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Abstract

Objective. To promote patient-centered oncology care
through an in-depth analysis of the patient experience of
body image disturbance (BID) following surgery for head
and neck cancer (HNC).

Study Design. Qualitative methods approach using semistruc-
tured key informant interviews.

Setting. Academic medical center.

Subjects and Methods. Participants with surgically treated
HNC underwent semistructured key informant interviews
and completed a sociodemographic survey. Recorded inter-
views were transcribed, coded, and analyzed using template
analysis to inform creation of a conceptual model.

Results. Twenty-two participants with surgically treated HNC
were included, of whom 16 had advanced stage disease and |5
underwent free tissue transfer. Five key themes emerged char-
acterizing the participants’ lived experiences with BID follow-
ing HNC treatment: personal dissatisfaction with appearance,
other-oriented appearance concerns, appearance concealment,
distress with functional impairments, and social avoidance. The
participant’s perceived BID severity was modified by preopera-
tive patient expectations, social support, and positive rational
acceptance. These 5 key themes and 3 experiential modifiers
form the basis of a novel, patient-centered conceptual model
for understanding BID in HNC survivors.

Conclusion. A patient-centered approach to HNC care
reveals that dissatisfaction with appearance, other-oriented
appearance concerns, appearance concealment, distress
with functional impairments, and social avoidance are key
conceptual domains characterizing HNC-related BID.
Recognition of these psychosocial dimensions of BID in
HNC patients can inform development of HNC-specific BID
patient-reported outcome measures to facilitate quantitative
assessment of BID as well as the development of novel pre-
ventative and therapeutic strategies for those at risk for, or
suffering from, BID.
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ead and neck cancer (HNC) arises in cosmetically

and functionally critical areas including the face,

neck, tongue, pharynx, and larynx. As a result,
changes in highly visible and socially significant parts of
the body due to HNC and its treatment are common.'”
Disfigurement and impaired smiling, swallowing, and
speaking can result in substantial psychosocial morbidity
including depression,*> anxiety,” suicide,® and concerns
about body image.”” Body image disturbance (BID) is a
multidimensional phenomenon characterized by a self-
perceived change in appearance, function, or both.'” BID is
prevalent in HNC survivors''; associated with social isola-
tion, stigmatization, depression, and decreased quality of
life (QOL)"#1%12-14. and a key component of survivorship
care.””

The disfiguring nature of HNC and its treatment has been
recognized for quite some time,'*'®!” but only recently have
clinicians and researchers adopted a more patient-centered
approach to understanding body image.>'*'®!* Harnessing
patient-reported outcomes measures (PROMs) to deliver
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patient-centered oncology care results in improved symptom
management, enhanced QOL, and increased survival.2%2! A
landmark study by Krouse et al evaluating adaptation follow-
ing HNC treatment analyzed longitudinal changes in BID, help-
ing shift the research emphasis away from characterizing
disfigurement in a surgeon-centric, objective manner to one that
involves a more patient-centered understanding of BID.''*
Unfortunately, this transition toward a patient-centered under-
standing of BID for HNC survivors has been hampered by the
lack of in-depth qualitative research.'’ As a result, there are
large gaps in our ability to measure HNC-related BID and
deliver patient-centered preventative and therapeutic interven-
tions for those at-risk for or suffering from BID."> We therefore
undertook this qualitative study to provide an in-depth, patient-
centered description of body image concerns in HNC survivors
to improve patient-centered approaches to conceptualize, mea-
sure, prevent, and treat BID in HNC patients.

Methods
Study Design

We employed qualitative methods consisting of semistruc-
tured key informant interviews with HNC survivors to exam-
ine experiences with BID. Participants also completed a
sociodemographic survey. The Institutional Review Board at
the Medical University of South Carolina (MUSC) approved
this study. Participants were enrolled after providing written
informed consent. The design, conduct, and reporting were
carried out according to COnsolidated criteria for REporting
Qualitative research (COREQ) Publication Guidelines.*?

Study Sample

Inclusion criteria were (1) HNC diagnosis, (2) American
Joint Committee on Cancer (AJCC) stage I to IV disease
without distant metastases, (3) >18 years of age, (4) cura-
tive intent surgery at MUSC 1 to 36 months prior to enroll-
ment, (4) English speaking, and (5) expressed concerns
about appearance or function following HNC treatment.
Participants were recruited from a single multidisciplinary
HNC clinic from July 16 to August 30, 2018. The project
coordinator reviewed the electronic medical record to iden-
tify potential participants. Those meeting demographic and
oncologic inclusion criteria were screened in a dedicated
research space within the HNC clinic by the coordinator
with an open-ended question about body image concerns.
This was followed by face-to-face recruitment by a study
investigator. Purposive sampling was performed to ensure
representation by age, sex, race, oncologic subsite, AJCC
classification, ablative surgery, reconstruction, adjuvant ther-
apy, and time since treatment to enhance the scientific rigor
of our approach and ensure comprehensive identification of
body image concerns. Forty-seven potential participants were
screened: 12 denied appearance or functional concerns and
13 declined due to lack of interest or time, producing a final
sample of 22 participants. The sample size was not prespeci-
fied but determined by thematic saturation (ie, performance
of additional interviews failed to reveal novel, previously

unidentified themes).>* All recruited participants were inter-
viewed. Participants received $20 by check.

Key Informant Interviews

Two male team members trained in qualitative methods
(M.A.E. and EMM.G.) conducted the key informant inter-
views in a one-on-one in-person session in a research room.
An interview guide based on current literature on HNC-
related BID*'#19252% provided a preliminary framework.
This interview guide was pilot tested and subsequently
revised to better reflect patient language about image
changes due to HNC and its treatment, types, and descrip-
tions of functional impairments as well as the spectrum of
social impact. Each participant was asked the same open-
ended questions regarding appearance concerns, functional
impairments, social interactions, and coping mechanisms fol-
lowed by prompts as needed. Each interview was digitally
recorded, transcribed verbatim, and entered into NVivo 12
(version 12, 2018; QSR International Pty Ltd, Melbourne,
Australia) for coding and analysis.>® Data analysis was sup-
plemented by field notes. Following completion of the inter-
views, a sociodemographic questionnaire was administered.
Interview transcripts were returned to 18 of 22 participants
for comment on accuracy; no inaccuracies were noted. We
were unable to get in touch with 4 of 22 participants to
review interview transcript comments.

Qualitative Data Analysis

Coding and qualitative data analysis were performed by
M.A.E. and E.M.G. using template analysis (TA).***! TA is
a form of thematic analysis that emphasizes hierarchical
coding. TA employs a combined inductive-deductive
approach that starts with a preliminary coding template,
determined based on a priori themes (including personal satis-
faction with appearance, other-oriented perception of appear-
ance, functional impairments, appearance concealment and
checking, and social avoidance and isolation). The preliminary
coding template is combined with a subset of the data, revised,
refined, and adapted in an iterative fashion as emerging
themes are grouped into meaningful clusters until data are
exhaustively coded. None of our a priori themes were dis-
carded. Over the 5 versions of the template, all 5 themes were
slightly renamed, new subthemes were identified, and experi-
ential modifiers that were not a priori themes emerged.
Differences in coding were adjudicated by 3 authors (M.A.E.,
K.R.S., and EZM.G.) until consensus was attained. Key themes
and experiential modifiers emerging from TA were used to
generate a conceptual model of HNC-related BID.*

Ontological Framework and Reflexivity

A critical realist approach to ontology guided our research
paradigm and approach to TA.*> To minimize bias and the
inherent influence of the researcher on the research, we
used a team approach to reflexivity.>® Individual reflexive
tools (reflexive diaries, fieldnotes, and memos detailing ana-
lytic and methodological decisions) were shared at team
meetings over the study period.
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Results

Table | shows the demographic and clinical details of the
22 participants. The median duration of key informant inter-
views was 18 minutes (range, 6-31 minutes).

Experiential Themes of BID

An in-depth analysis of the lived experience of HNC
patients demonstrated that their body image concerns
extended significantly beyond disfigurement. As shown in
Table 2, 5 dominant themes of BID in surgically managed
HNC patients emerged: (1) personal dissatisfaction with
appearance, (2) other-oriented appearance concerns, (3)
appearance concealment, (4) distress with functional impair-
ments, and (5) social avoidance.

Theme |: Personal Dissatisfaction with Appearance

Personal dissatisfaction with appearance focused on how
HNC and its treatment resulted in (1) dissatisfaction with
changes to the face and neck and (2) global feelings of unat-
tractiveness. Head and neck-related dissatisfaction generally
focused on unhappiness about scars, asymmetry, and swel-
ling. As one participant explained, “I don’t want them
[scars]. I knew what they had to do to me. They are taking
my leg bone out and my jaw bone out” (participant 1).
Others similarly described dissatisfaction with posttreatment
changes to the face and neck region: “My face is more
puffy. My neck is more swollen. Because the flap is there,
it almost looks like I'm a stroke patient” (participant 19).
Many participants explained that they felt globally less
attractive because of HNC or its treatment: “I’m less attrac-
tive now. Because I don’t look like I used to look. My face
has changed dramatically’” (participant 15) and “I am less
attractive because right now there is a big lump on my face.
... I feel like the Phantom of the Opera” (participant 14).

Theme 2: Other-Oriented Appearance Concerns

Participants also described concern regarding how others
perceived their appearance, focusing on nonverbal (eg, star-
ing, facial expressions) and verbal reactions (eg, hurtful
words). One participant summed up her experience thusly:
“I know a lot of people look at me and they have something
to say about the way I look and that bothers me . . . it
makes me pissed off”” (participant 6).

Theme 3: Appearance Concealment

Participants with body image concerns described attempts to
camouflage aspects of their appearance. Camouflaging (or
covering, concealing, or hiding) manifested through the use
of acceptable fashion such as “‘jackets with hoods on the
sweatshirts” (participant 1), “long sleeves or a coat or . . .
turtleneck™ (participant 5), or ““sunglasses™ (participant 10)
to cover the face or neck. For other participants, concealment
was more of a cognitive activity of image suppression:
“When [ first came home from the hospital, I avoided it [my
appearance in the mirror] completely. I avoided looking at
myself in the mirror because of the drooling and my chin

Table |. Patient Characteristics.

Characteristic Patients (N = 22)

Age, y, median (range) 62 (23-84)
Gender, n (%)
Female 9 (41)
Male 13 (59)
Race, n (%)
White 16 (73)
Black 6 (27)
AJCC pathologic stage, n (%)
| 2 (9)
Il 4 (18)
1] 6 (27)
v 10 (46)
Tumor location and histology, n (%)
Oral cavity SCC 8 (36)
Facial skin cutaneous 4 (18)
Major salivary gland 3(14)
Maxillary sinus SCC 3(14)
Oropharynx SCC 2 (9)
Larynx SCC 1 (5)
CN Il MPNST I (5)
Ablation surgery, n (%)
Glossectomy 4 (18)
Mandibulectomy 4 (18)
Skin or soft-tissue resection 4 (18)
Maxillectomy 3 (14)
Pharyngectomy 2(9)
Other® 5(23)
Reconstructive surgery, n (%)
Free tissue transfer 15 (68)
Local flap 3 (14)
Skin graft 3(14)
Primary closure 1 (5)
Adjuvant therapy, n (%)
Yes 16 (73)
No 6 (27)
Follow-up, months from surgery, median (range) 5 (1-21)

Abbreviations: AJCC, American Joint Committee on Cancer; CN, cranial
nerve; MPNST, malignant peripheral nerve sheath tumor; SCC, squamous
cell carcinoma.

3 Total laryngectomy (n = 1), resection of CN || malignant peripheral
nerve sheath tumor (n = I), radical parotidectomy (n = |), submandibular
gland and oral cavity composite resection (n = |), submandibular gland and
skin composite resection (n = I).

was hanging down to here” (participant 2). Pictures were
another source of image representation that patients avoided:
“I don’t like to check because it just makes me feel more
self-conscious with the way I look from the way I used to
look. . . . I do not like my pictures taken” (participant 15).

Theme 4: Distress with Functional Impairment

Distress with head and neck—related functional impairments
was common and related to challenges with speaking,
eating, swallowing, oral competence, xerostomia, and facial
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Table 2. Experiential Themes of Body Image Disturbance: Representative Quotes from Semistructured Interviews.

Theme Subtheme

Examples

Personal dissatisfaction Head and neck-specific
with appearance concerns

Global attractiveness

Other-oriented NA
appearance concerns

Appearance Camouflaging
concealment

Suppression

Distress with NA
functional
impairment

“Aside from the scar [on my neck], the only thing that bothers me is the symmetry.
The alignment of my jaw is off.” (Participant 8)

“The only thing that has changed for me are the scars and the swelling [on my
neck], | have to deal with it. It's hard for me.” (Participant 16)

“Symmetry is a big, big, big concern and | worry if it’s ever going to match my right
side of my face. With me having a surgery, | know that probably it won’t be
completely like my right face but that is one of my worries. Will it ever match my
right face? Will my left eye really ever match my right eye? Will my left cheek ever
really match my right cheek? So yes, symmetry is one of my big concerns.”
(Participant 19)

“I'm less attractive now. Because | don’t look like the way | used to look. My face
has change dramatically. That’s not something easy which you could ease on to.”
(Participant I5)

“There are times where | feel less attractive as a woman. | do. Just because of how
my face presents and when you go out that’s the first thing that anybody sees.
They see your face.” (Participant 19)

“People look at me weird sometimes but | don’t know some of them so. . . . Just like
when | go into a store or something like that people like stare at me. They give
you that pity look.” (Participant 4)

“l just noticed that my grandchildren, they are so young. They just like stare or, out
in public. This isn’t as bad now but when | first was able to go out in public, | felt
like everybody was staring at me.” (Participant 5)

“People kept staring at me. It made me feel embarrassed.” (Participant | 1)

“Children run and even parents, they act like you are a freak or something. And you
are called names and stuff just when you go out in public and | think the mental
part of it is more than anything else, more so than the scars. You just have to deal
with people’s judgments on everything and the way they look at you.” (Participant
I5)

“l have 3 or 4 jackets with hoods on the sweatshirt jackets with hoods and I'll wear
them even in the summertime if | have to go out to a public place. . . . | go out in
public and | had my hoodie on to cover up so they don’t see it.” (Participant 1)

“l adapt to my appearance, like with wearing these bandanas. When | cover it [my
neck] up, | just feel a little more confident. | just feel more relaxed or | don't feel
like somebody’s staring at me.” (Participant 7)

“l try covering it [my scar] because it does bother me and | don’t want anything like
this. . . . | would just feel terrible, then like, | try covering it [my scar] all the time.”
(Participant 13)

“| usually wear scarves to hide it [neck scar] so | don’t have to show most of the
scarring. But you can’t wear a scarf high enough to cover the face.” (Participant 15)

“Avoid the mirrors . . . sometimes | just couldn’t look in that mirror and see myself
and just put my head down and walk away out of there.” (Participant 1)

“There is sometimes when | would rather not check and look, like it took me a
while to look at my tongue. | didn’t want to see it.” (Participant 5)

“But | couldn’t eat anything. That was really hard. The first time, the first part of the
surgery when | couldn’t talk. It appeared that | was just there. | couldn’t eat, |
couldn't talk, | couldn’t drink anything, my face was messed up. | was feeling like |
was just a skip from the grave.” (Participant 2)

“Talking has changed because | like to talk and | used to talk but now | can’t very
well. | don’t eat. | eat by the G-tube; nothing by mouth. | get spit and mucous
dripping out of my mouth.” (Participant 12)

(continued)
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Table 2. (continued)

Theme Subtheme

Examples

Social avoidance Avoidance due to

disfigurement

“l don’t really go out in public, you know what | am saying, get out with people.
Even when my daughter has something at school, | am really reluctant to even go,
even though | know everybody there and people are really nice to me, you know
what | am saying, the school knows me but | just don’t want to embarrass her. . . .
I’'m ashamed, and going out the way | look. | mean, | don’t want to embarrass her
or anybody or have anybody really just say anything.” (Participant 1)

“l relate more with people now over the phone than | do in person. My depression
really kicks in and | just don’t really want to go out. | just really talk to somebody
on the phone than have a face to face with anybody.” (Participant |5)

“It [scars on my face] really shuts you down mentally because it makes you not

want to go out in public at all and be seen around anybody. | mean, | stay home

twice as much now than | did before.” (Participant 15)

Avoidance due
to functional

“l avoided going out. . . . | didn’t want to talk. | didn’t want to go out and see
anyone. | wasn’t going to family functions. | didn’t want anybody coming over. | just

avoided everything, really.” (Participant 5)

“l just don’t like going out with a new group of people that | don’t know. | just feel

like they’ll be looking at you and say you don’t talk right or something like that. |

say something they don’t understand but it just kind of embarrassing to me they

don’t understand the way I'm talking” (Participant 6)
“| feel like it [social interactions] has changed if I'm trying to meet someone new.
I’'m more inclined not to talk as much because I'm self-conscious and | don’t enjoy

talking because of how | sound.” (Participant 17)

paralysis. Speaking and eating difficulties were commonly
described: “I don’t like not having teeth in my mouth
where I can actually eat or chew. . . . I can’t just eat any-
thing and a lot of times I don’t eat anything other than food
from my feeding tube” (participant 1). These impairments
resulted in a variety of emotional responses from partici-
pants, most often frustration: “They cut off part of my
tongue that’s why I don’t talk clearly now. Sometimes
people can’t understand me. It’s kind of frustrating” (parti-
cipant 6). Another participant expressed their speech con-
cerns via writing, “My voice and stuff because I can’t
speak. So communication definitely. It’s been difficult for
me to communicate with my family” (participant 20).

Theme 5: Social Avoidance

Social avoidance due to body image concerns was an impor-
tant theme and categorized as (1) avoidance due to disfig-
urement and (2) avoidance due to functional impairment.
Disfigurement-related avoidance was most prominent in
places such as the church or grocery store, where social
interactions could occur with casual acquaintances.
According to one participant,

I was embarrassed to go out. . . . But to go out to church
right now, I would have to answer too many questions,
“What happened to you?”” Like if you have breast cancer,
they can’t see the scar. But the face, is the first thing they see
and it’s difficult to hide. So, right now, I better not be in big
a crowd. I hesitate to even go to Walmart. (Participant 2)

Function-related avoidance (eg, speaking, swallowing) was
described as follows:

I just didn’t feel like going out. I just felt like everybody
would be looking at my face. I was also self-conscious
about my speech. I can hide my back or my arm but you
can’t necessarily hide your mouth. If you talk, you feel like
people notice your tongue or even my lip. So, I just wanted
to avoid it all. (Participant 5)

Experiential Modifiers of Perceived BID Severity

Although nearly all participants struggled with the key
themes above, participants differed in their perception of the
qualitative severity of their BID. Key factors influencing the
perceived severity of BID included (1) preoperative expec-
tations, (2) social support, and (3) positive rational accep-
tance (Table 3).

Theme |: Preoperative Expectations

A disjunction between preoperative expectations and post-
operative reality exacerbated BID severity. As one partici-
pant explained,

If I would have known ahead of time, I believe I wouldn’t
have taken it [appearance changes] so bad. But I was
stunned when I came out of the operating room and saw
what had happened. I wish somebody would have given me
a little heads up or something before. . . . Because that’s
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Table 3. Experiential Modifiers of Perceived Body Image Disturbance Severity: Representative Quotes from Semistructured Interviews.

Theme Examples
Preoperative expectations “l didn’t realize | was going to look quite as bad as | do before | had the surgery. . . . | think in my head |
thought I'd look different but | thought | was going to look really close to normal. . . . | didn’t realize

Social support

Positive rational acceptance

the extent that that was going to be and | think that the doctor should say, look, you are never going
to look like you again. There is going to be a lot of deformity.” (Participant |)

“Well, when | looked in the mirror at the wound for the first time it kind of took my breath away
because | had never envisioned myself with something like that on the top of my head.” (Participant 3)

“We had no clue what we were getting into. . . . No idea whatsoever. We didn’t know what the flap
was going to look like. We just didn’t know anything. And | think that it would really, really help
people if they knew more. . . . | guess for some reason | thought | would have surgery and afterwards
could be somewhat normal. We had no idea. | didn’t realize it was going to be like this.” (Participant 4)

“l have a big support system, especially our church family so that helps a lot too.” (Participant 9)

“l do have a group of very good friends. And we're very close. And they look at me for who | am, not
what | like. . . . You need to depend on family and friends. And have trust in the doctors.” (Participant
12)

“At the beginning, it [surgical changes to her ear] bothered me a lot but my husband was good about
encouraging me. | don’t think about it as much anymore. He had a lot to do with it. He really did
because | used to feel just terrible.” (Participant |13)

“I'm amazed by how much I've healed from the initial day of surgery. They [my friends and family] have
been a huge support. They always tell me I'm still pretty and my face is going down and the swelling is
going down and how remarkable my healing is doing so I've had a great support with family and
friends.” (Participant 19)

“It [your appearance] is going to change drastically. It is going to be a matter of mind over matter when
it does happen; you just got to get over it. You just got to stay strong.” (Participant |)

“What can you do? They [the surgeons] do what they have to do. It’s what had to happened. At least
the eye is still good. | have to look at the good things and not just the bad. That's just me. What can
you do about it? | cannot sit around and cry over it all the time.” (Participant 10)

“l have pretty much adjusted and look at the bigger picture of it [appearance changes], and I'm
comfortable with it. . . . And my advice to future patients would be that you will see changes and
there will be some types of change, but you got to be positive about it, and not let it affect you. |
mean, because you can’t control it. Certain things are beyond our control.” (Participant 22)

what bothered me the worst when I woke up and it was like reassure me, I think I would have some kind of depression.
a whole different me and that shook me up for a long time. (Participant 2)
What I’'m saying is the doctors should give them [future

patients] a heads up about what you’re going to look like or . )
something. That will help them [future patients] in a long Theme 3: Positive Rational Acceptance

way. (Participant 6)

Theme 2: Social Support

Participants used positive rational acceptance (strategies to
emphasize acceptance of one’s body image and positive
thinking about appearance)®® to minimize the severity of
BID. One participant described coming to terms with his

Social support (particularly family and friends) was instru- new image this way:
mental in moderating the severity of BID by positively
shaping body image or mitigating negative downstream I will not let this [appearance changes] affect my dealings
consequences. with other people. It is a part of what I am. There is going
to be a significant scar on my left scalp after the healing
But because of my family and close friends, they gave process and I will carry that with me the rest of my life.
me strength when I had weak moments and everybody And it is what it is. Life goes on. (Participant 3)
going through this needs support from their family.
Because you can’t do it by yourself. . . . They said I was
healing but I felt that I looked the same and that’s when Conceptual Model
my family would reemphasize what the doctors told Our conceptual model of BID for patients with HNC is

me. So that kept me going. If they hadn’t been there to shown in Figure |. This model is informed by a model
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Moderators

1
Risk Factors

Demographic

2. Social support

3. Positive rational

Oncologic l

Psychosocial

V- 2N
[ Body Image \
Disturbance
1. Personal 2. Other-oriented Outcomes
dissatisfaction with appearance
appearance concerns | Psychological
Y
3. Appearance a. l:‘i;t;ei;sn:ith \ Emotional
» impairments
v Social
5. Social avoidance \/Quality of Life
and isolation

A

Yy

Figure 1. Conceptual model of body image disturbance in head and neck cancer patients demonstrating risk factors, key domains, experi-

ential modifiers, and negative outcomes.

from Rhoten et al'® and synthesizes our new qualitative

findings about key themes and experiential modifiers of
HNC-related BID with previously published risk factors for
BID*>* and its negative outcomes.>*5404!

Discussion
Experiential Themes of BID

Our qualitative work suggests that HNC-specific BID is
richer and more complex than prior quantitative work using
PROMs of BID that were neither designed for, nor validated
in, HNC patients. These studies have suggested either 2'%*
or 3 domains**: (1) appearance distress, (2) functional diffi-
culties,'"®* and (3) psychological distress associated with
the change in appearance, function, or both.** Our patient-
centered qualitative approach suggests that other-oriented
appearance concerns and appearance concealment are key
constructs of HNC-specific BID that have not been previ-
ously characterized. Others have described observers’
response to facial disfigurement from HNC* but not con-
cerns HNC survivors have about how their image is per-
ceived by others. Although appearance concealment for
HNC patients with BID has been described,'®* it has not
been recognized as a salient construct within the multidi-
mensional understanding of BID.

Experiential Modifiers of Perceived BID Severity

We found that the participant’s perception of the severity of
BID was modified by preoperative patient expectations,
social support, and positive rational acceptance. Positive
rational acceptance has been identified as a modifier of BID
in the nononcologic setting.>* Herein, we highlight its
potential importance for HNC patients. Prior research has
suggested that being single is a risk factor for BID in HNC
patients.** The interplay between being single and support
should be explored in future work, although there is an
increasing body of work recognizing the importance of care-
giver dyads for HNC patients.****¢

Practical Implications and Future Directions

Our research has a number of practical implications. First,
there is a sizable and clear subset of HNC patients who are
dissatisfied with the discussion of body image issues.'>*’
Raising awareness about the nature and extent of BID in
HNC patients and providing a vocabulary and structure for
clinicians to engage HNC patients with body image con-
cerns can facilitate communication. Second, the assessment
of BID in HNC patients has been limited by the lack of an
HNC-specific instrument.*'%*> Our novel empirical findings
about the structure and content of body image concerns in
HNC patients provides the framework for the development
of a psychometrically sound, multidomain PROM to mea-
sure BID in the clinical and research realms. Third, targeted,
effective interventions for HNC survivors suffering from
BID remain unknown.*® Our data provide the substrate for
the development of rational, patient-centered intervention.*’
Based on the findings in this qualitative work and a needs
assessment within our ongoing prospective cohort study, we
developed and pilot tested a novel 5-session manualized
cognitive behavioral therapy intervention to treat BID in
HNC survivors (NCT03518671). Our intervention com-
mences 1 month after completion of therapy and targets the
cognitive, behavioral, and attitudinal components of BID.
Fourth, our study highlights 3 factors (Figure 1) that repre-
sent potential therapeutic targets to influence the develop-
ment of BID or its downstream negative effects on
psychosocial well-being or QOL. Future work should use
validated PROMs of HNC-related BID to evaluate quantita-
tively the strength of the association between these modify-
ing variables and BID severity, as well as to identify
strategies to manipulate these potential therapeutic targets.

Limitations

The study’s major strength is the use of qualitative tech-
niques to gain an in-depth understanding of patient experi-
ences not available through quantitative research.’® Our
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qualitative analysis was performed using standard tech-
niques to ensure scientific rigor and minimize subjectivity
and bias.*® The study nevertheless possesses important lim-
itations. It is a single-institution study set at a high-volume,
academic center in the Southeastern United States in a pri-
marily rural state; therefore, the applicability of our results
to other regions of the United States or to institutions with
different patient demographics, case complexity, provider
practices, or preoperative counseling is unknown. Although
we engaged in purposive sampling to recruit a representa-
tive sample based on variables thought to affect the risk of
BID and continued recruiting until thematic saturation, it
remains possible that had we interviewed more or different
participants, additional data about key domains or modifiers
of BID may have emerged, and we could have developed a
different conceptual model. Because recruitment was at an
academic practice, it is likely that patients had more complex
ablative and reconstructive surgical procedures than if we had
recruited across a diversity of practice types. It is also likely
that patients with less severe body image concerns were less
likely to participate in the study, which may bias our findings
toward more severe descriptions of BID. However, since the
goal of the study was to describe the lived experiences of
HNC patients with BID, our sampling techniques are commen-
surate with the research objective and in line with prior quali-
tative work set at academic HNC centers.'®!-2

Conclusion

A patient-centered approach to HNC care reveals that dissa-
tisfaction with appearance, other-oriented appearance con-
cerns, appearance concealment, distress with functional
impairments, and social avoidance are key conceptual
domains characterizing HNC-related BID. Recognition of
these psychosocial dimensions of BID in HNC patients can
inform development of an HNC-specific BID PROM to
facilitate quantitative assessment of BID as well as the
development of novel preventative and therapeutic strategies
for those at risk for or suffering from BID.
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