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Abstract

Objective—Although stigma may have negative psychosocial and behavioral outcomes for

patients with lung cancer, its measurement has been limited. A conceptual model of lung cancer

stigma and a patient-reported outcome (PRO) measure is needed to mitigate these sequelae. This

study identified key stigma-related themes to provide a blueprint for item development through

thematic analysis of semi-structured interviews and focus groups with lung cancer patients.

Methods—Participants were recruited from two outpatient oncology clinics and included: a) 42

lung cancer patients who participated in individual interviews and, b) 5 focus groups (inclusive of

23 new lung cancer patients). Never smokers, long-term quitters, recent quitters, and current

smokers participated. Individual interviews facilitated theme development and a conceptual model

of lung cancer stigma, whereas subsequent focus groups provided feedback on the conceptual

model. Qualitative data analyses included iterative coding and validation with existing theory.

Results—Two main thematic elements emerged from interviews with lung cancer patients:

perceived (felt) stigma and internalized (self) stigma. Discussions of perceived stigma were

pervasive, while internalized stigma was more commonly endorsed among current and recently

quit smokers. Participants also discussed maladaptive (e.g., decreased disclosure) and adaptive

(e.g., increased advocacy) stigma-related consequences.

Conclusions—Results indicate widespread acknowledgment of perceived stigma among lung

cancer patients, but varying degrees of internalized stigma and associated consequences. Next

steps for PRO measure development are item consolidation, item development, expert input, and
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cognitive interviews before field testing and psychometric analysis. Future work should address

stigma-related consequences and interventions for reducing lung cancer stigma.
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Background

Lung cancer is the deadliest cancer, killing more people in the United States than breast,

prostate, and colon cancer combined [1]. Despite recent advances in screening [2] and

treatments [3], most lung cancers are still diagnosed at late stages and have poor treatment

outcomes. Cigarette smoking represents a primary risk factor for lung cancer; over 80% of

diagnoses occur in current or former smokers [4]. The well-established connection between

smoking and lung cancer underscores the importance of smoking prevention and cessation

interventions. However, this connection and public perceptions of smoking as a behavioral

“choice” may also foster an unintended consequence, namely stigma against lung cancer

patients [5-7]. Lung cancer patients with a smoking history (or who are assumed to have a

smoking history) may be seen as responsible for and even deserving of this devastating

illness [8-11].

Stigma may be associated with negative psychosocial outcomes among lung cancer patients

[12-20]. Although empirical research is limited [20], some hypothesize that lung cancer

stigma is related to diagnostic delays, limited use of adjunctive treatment and psychosocial

support services, and low enrollment in clinical trials [21-26]. Investigators have also

discussed the role that lung cancer stigma could play in discrimination, advocacy barriers,

and under-prioritization of treatment and research funding [7, 16]. Mitigating lung cancer

stigma could have widespread benefit for psychosocial adjustment, quality of medical care,

and advocacy efforts.

The study of stigma has been heavily influenced by the work of Goffman (1963), who

related stigma to an “attribute that is deeply discrediting” (p. 3)[27]. Other scholars [28, 29]

have extended Goffman’s discussion and focused on stigma as a “mark (attribute) that links

a person to undesirable characteristics (stereotypes)” (p.365) [30]. Stigma measurement has

focused on public attitudes and discriminatory actions, along with the impact of this

devaluation on affected individuals [31-33].

Studies of health-related stigma have been prominent in recent years, focusing on the social

processes of stigma and its consequences within HIV/AIDS, mental illness, and epilepsy

[33]. Despite preliminary data and commentaries about its prevalence and negative impact,

the measurement of lung cancer stigma has been limited. Existing measures have been

adapted from other disease contexts with little consideration of stigma-related concerns

specific to lung cancer patients [19, 34]. Those few explicitly developed for lung cancer

populations draw on observation from health professionals but have not incorporated

significant patient perspective to inform item development [12, 14]. As the Food and Drug

Administration (FDA) and others have recently asserted, incorporating patient perspective is

essential for both identifying relevant, population-appropriate constructs and developing
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validated patient-reported outcome (PRO) instruments [35, 36]. Systematic analysis of

patient-reported data is crucial to advancing a conceptual model of lung cancer stigma that

leads to robust, empirically derived measurement tools. Without such data, inadequate

measurement represents a significant barrier to identifying and addressing perceived stigma

among lung cancer patients.

To address the need for systematic patient input into PRO measurement tools, this study

focused on identifying key stigma-related themes through in-depth, semi-structured

interviews with individuals diagnosed with lung cancer. Through careful, iterative coding of

interview data, we developed a conceptual framework focused on lung cancer stigma and

conducted patient focus groups to confirm the model’s relevance. Overall, these qualitative

data improve our conceptual understanding of stigma and its consequences for lung cancer

patients, along with providing a blueprint for subsequent PRO measurement of stigma.

Methods

Participants

Our sample was recruited through facilities at the UT Southwestern Harold C. Simmons

Cancer Center, including Parkland Health & Hospital System and University Hospital.

Individuals with a confirmed lung cancer diagnosis (both NSCLC and SCLC, any stage)

were identified through treating medical oncologists at outpatient clinics and recruited by

trained research staff. We excluded patients who did not speak English, or had a speech or

cognitive impairment that rendered them incapable of informed consent and/or participation.

To capture data from patients with varied smoking histories, recruitment was stratified based

on smoking status at time of interview (never smokers, long term [>5 year] quitters, recent

quitters [patients who quit smoking after their lung cancer diagnosis], and current smokers).

Participants gave written consent for study participation and were compensated with a gift

card ($15). The study was approved by the UT Southwestern Institutional Review Board

(STU 072010-137).

Individual Interviews

Semi-structured interview goals included: 1) allowing patients to describe in their own

words the degree to which they may or may not have experienced stigma; 2) exploring the

role that smoking history plays in stigma, and 3) investigating stigma’s impact on emotional

adjustment, interpersonal communication, and treatment-related behavior. In preparation for

the individual interviews, an interview framework was developed to guide discussions.

Notably, so as to allow patients to discuss their concerns with minimal investigator

intrusion, the word “stigma” was not introduced in the interviews unless the participant

mentioned it first or during the interview debriefing (see Appendix for Interview Guide).

Of the 54 patients who were deemed eligible by the treating medical oncologist and

approached by research staff, 42 (78%) participated in an individual interview (patient

characteristics in Table 1, left column). The most commonly stated reason for refusal among

the other 12 eligible patients was lack of time. Interviews were conducted in private rooms

by the Principal Investigator (HAH), a health psychologist with training and experience in
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oncology settings. The interviewer did not have any pre-existing relationships with the

participants. A professional service transcribed the audio-recorded interviews verbatim.

Investigators ceased recruitment upon achieving thematic saturation in interview analysis

[37, 38].

Focus Groups

After completing and coding the interviews, we recruited 23 new patients to participate in 5

focus groups. The primary purpose of the focus groups was to validate and provide feedback

on the conceptual model that emerged from patient interviews (focus group patient

characteristics in Table 1, right column) [35, 36, 39]. Smoking status within groups was

mixed to allow group dynamics that elicited a broader range of perspectives [40, 41]. All

focus groups were led by the Principal Investigator (HAH) and Co-Investigator (SCL), a

qualitative methods specialist with experience in focus group facilitation with lung cancer

patients [42]. Using slides to guide participants through the conceptual model, we solicited

reactions to each component, explaining how it had been derived from prior reports of

patient experience and seeking opinions on relevance. In contrast to the more open-ended

structure of the individual interviews, focus group members were asked to specifically

consider the model’s relevance in light of their lung cancer experiences. Each 60-minute

session was audio-recorded and professionally transcribed.

Data Analysis

A team of three research coders reviewed transcripts and evaluated patient responses using

an inductive, text-driven approach to thematic content analysis [43, 44]. We identified

emerging patterns and recurrent themes using line-by-line coding to compare and contrast

(Nvivo 9, QSR International, AU). Initial open codes led to axial coding categories that were

refined into more abstract, thematic codes and validated against other theoretical constructs

related to stigma. To establish inter-rater reliability, team members systematically reviewed

coding agreement and resolved discrepancies through consensus [45-50]. Investigators

(HAH, SCL, JO) collectively identified preliminary themes, leading to theme consolidation

and extraction, with subsequent iterative discussion and analysis by the whole team [46, 51].

As a strategy for member-checking, the conceptual model was presented in the focus groups

for potential endorsement [43]. Following focus group sessions, investigators assessed

participant responses and attitudes toward proposed conceptual domains [35, 36, 39].

Resulting transcripts were reviewed by research team members with special attention to

model confirmation, negative cases, and other patient statements that deviated from the

conceptual model.

Results

Qualitative analyses of individual interviews revealed two main themes. First, participants

described their perceptions of others’ stigmatizing attitudes or behaviors, consistent with

prior categorizations of “perceived” (or “felt”) stigma [33]. Second, they described

“internalized” (or “self”) stigma responses characterized by self-blame, guilt, shame, anger

and regret [31-33, 52]. As detailed in our conceptual model of the stigma process (Figure 1),
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perceptions of stigma from others are internalized by the individual, consistent with the

process described by other stigma researchers [30, 31, 53, 54]. However, our model also

suggests a negative feedback loop in which high levels of internalized stigma can also lead

to increases in perceived stigma through expectations of negative experiences (i.e., “stigma

consciousness”) [55-57].

Perceived Stigma

As noted in Table 2, most (40 of 42; 95%) individual interviewees discussed at least one

aspect of perceived stigma (100% never smokers, 90% long time quitters, 100% recent

quitters, 90% current smokers). Many comments focused on how strangers or acquaintances

immediately asked about smoking history when they learned of the participant’s lung cancer

diagnosis (representative quotations in Table 3.1):

But I think that’s how you associate it. Because the first thing they ask—even me,

the first thing I would ever ask somebody was, “Did you smoke?” (Female, recent

quitter)

Other patients discussed societal attitudes toward lung cancer and focused on discrepancies

with other common cancers (Table 3.2):

Okay, how come I don’t have a ribbon for lung cancer? They’ve got these pretty

little [pink] ribbons for breast cancer. How come I don’t have a pretty little ribbon?

(Female, recent quitter)

Both smokers and nonsmokers reported negative appraisal and devaluation from family

members, friends, and colleagues who learned about the patient’s lung cancer diagnosis

(Table 3.3):

Some of my friends sort of moved away like I had the leprosy. You know,

everybody got busy with their own life. (Female, recent quitter)

Almost half of participants reported negative responses from medical providers. Of note,

were non-smokers who perceived judgmental smoking-related assumptions among members

of their medical team (Table 3.4):

The first negative reaction I got was in the hospital, from the respiratory therapist.

[Family member] heard her. She said this under her breath while I was having

respiratory therapy post-op, “That’s what you get for smoking.” (Male, never

smoker)

Focus group participants within all smoking categories strongly endorsed the relevance of

perceived stigma and its subthemes. A few non-smoker participants denied personal

experience with perceived stigma but described how they “preempt” stigmatizing reactions:

I will say that I’ve never felt any stigma, but I have this need to say immediately

that I have never smoked. (Female, never smoker)

Internalized Stigma

Examples of internalized stigma were discussed in the majority of interviews, but were not

as uniformly endorsed as perceived stigma (Table 2). More current smokers (90%) and those
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who quit at diagnosis (82%) discussed internalized stigma, compared to lower frequencies

among long-term quitters (40%) and never smokers (27%). Guided by both social

psychological frameworks [58, 59] and clinically focused models of self-blame, guilt, and

shame [60, 61] we identified the following three subcategories of internalized stigma: 1)

self-blame/guilt/shame, 2) anger, and 3) regret.

The decision to discuss self-blame, guilt, and shame within a single subtheme came after a

detailed coding process. Based on distinctions of “guilt” as behavior-specific responses and

“shame” as intractable, self-focused reactions [61], we attempted to code these emotions

separately. We also attempted to distinguish behavioral self-blame (“I did something bad”)

from characterological self-blame (“I am a bad person”) [62]. However, our data did not

support such fine-grained distinctions, so self-blame, guilt, and shame were included in a

single code.

Participants expressed internal self-blame and guilt that were often related to smoking and

family impact (Table 3.5):

I feel guilty about it, in regards to the burden it’s put on [my husband] the stress it’s

put on my children, my grandchildren. You know, I never gave it any thought. You

know, and as a smoker, a risk taker, I failed to think of the risks, of what it will do

to someone else. So I think I feel guilty about that. I really do. I just—you know, I

don’t know how to make it right. (Female, recent quitter)

Despite fewer instances of internalized blame among never smokers, certain quotes illustrate

self-blame and guilt (Table 3.6):

But I feel really guilty, and it’s as though—well, like I said, I’m not sure if I’m not

blaming myself for having it. Although I don’t know what I did to do it, I feel

guilty. I feel guilty. And it’s—it’s—it’s strange. I don’t think I would feel that

guilty with anything else. (Male, never smoker)

Other patients reported more nuanced descriptions of self-blame or guilt. One participant

expressed guilt conditional on the timing of his smoking cessation:

Oh, if I was still smoking, yes, I would feel guilty. Yeah, I sure- I surely would.

Because, I mean, I think you’ve been warned, you’ve been warned, you’ve been

warned. You know, I mean it’s just pounded into you for the longest time. (Male,

long-term quitter)

Another interviewee denied the term “guilt” but described other negative emotions, such as

regret:

Guilt isn’t the word I would use. It’s—there’s some sadness. It’s so unclear about

what the actual cause was. You know, I wish I had handled stress better during that

time, but to say I feel guilty about it is not true. (Female, long-term quitter)

This feeling of regret, especially as it related to smoking history, was echoed by other

interview participants (Table 3.7):

You know…that feeling when you do something, you screw up, and you say,

“Dumb! Why did I do this?” … I’ve been smoking for so long. I mean, I could just,
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“Dumb, dumb, dumb,” all day long, and it wouldn’t do any good because I have

smoked for that many years. (Female, current smoker)

A few patients described anger toward government entities and/or tobacco companies:

Why in the world are they allowing the tobacco companies to continue without

being fined? I’m very angry about our government letting this continue and not

getting any help for smokers that want to quit. I get very angry about the—the way

the tobacco companies have gotten away with it. (Female, current smoker)

Among focus group participants, we found generally strong support for the phenomenon of

internalized stigma. Current and recently quit smokers particularly endorsed internalized

stigma:

So I felt all those things, the guilt, shame, anger, regret, all those. (Male, current

smoker)

Consequences

Our interview data suggest a diverse set of stigma-related consequences that we classified as

either “maladaptive” or “adaptive” within the model (Figure 1; Table 2). The decision to

divide consequences into these categories was based on both iterative analyses of the diverse

data and theoretical guidance of stigma researchers who caution against exclusively negative

interpretations of stigma-related consequences and encourage fuller understanding of

advocacy and other adaptive actions [30, 63].

Some lung cancer patients reported emotional resignation related to their prognosis (Table

3.8):

It’s—it’s a little too late. God forbid if there’s a cure here, if I was, I went into

remission. I would be totally, you know, shocked. But realistically I don’t think

that’ll ever happen. I think I’m too far gone for that to happen. So I have to just

look at it day by day, and [pause]—say to myself, you know, just make the most of

it (Female, current smoker).

Others discussed psychosocial distress related to self-blame and their lung cancer diagnoses

(Table 3.9):

I’ll be sitting there by myself at home and I’ll just bust out crying about it. [It’s]

really when I’m by myself and…think about it but it all, it all falls back on myself

…it all goes back to the smoking. (Female, current smoker)

For some patients, self-blame and concern about perceived stigma led to decreased

disclosure about their lung cancer (Table 3.10):

I just keep it to myself. I don’t want people feeling sorry for me. You know, it’s my

fault I guess that I’ve got it. It wasn’t theirs, so… (Male, recent quitter)

Patients discussed how stigma limited their involvement in treatment decisions and other

medical care (Table 3.11):
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The other side of it is—I kind of feel like I wasn’t smart enough to quit smoking,

maybe I’m not smart enough to make the right decisions for my treatment for me.

(Female, recent quitter)

For certain patients, stigma awareness fueled advocacy interest (Table 3.12):

The way I look at it is if I could get one or two people off of cigarettes or

something, to learn from my experience, then it’s worth it. … I could use what I’m

going through right now to maybe help others and stuff. (Male, recent quitter)

Other patients discussed being proactive and being more involved in treatment decision

making (Table 3.13):

I’m good at writing questions down before I come in, becoming educated on the

prescriptions and stuff, you know, what are the side effects. Because I look at it as

being a team with the doctors. (Male, recent quitter)

Focus group participants within all smoking categories endorsed the existence of many

maladaptive consequences related to stigma, even if they did not personally experience

them. However, there was less agreement about reduced engagement in medical care,

particularly among non-smokers in the groups:

I have a hard time with it [the idea of not pursuing all treatment options] …I don’t

know too many people who wouldn’t want to continue with their treatments unless

they were so far gone where nothing is working any more. (Female, never smoker)

Focus group participants affirmed the model’s focus on adaptive consequences of stigma,

with a number of patients describing their own advocacy efforts.

I really try to be very open about it and to kind of be an advocate and talk to people

about it. (Female, never smoker)

Discussion

By elucidating lung cancer patients’ perceptions of stigma, our qualitative work provides

intensive patient perspective needed for PRO instrument development. Through careful

development of our interview guide, recruitment of a diverse patient population, and an

iterative process of data coding and member checking, we developed a patient-informed

conceptual model of lung cancer stigma (Figure 1). Presenting the model and eliciting

feedback from patient focus groups helped identify areas of significant consensus as well as

variability within the model’s components.

Content and structure of conceptual model

Perceived Stigma—We found strong recognition of negative appraisal and devaluation

by others (perceived stigma). Perceived stigma was not merely restricted to responses from

specific others (e.g., blame from family members, acquaintances questioning a patient’s

smoking history), but also reflected pervasive societal responses. A number of patients

recognized noteworthy disparities in public awareness and resources devoted to lung cancer,

especially in relation to breast cancer. Perceived stigma was so ingrained that some patients

Hamann et al. Page 8

Psychooncology. Author manuscript; available in PMC 2015 January 01.

N
IH

-P
A

 A
uthor M

anuscript
N

IH
-P

A
 A

uthor M
anuscript

N
IH

-P
A

 A
uthor M

anuscript



who were never smokers reported a need to preface their discussions of lung cancer with

defensive disclosures denying smoking behavior.

One of the most important interpersonal relationships for lung cancer patients lies with their

treatment providers. Patients’ mistrust of their treatment team can adversely affect clinical

communication, treatment decision-making, and satisfaction with care [64, 65]. Although

direct evidence is limited [20], preliminary work suggests that bias, blame, and nihilism

(however unintentional) may play a role in clinicians’ interactions with their lung cancer

patients and result in biased attitudes and actions [23, 66]. Our data offer further support in

patient statements reflecting both negative interactions and perceived bias (often related to

questions or assumptions of smoking history) with medical providers. More data are needed

to understand the role of stigma and nihilism in clinician-patient interactions, along with its

impact on interpersonal dynamics and treatment-related consequences. Promoting empathic

and non-judgmental doctor-patient communication may be another target for stigma-

reducing interventions [67].

Internalized Stigma—High levels of perceived stigma can be internalized by an

individual and, in turn, manifest emotionally as guilt, shame, self-blame, regret, and anger

[31, 32, 52]. However, our data suggest that this process is not as readily acknowledged by

lung cancer patients. Whereas almost all participants reported some recognition of perceived

stigma, internalized stigma was discussed disproportionately among individuals with a

current or recent smoking history.

Our data suggest the importance of smoking history in understanding who is most affected

by internalized stigma responses (Figure 1). Never smokers and those who quit long ago

may perceive less “toxic” stigma from others (e.g., acquaintances who don’t know their

smoking histories and more distant “society”). The stigma that smokers perceive from close

family and friends appears more personalized and hurtful. Long-term quitters and never

smokers may also be “buffered” against internalized stigma through beliefs about features,

causes, and consequences of their lung cancer (i.e., illness perceptions [68]). A large body of

psycho-oncology research shows the importance of illness perceptions (e.g., perceived

causality, onset controllability, expected consequences) for psychosocial adjustment [69,

70]. For example, never smokers may rationalize that stigma is not self-relevant based on

the “uncontrollable” cause of their lung cancer and deflect the impact through pre-emptive

disclosures about non-smoking histories and other self-defensive assertions (Table 3.14).

Although internalized stigma was more frequently discussed among current smokers and

recent quitters, it was not as prominent as might be expected. Certain moderating factors

(e.g., high levels of social support from close others [Table 3.15] and religious coping

[Table 3.16]) may attenuate the stigma processes in a subset of this group (Figure 1) [71].

Consistent with research showing that smokers attribute lung cancer to non-smoking causes,

perceptions of lung cancer causality (Table 3.17) and consequences (Table 3.18) may also

play a buffering role in that group [72]. These attributions may reconcile cognitive

inconsistencies related to smoking and lung cancer risk (i.e., Festinger’s theory of

dissonance [73]). Theorists have also discussed “disavowal” as a self-protective coping

mechanism for lung cancer patients with recent smoking histories [74]. This defensive
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process may buffer the impact of stigma through denials (or questioning statements) about

onset controllability and responsibility.

Among those participants who did endorse internalized stigma, some individuals made clear

declarations of self-blame and guilt, whereas other statements were more nuanced. In

addition, unlike perceived stigma, which was primarily driven by assumptions about

smoking, internalized stigma was more varied in its attributions (e.g., smoking, second hand

smoke exposure, stress). Although a few participants expressed anger at the tobacco

industry, these statements were not pervasive and represent untapped targets for public

health campaigns [7].

Stigma-related Consequences—Prior work has often framed stigma-related

consequences as exclusively negative, with little consideration of more positive effects. Our

data suggest that negative (or “maladaptive”) consequences of stigma do exist – we noted

examples of emotional resignation, distress, and reduced illness-related disclosure tied to

stigma. However, consistent with a few notable discussions of stigma [e.g., [30, 63]] our

data also reveal strong endorsement of “adaptive” consequences of stigma, such as public

health advocacy for increased lung cancer awareness and funding. Strong focus group

endorsement of these adaptive consequences solidified the need for this separate category.

We found moderate support for negative treatment-related consequences of stigma. Some

patients reported a “vulnerability” that limited involvement in treatment decisions and

disclosure of illness-related concerns to medical personnel. However, it is not entirely clear

that these issues are unique to lung cancer or stigma per se rather than features of life-

threatening conditions. Further, these stigma-related treatment consequences were not

uniformly endorsed within focus groups and other participants reported more active

involvement in their medical care. We maintained these negative treatment-related

consequences in the theoretical model, although the focus group feedback indicated that this

construct clearly needs further clarification. The differential experience of stigma may help

explain why some individuals report avoidance and isolation while others are mobilized by

their diagnosis of lung cancer. Perhaps most significantly, these nuances point to the critical

role of moderators such as illness perceptions and social support in the patient experience of

lung cancer.

Study limitations

While our study recruited a diverse group of patients that reflected the area’s population,

restricting the sample to English speakers was a potential limitation that may have reduced

the number of Hispanic participants. However, our sample resembles national rates, as lung

cancer incidence is lower among Hispanics [75]. Expressed personal responsibility for

health and religiosity are common social values in Texas as in other southern states [76];

variation in the experience of stigma may be influenced by social geography [77-79].

Measure Development

These findings provide a foundation for continued focus on lung cancer stigma and its

measurement. Consistent with steps outlined in development guidelines, our next steps for
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PRO measurement will focus on item consolidation, item development, expert input, and

cognitive interviews with patients [36]. These processes will result in a robust measurement

tool based on significant patient input and ready for field testing and psychometric analysis.

Intervention Development

Although our data do not directly address intervention needs, they do provide indications for

future work in addressing stigma and its consequences. In other disease domains (e.g., HIV,

serious mental illness), most intervention studies focus on stigma among community

members and medical providers [80]. We know of no published intervention studies focused

on reduction of lung cancer stigma among these groups, although advocacy organizations

have recently integrated public awareness campaigns in attempts to lessen stigma within the

community [81].

Across multiple disease domains, recent work has addressed the need for interventions for

stigmatized individuals. For example, an investigation of acceptance-based psychotherapy

(Acceptance and Commitment Therapy; ACT) for stigma among substance abusers reported

large effects for self-esteem and experiential avoidance (constructs similar to our

conceptualization of stigma-related consequences) and medium effects for internalized

stigma and shame [82]. Importantly, perceived stigma did not change, leading the authors to

conclude that “perceived stigma is perhaps a less fruitful target for intervention”. Consistent

with this assertion, we found that although perceived stigma is relatively ubiquitous among

lung cancer patients, its diffuse nature may not be the best focus of intervention.

Alternatively, future psychosocial interventions may focus on reducing the internalized

impact and negative consequences of perceived stigma among patients with lung cancer. A

better understanding of the differences among those who perceive stigma but report more

adaptive consequences v. those who note high internalized stigma and maladaptive

consequences will help guide the intervention development process. Existing therapeutic

modalities that focus on cognitive-behavioral strategies and self-forgiveness (e.g., ACT,

Mindfulness-Based Cognitive Behavioral Therapy) may also be useful frameworks for

interventions with lung cancer patients [83-85].

Acknowledgments

Supported in part by a grant from the National Cancer Institute (1R03CA154016) and the National Lung Cancer
Partnership and its North Carolina Chapter (Young Investigator Award) to H.A.H. Partial support for J.S.O.
provided by the Lung Cancer Research Foundation. The authors thank Silvia Pilarski at Parkland, and Laurin
Loudat, Erin Fenske-Williams, and Rachael Skelton at UT Southwestern for their assistance coordinating patient
logistics. Katharine McCallister, Maria Funes, Trisha Melhado, and Louizza Martinez provided valuable assistance
in data analysis. We also thank Sharon Woodruff, Jeff Kendall, Dinah Foster, Cassidy Cisneros, Rachel Funk, and
Nicole Else-Quest for their help in study conceptualization and conduct, as well as Elyse Shuk from MSKCC’s
Behavioral Research Methods Core Facility for her comments on an earlier version of this manuscript.

Appendix

Interview Guide: Impact of Attitudes toward Lung Cancer

1. Opening Queries

Question: Tell me about your experience with lung cancer.
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Probe: How were you first diagnosed with lung cancer?

Probe: How did you react when you first learned about your

diagnosis?

Probe: How did your family, friends, and co-workers respond?

2. Allowing patients to describe in their own words what stigma means to them
and the degree to which they may experience it.

Question: Some people with lung cancer report feeling badly about their

diagnosis. Tell me a little bit about any bad feelings that you may have had

about being diagnosed with lung cancer?

(Note: If Patient says, “What do you mean?”or is puzzled by the question: Can

say “Some patients say that lung cancer in particular brings up feelings that

patients with other cancers may not experience.”)

Probe: Are these feelings about cancer in general or are they specific

to having lung cancer?

Probe: How are these feelings affected by your family and friends’

responses to you and your diagnosis?

Probe: How are these feelings affected by media or news stories about

lung cancer?

Probe: Have these feelings made you think about other parts of your

life differently?

3. Investigating the role that smoking plays in patients’ experiences with stigma.

Question: Some patients report that they spend a lot of time thinking about

what caused their cancer. Can you describe any of these thoughts you have

had?

Probe: How do these thoughts about what caused your cancer affect

how you feel about yourself?

Probe: How much do other people’s questions about what caused

your cancer affect you?

Probe: Do you react differently depending on whether the questions

come from family and friends vs. people you don’t know very well?

4. Investigating the ways in which stigma may impact emotional adjustment,
interpersonal communication, and behavior. (Use “think aloud” techniques for

specific items to assist this goal; may pick and choose different items depending on

what has and hasn’t been expressed so far.)

Question: Here are some thoughts that other people have had about their lung

cancer diagnosis. Please talk about how, if at all, each statement is relevant to

you and your experiences.
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• When people learn that I have cancer, they want to know what I

did to cause it.

• People are less sympathetic to me than they are to people with

different types of cancer.

• I feel guilty because I have lung cancer.**

• Sometimes I feel that I have done something to deserve having

lung cancer. *

• There are times I don’t talk to friends and family about my cancer

because I am concerned about being judged. *

• Feeling bad about having lung cancer has negatively affected the

way I advocate for myself in my medical appointments.

* Adapted from LoConte et al. (2008) Perceived Cancer Related Stigma measure.

** Adapted from Berger (2001) HIV Stigma measure.
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Figure 1.
Conceptual Model of Lung Cancer Stigma
1Hypothesis–the primary direction goes from PF Stigma to SI Stigma. However, this could

be a mutually reinforcing process between them once established
2Moderators can “buffer” or “exacerbate” experience and consequences of stigma
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Table 1

Participant characteristics

Characteristics Interview
(n=42)
n (%)

Focus Group
(n=23)
n (%)

Sex

Male 20 (48%) 12 (52%)

Female 22 (52%) 11 (48%)

Education

11th grade or less 7 (17%) 1 (4%)

High school graduate or GED 9 (21%) 5 (22%)

Some college 10 (24%) 7 (30%)

College graduate 8 (19%) 6 (26%)

Post graduate training 8 (19%) 4 (17%)

Marital Status

Married/Partnered 29 (69%) 18 (78%)

Divorced 7 (17%) 3 (13%)

Widowed 2 (5%) 1 (4%)

Single, never married 4 (10%) 1 (4%)

Race

White 27 (64%) 16 (70%)

Black/AA 12 (29%) 5 (22%)

AI or Alaska Native 1 (2%) 0 (0%)

Asian or PI 2 (5%) 2 (9%)

Ethnicity

Hispanic 6 (14%) 1 (4%)

Non-Hispanic 36 (86%) 22 (96%)

Cancer Stage

Stage 1 5 (12%) 3 (13%)

Stage 2 2 (5%) 1 (4%)

Stage 3 11 (26%) 4 (17%)

Stage 4 22 (52%) 15 (65%)

Unstaged at time of interview 2 (5%) 0 (0%)

Smoking Status

Never smoker 11 (26%) 8 (35%)

Long term quitter (>5yrs) 10 (24%) 5 (22%)

Recent quitter (quit at diagnosis) 11 (26%) 6 (26%)

Current smoker 10 (24%) 4 (17%)

Time since diagnosis
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Characteristics Interview
(n=42)
n (%)

Focus Group
(n=23)
n (%)

< 6 months 15 (36%) 8 (35%)

6 months to 2 years 18 (43%) 13 (56%)

>2 years 9 (21%) 2 (9%)
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Table 2

Summary of Individual Interview Themes

Themes and Subthemes Endorsement n (%)

Perceived/ Felt Stigma: Negative appraisal and devaluation from others 40 (95%)

Family and friends 26 (62%)

Medical providers 20 (48%)

Society in general 34 (81%)

Self/ Internalized Stigma: Internalization of perceived stigma 25 (60%)

Self-blame/Guilt/Shame 22 (52%)

Anger 4 (10%)

Regret 13 (31%)

Stigma-related Consequences 41 (98%)

Maladaptive consequences

Emotional resignation about lung cancer 29 (69%)

Distress/ depression 21 (50%)

Decreased disclosure to others 20 (48%)

Less engagement in care 20 (48%)

Adaptive consequences

Interest in advocacy/helping others 20 (48%)

Increased interest in treatment 29 (69%)
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Table 3

Representative participant quotations

Perceived Stigma

1 • But that’s what I get from people is, “Did you smoke? How long did you smoke?” and then you have that look of pity like,
“Oh my,” you know, “am I ever going to see you alive again?” things like that. (Interview, female, current smoker)

• When they’d say, “What kind do you have,” and I’d say, “Lung cancer,” they, even if it’s somebody I don’t know, say,
“Well, did you smoke?” (Interview, female, long term quitter)

2 • But people that have lung cancer, it’s kind of like, “Well, you dumb ass, you shouldn’t have been smoking. So you—you got
what you deserved.” (Interview, male, long term quitter)

• I mean, I think most people perceive that if you have lung cancer, you’re kind of stupid, because you knew; you took risks
when you smoked, so you—you’re not very educated if you kept smoking. That compared to someone that gets brain cancer
or some—whatever other kind of cancer that they might have, they don’t feel like it’s their fault. (Interview, male, recent
quitter)

3 • You know, that’s what they—they, you know, say, “All that little partying and stuff caught up with you,” you know, even
though they’re not a doctor, but they say that’s what it is. (Interview, male, current smoker)

• I go [volunteer activity], and so this guy asked me, “You’ve been away for a long [time]”—so finally I just said, “Yeah, you
know, I’ve been sick. I have lung cancer.” Twenty minutes later he wouldn’t come close to me, and I don’t know why.
(Interview, male, never smoker)

• … We had talked about getting married… After he found I had cancer, he kind of backed off and then later on, he backed
completely out. (Interview, female, recent quitter)

4 • I went to the emergency room and the one doctor said, he said, “Oh, you have stage IV lung cancer?” And I said, “Yes,” and
he goes, “You’re a smoker?” And I said, “No, I’m not a smoker.” “Did you smoke?” “No, I’ve never smoked.” “Oh, then you
must be a drinker.” And I said, “No, I’m not a drinker either,” and I’m thinking, “What’s that got to do with anything?”
(Interview, female, never smoker)

• If I have lung cancer am I a stepchild? You know, that stepchild feeling, that stepchild syndrome, that, “All right, you poor
baby, you’ve got lung cancer, and that’s because you were stupid enough to smoke. We’re going to treat you and take care of
you, et cetera, but other than that…”— (Interview, female, recent quitter)

Internalized Stigma

5 • If I feel any guilt at all, it’s because of the children, like I had mentioned before, the grandchildren, you know, coming to me
through the years and saying, “Grandma, stop. Grandma, slow down” and I never did. (Interview, female, current smoker)

• I stopped smoking and I had a few relapses and then I felt really guilty about that and then I felt really bad about myself
because, what am I doing. So then I’d be depressed for months, which made it even worse you know and then they ask, “Well
do you still smoke?” It just made me feel worse about myself. (Focus group, male, recent quitter)

6 • Although I’ve been told by my physicians that secondhand smoke and being around him and his family doesn’t have anything
to do with me getting lung cancer, but I still wonder in the back of my mind. Did it increase my chances, my risk? (Interview,
female, never smoker)

7 • … We talk and we say, “Damn, we were really stupid, huh?” So many years talking about stop smoking and stopping
smoking and we never did it. And all of the sudden we had to wait until one of us got sick and we stopped smoking [snaps
fingers], right there. (Interview, male, recent quitter)

Consequences

8 • Sometimes it just gets to that point, you just wanna throw your hands up. (Interview, male, current smoker)

• So—everybody’s gonna die, and I’ve come to—kind of come to that conclusion. And you know, just live with what you
got…I mean, if you sick, you just sick. Ain’t nothing you can do about being sick. (Interview, female, recent quitter)

9 • You know, and I—I just been going downhill since… I stay in a depressed state all the time. (Interview, male, current
smoker)

• Actually I got thrown out. [Significant other] said, “If you smoke it’s over.” And we’d been together for six years and it was
like – see ya, which of course made me more depressed and more stressed. (Focus group, male, current smoker)

Psychooncology. Author manuscript; available in PMC 2015 January 01.



N
IH

-P
A

 A
uthor M

anuscript
N

IH
-P

A
 A

uthor M
anuscript

N
IH

-P
A

 A
uthor M

anuscript

Hamann et al. Page 23

10 • I did not tell my mom. I have not told my mom or my dad throughout this whole time. (Interview, female, never smoker)

• I don’t really go into lengthy detail with my new clients, newer, than my old ones that I feel very comfortable with telling
them what I’ve got. (Interview, female, long-term quitter)

11 • Because I’ve always been a kind of take charge type person, but when that happened it caught me completely off guard, and I
felt so vulnerable, I just didn’t ask. I was just thinking, “Just leave me anywhere and tell me to do anything,” and I didn’t ask
any questions, which is just not me, you know? (Interview, female, long term quitter)

• I sit back and listen to what they say. And, you know, I don’t ask a lot of questions. (Interview, male, current smoker)

• You don’t want to tell your cancer doctors, “Well, I’ve started smoking again”…. I don’t want them to feel like I let them
down. I don’t want them to look at me like… (Focus Group, male, recent quitter)

12 • I’m proactive now. I tell people, you know, I don’t hide the fact I’ve had lung cancer. I go out and tell people, and it’s not to
try to get attention. You know, “You can get it too.” (Interview, male, never smoker)

13 • I did put on my researcher hat and just started looking at everything I felt I might need to know, what nutritional
recommendations there were, what supplements did I need to be taking, what lifestyle changes might I need to make,
anything I could do that would complement whatever treatment I was getting. (Interview, female, long-term quitter)

• But when they told me that I had a nodule on my lung I went and looked everything up myself. I went on the internet and
read as much as possible about it. So I did a lot of research, and I think the more you know, the better you are. (Interview,
female, never smoker)

Moderators of the Stigma Process

14 [Perception of Controllability]

• I would go and pray that [a positive EGFR test result] would happen. That way I could say, okay, this is something that’s
internal; I can’t have no control over it. Because that way it would answer the question. But it didn’t. (Interview, male, never
smoker)

15 [Social Support]

• She’s helped me morally, mentally, financially—in almost every way that a child could help their parent (Interview, female,
current smoker)

• …the people I have around me, they’re friends, they’re family, they’re supportive, you know, no questions asked. They’re
there for me. (Interview, male, recent quitter)

16 [Religiosity]

• I’ll still have the hope, yes. As long as the doctors keep telling me and everything, and my faith in God is really huge, it was
before even this started. (Interview, female, current smoker)

• …you pray and you talk to God, because he—in the end he’s the only one can fix it. He give the doctors the knowledge to
help him fix this problem, but you either gonna live or you gonna die, and you can make up your mind which you gonna do.
(Interview, female, current smoker)

17 • [Perception of Causality]I don’t believe the cigarettes caused my cancer. I think everybody’s got a cancer cell. And I think
when your immune system goes to hell in a basket or certain conditions go to hell, I think this stuff pops up and starts making
bad cells and getting all out of whack for whatever reason. (Interview, male, recent quitter)

18 [Believed Consequences]

• …after four years, you just get tired because it’s not getting better – I never have felt like this when I first got sick. I never
had stigma. I felt like there was hope. Once you get to that point where you realize the hope is gone and I think that’s when
the guilt, the shame, the anger at least has come to me. (Focus group, female, recent quitter)
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