarly, avoiding modality-specific toxic treatment effects was a main driver of treatment
decision-making. Notably, these fears were derived from personal encounters of other
people’s cancer treatment as often as from the risks of treatment discussed in physician
consultations. This finding highlights the power of social or public narratives of cancer
treatment whether these narratives describe oropharyngeal cancer treatment or not. One
way in which the experiences of other people would clearly be considered helpful to our
study population is connecting newly diagnosed patients with survivors of oropharyngeal
cancer who have completed treatment. Related to this, participants expressed a desire for
vetted, patient-centered information rather than information derived from internet searches.
These needs were voiced together with a feeling that adequate information had been
provided by their doctor, suggesting that patients need to hear a layperson perspective to
gather a different type of information than their doctors should provide, rather than to fill
informational gaps left by their doctors.

The findings described herein reflect patient experiences at two hospitals in Maryland

and may not be generalizable to patient experience at institutions located elsewhere. In
addition, our analysis describes perspectives from a primarily male and white non-Hispanic
group. Although this is reflective of the population of patients with oropharyngeal cancer,
our findings may not represent the experiences of patients from other demographic strata.
An important limitation to the study is the focus group population and setting. The post-
treatment patients were not selected on the basis of eligibility for both primary surgery and
radiation, and the majority of patients in that group received primary chemoradiotherapy.
Furthermore, the data collected in the group setting was subject to groupthink. Despite
these limitations, the fact that all decisional themes were detected among post-treatment and
pre-treatment survivors provides validity to our findings.

In conclusion, patients with OPSCC experience distress related to their anticipated mortality
and treatment decisions. Although patients describe multiple roles in decision-making and
largely defer to their doctors’ recommendations, they ultimately feel responsibility for their
decision. Preference for surgery or radiation therapy is primarily motivated by avoidance

of toxic treatment effects and desire for physical (surgical) tumor removal, and there is

a need for patient-centered information separate from the adequate information provided

by the treatment team. Findings from this study will be used to inform patient-centered
communication during counseling and to guide interventions designed to support patients at
diagnosis, contributing to the provision of patient-centered, high-quality care.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Characteristics of oropharyngeal cancer patients.

Table 1

Page 13

Characteristic

Pre-treatment patientsN = 11 n(%)

Post-treatment patientsN = 15
n(%)

N=11 N =15
n(%) n(%)
Age: median (IQR) 62 (56-64) 64 (60-66.5)
Sex
Female 3(27) 2 (13)
Male 8 (73) 13 (87)
Race/ethnicity
Caucasian/non-Hispanic 11 (100)
Marital status
Married/ Partnered 10 (91) 14 (93)
Divorced 0(0) 1(7)
Single/never married 1(9) 0 (0)
“How difficult is it for you to meet the monthly payments on
your family’s bills?”
Not at all difficult 9(82)
A little difficult 1(9)
Prefer not to answer 1(9)
Employment status
Employed 5 (55)
Disabled and not working 1(0)
Retired and not working 4 (36)
Highest level of education attained
High school diploma 2(18)
College degree 3(27)
University graduate degree 6 (54)
AJCC 7th ed. overall stagea
-1 1(9) 1(7)
-1V 10 (91) 12 (80)
Unknown 0 2 (13)
HPV tumor status
Positive 10 (91) 15 (100)
Negative 1(9) 0(0)
Primary treatment
CRT 8(73) 9 (60)
Surgery 1(9) 0(0)
Surgery + RT 1(9) 5(33)
Surgery + CRT 1(9) 1(7)

Months after treatment end: median (IQR)

30 (19.5-36.5)

Empty cells denote data were not collected or do not apply.
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Abbreviations: IQR, interquartile range; AJCC, American Joint Committee on Cancer; Ed, Edition; RT, radiotherapy; CRT, chemoradiotherapy

aAccording to AJCC 8th edition overall staging, pre-treatment group included 10 stage 1 (91%) and 1 stage Il (9%).
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Table 2

Decision-making characteristics of pre-treatment oropharyngeal cancer patients.

Characteristic N=11
n(%)
Control Preferences Scale
1. | prefer to make the final treatment decision 1(9)
2. | prefer to make the final treatment decision after seriously considering my doctor’s opinion 4 (36)
3. | prefer that my doctor and | share responsibility for deciding which treatment is best 4 (36)
4. | prefer that my doctor makes the final treatment decision, but seriously considers my opinion 2 (18)
5. | prefer that my doctor makes the final decision 0 (0)
Sources of information accessed besides consultation with treatment team
Other specialist doctors 9(82)
Other cancer post-treatments 8(73)
Internet 8 (73)
Hours spent on internet searching diagnosis/treatment: median (IQR) 10 (3-15)

Abbreviations: IQR, interquartile range
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