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Background As non–small-cell lung cancer (NSCLC) treatments improve and patients live longer, it is important to develop interven-
tions to help patients live fuller lives. We sought to identify key components of quality of life (QOL) in determining therapeutic deci-
sion making and overall value of life extension in patients with NSCLC.
Methods Three focus groups (n = 16) and telephone interviews (n = 15) were conducted with NSCLC patients (N = 31) to explore 
symptoms considered important to QOL. A trade-off format was used to assess the value of life extension relative to QOL. Patients 
were asked to consider a hypothetical treatment option offering a modest (3 month) life extension. 
Results Patients’ mean age was 61.6 years, 67.6% were women, 77.4% were white, and 48.4% had stage III/IV disease. In 
all, 68% of patients conceptualized emotions as symptoms of NSCLC. Key symptoms changed over time: Patients reported feeling 
shock and fear at diagnosis (74%), and feeling fear or loneliness during the beginning of therapy (55%). Additionally, patients 
who reported successfully connecting with other NSCLC patients (peers), support groups, and/or community members reported a 
positive shift in feelings (52%) as they continued therapy or moved into a posttherapy phase. Financially, 23% of patients reported 
being adversely affected by copayments, 36% by unexpected gaps in coverage, and 39% by other bills. Patients reported that the 
most important dimension driving their decision making about life-extending therapy was somatic (84%), followed by functional 
(32%), relational (23%), and emotional (10%) dimensions.
Limitations Study participants were likely to have received some education or support from the recruiting cancer advoca cy and 
patient education/support organizations. In addition, participants were of a higher socioeconomic status than the average lung 
cancer patient population.
Conclusions Patients with NSCLC confated emotional well-being after diagnosis with symptoms of their cancer and treatment 
toxicities. Somatic QOL concerns emerged ahead of functional, emotional, and relational QOL concerns as the dominant driver of 
therapeutic decision making.

Funding This study was funded by Daiichi Sankyo Inc.

L
ung cancer is the most common cancer 
worldwide and accounts for the most can-
cer-related deaths in the United States.1 

Approximately 85% of all lung cancer is charac-
terized histologically as non–small-cell lung can-
cer. NSCLC is often undetected until symptoms 
develop and the patient presents with advanced dis-
ease;2 because of this, overall 5-year survival rates are 
low (16%). Consequently, the goals of treatment for 
advanced NSCLC include extending progression-
free survival and reducing the severity of symptoms.

Although medical researchers and oncolo-
gists are striving to better understand, diagnose, 
and treat NSCLC, comparatively little research 

and resources have been devoted to studying and 
addressing the unmet emotional and psychosocial 
needs experienced by these patients. In general, 
outcome research in lung cancer has focused pre-
dominantly on short-term survival and other clini-
cal outcomes, leading to a lack of knowledge sur-
rounding lung cancer survivorship and quality of 
life (QOL).3

Studies that have examined the social and emo-
tional experiences of lung cancer patients have 
found that these patients report higher levels of 
distress, compared with individuals who have other 
cancers.4 For example, lung cancer patients report 
signifcant levels of distress (43%), compared with 
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breast cancer patients (32%) and colon cancer patients 
(32%). Cross-sectional studies have suggested that elevated 
and untreated distress can lead to a lower QOL, lower sat-
isfaction with medical care, worse treatment adherence, and 
decreased survival.5,6 As a means of addressing this issue, 
the Institute of Medicine, the National Comprehensive 
Cancer Network, and the American College of Surgeons 
have recognized that screening, referral, and follow-up 
for emotional, physical, and social concerns are critical to 
ensuring quality cancer care.7-9 A number of validated mea-
sures can be used to assess cancer-related distress7,9-14 and 
identify areas of unmet clinical need.15-19 

One distress-screening tools is the Distress Termometer 
(DT), a single-item visual analog tool that screens for dis-
tress in cancer patients.8 It is a validated measure with an 
established cutof score3,4 indicative of clinically signifcant 
levels of distress. Another tool is CancerSupportSource 
(CSS), an evidence-based, validated, psychosocial distress-
screening program that was designed for community prac-
tice settings. CSS integrates a valid and reliable self-report 
measure with automated linkages to vital information and 
referral for support services. CSS asks patients to rate their 
current concerns, and to identify the specifc type of assis-
tance they desire to address those concerns (ie, talk to a staf 
member, referral to online resources, quality information, or 
no help). Both DT and CSS are sensitive and specifc mea-
sures to detect distress in cancer patients.

Despite the availability of general cancer distress-screen-
ing tools, specifc cancer groups commonly express specifc 
sources of distress that may not be captured by these gen-
eral measures. Tus, we sought to understand if there were 
particular needs and sources of distress for patients living 
with NSCLC that might be used to inform the develop-
ment of screening tools for NSCLC patients.

Now more than ever, health care systems, practices, and 
physicians rely on patients to play a more active role in their 
care, accepting more responsibility and becoming more 
involved in decision-making processes.20 At the same time, 
the advent of new targeted therapies means that  the num-
ber of cancer treatment options is increasing and becoming 
more complex. For patients living with advanced NSCLC, 
the goal of treatment is to extend both progression-free 
survival and overall survival. Tus, some of the treatment 
options that patients will weigh may have life-extending 
potential. Until now, there has been little understanding of 
the factors that patients take into consideration when they 
decide to pursue new treatment options that ofer modest 
life extension. 

In this study, we sought to identify key components of 
QOL and social support in determining therapeutic deci-
sion making and the overall value of life extension, in 
patients with NSCLC. Our frst objective was to under-
stand the social and emotional experience of living with 

NSCLC, and to identify the needs of and sources of dis-
tress for these patients that might be used to inform the 
development of distress-screening tools for them. A sec-
ond objective was to understand the motivating factors 
that patients take into consideration when they are asked 
to make trade-ofs in considering potential life-extending 
treatment options.

Methods
Patients were eligible for this study if they were 18 years of 
age or older, spoke English, and had a diagnosis of NSCLC, 
irrespective of stage. Patients were recruited from 2 cancer 
advocacy and patient education/support organizations. All 
patients provided written informed consent.

To explore the full range of symptoms that patients 
considered important to QOL, as well as the value of 
life extension relative to QOL, we took a grounded the-
ory approach.21 Focus groups were used as the primary 
means of eliciting the breadth and depth of perspectives of 
patients living with NSCLC. Te goal of the focus group 
was to promote self-disclosure among participants. We 
subsequently conducted one-on-one telephone interviews 
to provide targeted and in-depth understanding of the 
themes explored in the focus groups 

After patients had completed a brief demographic sur-
vey, we conducted 3 semistructured focus groups (n = 16) 
and telephone interviews (n = 15) with eligible participants 
(N = 31). In focus groups, trained moderators used a nomi-
nal group technique to ensure uniform participation from 
all patients and to elicit symptoms that patients consid-
ered most important.22 In subsequent interviews, patients 
were encouraged to name several important symptoms and 
then explain the signifcance of each. Te focus groups and 
interviews were initiated with a simple prompt that asked 
participants to describe, in 1 or 2 words, a symptom related 
to their NSCLC that had afected their life, followed by a 
prompt asking which symptom most afected their life, and 
how. A trade-of format assessed the value of life exten-
sion relative to QOL. Patients were asked to consider an 
experimental (add-on) treatment that had been shown to 
increase lifespan by up to 3 months, on average. Tey were 
told that without this treatment, they may have about 7 to 
8 months to live, on average, and that with this treatment 
they might have about 10 to 11 months to live, on average. 
Patients were then asked what factors they would take into 
consideration to make a decision. 

Focus groups and interviews were moderated by 3 PhD-
level and 1 master’s-level researchers who were trained in 
qualitative methodology and had extensive experience in 
group and individual interviewing. Focus groups and inter-
views were digitally recorded and transcribed. Identifying 
information was redacted from all transcripts, which were 
then entered into NVivo 8 software for the coding and man-
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agement of qualitative data. Two master-level researchers 
reviewed each transcript, coding for themes as they emerged 
from the data. Emergent themes from the frst 2 tran-
scripts were identifed and entered into a codebook. Using 
the method of constant comparison, the codes from these 
frst 2 transcripts were compared against themes found in 
subsequent transcripts; older themes and their representa-
tive codes were refned and organized into larger concepts, 
and newly emergent themes were entered into the code-
book. As we reached thematic saturation (ie, no new themes 
emerged), we coded the remaining transcripts selectively for 
core concepts. Two coders applied this process to all 18 tran-
scripts (from 15 interviews and 3 focus groups).

Results 
Demographics
Te patients’ mean age was 61.6 years, 67.7% were women, 
77.4% were white, 61.3% were not employed or were retired, 
58.1% were living with a spouse/other, 93.5% had health 
insurance, and 48.4% had stage III/IV NSCLC. A summary 
of patient characteristics may be found in Table 1. 

Symptoms fndings
Although the medical defnition of symptom is “experi-
enced sign of disease,” and “symptom” is typically associ-
ated with pain or debility, patients in the study concep-
tualized “symptom” diferently. For patients, “symptom” 
corresponded to any alteration in one’s lived experience due 
to disease. Tus patients considered any change in baseline 
emotional or physical experience, such as level of happiness 
or pain level, due to NSCLC, to be a symptom of NSCLC, 
regardless of whether that change was negative or positive.  

Te frequency distribution of emotional and physical 
symptoms is provided in Table 2. Of all 31 patients who par-
ticipated in nominal focus group and interview elicitation, 
68% (21 of 31) cited emotions and attitudinal orientation in 
response to the question, “What NSCLC symptoms have 
most afected your life?” Subsequently,  23 patients (all 16 
in focus groups plus 7 in interviews prior to thematic sat-
uration) were asked about specifc emotional and physical 
symptoms; their leading emotions and attitudes included 
fear (31%), anxiety (23%), depression (7%), feeling defeated 
(7%), and loneliness (7%). Teir key physical symptoms were 
respiratory complaints (53%) and fatigue (20%). Teir key 
symptoms and concerns had changed over time, as 74% of 
patients reported shock and fear at diagnosis, and 55% felt 
fear or loneliness during the beginning of therapy.

I defnitely felt lonely. I felt isolated. 
 –Interview 10

So I went on the rollercoaster ride … and I had very 
toxic chemo. ... And it was just a very scary time for me. 

 -Interview 9

TABLE 1 Patient characteristics

Characteristic 
Percentage of  

patients (N = 31)

Age

Median, 63 y; Mean, 61.6 y (range, 36-78 y) 

Sex

   Female 67.7
   Male 32.3

Educationa

  At least some college 96.9

   Bachelor’s degree or higher 64.6

Race

   White 77.4
   African-American  9.7
   Asian-American  6.5
  Multi-racial 6.4

Community type

   Suburban 58.1

   Urban 29.0

   Other 12.9

Employment status

   Not employed, including retired 61.3

   Full time (> 30 hrs/wk) 25.8

   Part time (M 30 hrs/wk) 12.9

Total household income ($)

   Less than 20,000  6.5

   20,000 to 39,999 12.9

   40,000 to 59,999 29.0

   60,000 to 79,999  6.5

   80,000 to 99,999 12.9

   100,000 or greater 25.8

   Don’t know  6.4

Relationship status

   Married/living as married 51.6
   Divorced 32.3
   Widowed 9.7
   Single/never married 3.2
   Other 3.2

Current living situationa

   Living with spouse/signifcant other 58.1
   Living alone 25.8
   Living with children aged < 18 years 22.6

Type of health insurance plan ($)a

   Medicare 51.6

   Employer 38.7

   Private 12.9

   State-run 6.5

   None 6.5

Histology

   Did not know/unknown 66.7

   Nonsquamous 33.3

Past treatmenta

  Chemotherapy 80.6
  Surgery 67.7
  Radiation 61.3
  Biologic therapy 22.6

aRespondents may have included themselves in more than 1 category.
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Reports of shock at diagnosis were most common among 
NSCLC patients who had never smoked. Patients who had 
successfully connected with other NSCLC patients (peers), 
support groups, and/or community members (including 
family, friends, neighbors, and coworkers) reported a posi-
tive shift in feelings (52%) as they continued therapy or 
moved into a posttherapy phase. 

There’s somewhere, we’ll say midpoint of the journey … 
it started to be hope that I was going to survive this thing. 
... God comforts us so that we can go and comfort others. 
… I’m a caregiver at my church. So … that’s a cool place 
to be.  -Interview 1

In addition, 26% of patients reported feeling confused 
and isolated during treatment because of information gaps.

But you know, going into what you said how I was treated 
at that time and everything, I was alone; there was no 
information about lung cancer out there.  -Interview 8 

Financially, 23% of patients reported being adversely 
impacted by copayments, 36% by unexpected gaps in 
coverage, and 39% by other bills; in all, 52% accepted 
help from any/all sources. Te fnancial impact of 
NSCLC played into emotions of distress, and  for those 

who accepted fnancial help from unexpected sources  
gratitude.

 Oh, we’ve been very fortunate. The company that my 
wife worked for at the time … when they had found out 
what happened … they said, “What we’d like to do is, 
we would like to cover the frst $5,000 of your treatment.” 
And in between my blubbering and sniffing and … not 
knowing what to say, I’m like, “Is there any way I could 
just write a letter and say thanks?” And they said they 
didn’t do it for that. They don’t care about a thank you. 
They just want to help. … Without them, I wouldn’t have 
made it.  -Interview 2

Life extension vs QOL trade-of fndings
To understand how patients value trade-ofs between the 
length and quality of life, we examined their conceptualiza-
tions of QOL. In all, 4 interdependent yet distinct domains 
of QOL emerged from the data. We classifed these 4 
domains as “somatic” (defned as lack of physical pain and 
discomfort), “functional” (having mobility and the ability 
to physically perform to personal and social expectations), 
“relational” enjoyment and/or appropriate performance of 
social roles and interpersonal relationships, including at 
work), and “emotional” (emotional experience, such as hap-
piness or sadness, deriving from satisfaction/dissatisfac-
tion with lived experience). Table 3 provides representa-

TABLE 2 Frequency of reporting specifc symptoms in infuencing quality of lifea

Symptom

Patients reporting  
symptom category and 
specifc symptom 
 (N = 23)

Patients reporting specifc 
symptom within symptom 
categories, %

Patients reporting specifc 
symptom in total assessed 
for specifc symptoms, %

Physical (n = 15)

   Respiratory (wheezing, shortness of    
   breath, coughing, blocked airways)

8 53.3 34.8

   Fatigue (exhaustion, tired, feeling 
   physically worn)

3 20.0 13.0

   Nausea 2 13.3 8.7

   Memory problems 1 6.7 4.3

   Neuropathy 1 6.7 4.3

Emotional (n = 13)

   Fear (fear, scared, scary) 4 30.7 17.4

   Anxiety (anxiety, increased heart rate) 3 23.1 13.0

   Depression 1 7.7 4.3

   Feeling defeated 1 7.7 4.3

   Loneliness 1 7.7 4.3

   Feeling hopeless 1 7.7 4.3

   Positive change in faith 1 7.7 4.3

   Positive change in attitude 1 7.7 4.3

a Distribution of specifc symptoms is reported for all patients until thematic saturation was reached. This included 16 patients from the 3 focus groups, plus 7 of 15 
patients from the phone interviews.
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tive excerpts from the transcripts indicating how patients 
perceived the trade-of between additional longevity and 
QOL in terms of each domain.

Although emotions played a strong role in patient 
descriptions of their lived experience of living with 
NSCLC, they receded in importance when patients 
were asked to make value trade-ofs between life exten-
sion and QOL with regard to life-extending therapy. Te 
most important factor driving decision making regarding 
a hypothetical treatment that might ofer a 3-month life 
extension was the somatic domain (84%), followed by the 
functional (32%), relational (23%), and emotional (10%) 
domains. Yet across the majority of the focus groups and 
interviews, patients spontaneously related how NSCLC 
had positively and negatively impacted their relational and 
emotional QOL.

Discussion
Te primary objective of this study was to identify key com-
ponents of QOL and social support that would help deter-
mine therapeutic decision making and overall value of life 
extension in patients with NSCLC. Given the heteroge-
neity of expected patient experiences, we used a grounded 
theory approach to inductively develop critical concepts as 
they emerged from the patients’ own words.21,23,24 To ensure 
that these qualitative processes captured the full range of 
patient experiences related to the variables of interest, we 
confrmed that the sample size was adequate to achieve the-
matic saturation ( ie, no new themes continued to emerge 
in the fnal set of interviews).25,26 Two researchers coded the 
transcripts. Intercoder reliability was high. 

During nominal group and interview elicitation, we 
found that a majority (68%) of patients cited emotions and 
attitudinal orientation in response to the question, “What 
NSCLC symptoms have most afected your life,” indicat-
ing that patients conceptualized emotions and attitudinal 
orientation as symptoms of NSCLC. Some 53% of patients 
also cited physical respiratory symptoms (eg, wheezing, 
coughing, shortness of breath, blocked airways) as having 
an impact on their lives. One possible explanation for this 
fnding in our sample highlights the association between 
physical respiratory symptoms and the anxiety and worry 
that are triggered by those. Respiratory issues are a hall-
mark symptom associated with NSCLC,27,28 and anxiety 
and worry often accompany respiratory symptoms. Because 
respiratory difculties often cause feelings of anxiety and 
worry, diferentiating between the emotional and physical 
symptomatology of these issues can be difcult. In general, 
the increased likelihood of respiratory issues in lung cancer 
may partially explain reports of heightened distress in lung 
cancer patients, compared with other cancer groups.4 

Clearly, the link between lung cancer and anxiety makes 
it more difcult to identify the source of distress in lung 
cancer patients. However, identifying and treating this dis-
tress are critical to avoid the negative patient outcomes 
that are associated with untreated distress.5,6 When these 
patients are screened for distress, it is important to assess 
the extent to which the physical symptoms related to respi-
ratory burden may be triggering anxiety. Tose with anxiety 
primarily resulting from respiratory issues could be man-
aged and treated accordingly to minimize the experienced 
distress. Similarly, those with a history of anxiety may be 

TABLE 3  Frequency and characterization of quality of life domains in infuencing treatment decisions

QOL domain Description Representative excerpt

Sample using domain in  
making treatment decisions, 

% (N=31)

Somatic Lack of physical pain and 
discomfort

If I got to be sick and go through treatment all 
over again and to get [only] 3 months, who 
would want to suffer for 3 months? Not me. 
Focus group 2, participant 1

84

Functional Mobility and ability to perform 
physically to personal and social 
expectations

If it came to a point where I could not stand 
upright and walk and eat and function and 
smile and provide loving care to my friends 
and family and just function in society, that’s 
where I’d draw the line. Interview 13

32

Relational Enjoyment and/or appropri-
ate performance of social roles 
and inter-personal relationships, 
including work

Am I able to communicate with my family? You 
know, am I all there? Or am I just laying there, 
a big lump of what used to be me? Interview 1 23

Emotional Emotional experience deriving 
from satisfaction/ dissatisfaction 
with lived experience

I’m not going to go [die] like my mother. 
Certainly we know a lot more now than we did 
when she passed away, but it’s a big scare.a 
… Focus group 2, participant 2

10

QoL, quality of life.  
aThe participant was suggesting that in general, she was not going to die like her mother did. She wanted to be more informed, less frightened, and more empowered 
overall than her mother was.
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managed with a combination of evidence-based treatments, 
including cognitive behavioral therapy and/or pharmaco-
logical approaches. In general, knowing the extent to which 
medical variables can account for psychological distress is 
important because it can help predict those patients at risk 
for greatest distress,29 and suitably direct treatment modali-
ties. Lung cancer patients in particular should be followed 
with a thorough consideration of whether management of 
respiratory issues may lower distress, or whether distress 
may be associated with other social and emotional factors 
(eg, disruptions in home life or fnances).

Te timing of emotions is worthy of note. Shock and 
fear dominated participants’ emotional experience at diag-
nosis. Over time, however, more than half the patients con-
nected successfully with support groups, other lung can-
cer patients, neighbors, and coworkers, and they reported 
a positive shift in feelings, with many patients using posi-
tive words such as hopeful and confdent when describ-
ing their current emotional experience. Tis is perhaps not 
surprising; other evidence has shown that a lack of social 
support can be detrimental to psychological well-being and 
QOL among breast cancer survivors.30 Of course, success-
ful treatment might also have a role in shifting attitudes.

Our study is the frst patient focus group/interview study 
to directly assess the impact of fnancial factors  including 
the efect of copayments and other medical bills, as well as 
sources of fnancial support, both institutional and personal  
on cancer patients’ well-being. About one-fourth to one-
third of patients reported being afected by copayments, 
subsequent medical bills, and unexpected gaps in coverage, 
and more than half of them acknowledged help from any 
and all sources. Te reported fnancial distress in our study 
is consistent with fndings from a large database study 
using the Surveillance, Epidemiology, and End-Results 
registry, which showed that among all malignancies, lung 
cancer had the highest rate (~8%) of devastating fnancial 
consequences, such as personal bankruptcy, for patients.31 

Despite the prominent role of emotional factors in 
patient descriptions of the lived experience of NSCLC, 
they receded in importance when patients were asked to 
make value trade-ofs between life extension and QOL 
with regard to life-extending therapy. Te most impor-
tant factor driving decision making regarding a hypothet-
ical treatment ofering a 3-month life extension was the 
somatic domain (84%), followed by functional (32%), rela-
tional (23%), and emotional (10%) factors. Interestingly, 
the domains of QOL that emerged in this study are con-
sistent with those identifed during the development and 
validation of the Functional Assessment of Cancer Terapy 
scale (FACT-G).32 

Clearly, somatic QOL concerns (ahead of functional, 
emotional and relational QOL) were the dominant driver 
of therapeutic decision making in our hypothetical sce-
nario. As life-extending drugs become more readily avail-

able, health care professionals should recognize that the 
management of side efects and physical symptoms is of 
the upmost importance to the patient. Health care profes-
sionals should be explicit in explaining somatic symptoms 
and the side efects of various treatment options. Future 
studies should address the impact of cost and patients’ will-
ingness to pay on the relationship between somatic con-
cerns and end of life/lifeextension decision making.

Te current study did not directly examine the extent to 
which participants’ psychosocial experiences with NSCLC 
difered as a function of their current cancer stage. We did, 
however, note that the emotions reported by participants 
difered across the cancer journey (at diagnosis, during 
treatment, and in survivorship) and we suspect that simi-
lar diferences may have emerged if we had examined the 
role of stage as an independent variable. Future studies 
should explore this relationship to ensure that psychoso-
cial needs are adequately understood for all patients living 
with NSCLC. 

It is important to acknowledge the limitations of this 
study. Participants were recruited from 2 cancer advocacy 
and patient education/support organizations. Tus, the 
individuals who participated in this study were likely to 
have received some education or support from 1 of these 
2 organizations. Results may therefore refect bias toward 
individuals who seek social support, and may be less rep-
resentative of individuals who do not seek psychosocial 
cancer support from community-based organizations. 
Additionally, this study is limited in that the overwhelm-
ing majority (94%) of participants reported having health 
insurance. Participants lacking insurance might have been 
more likely to consider fnancial variables when making 
treatment decisions in the context of modest life exten-
sion. Finally, all but 1 of the patients interviewed had at 
least some college education, and fewer than 20% had a 
household income of less than $40,000 yearly, putting this 
group in a higher socioeconomic class than that of average 
lung cancer patients. Terefore, results are not automati-
cally generalizable to participants who are uninsured or to 
those who have a lower socioeconomic status.

Conclusions 
Tis study makes an important contribution in understand-
ing the psychosocial experience of living with NSCLC, and 
corroborates previous fndings that individuals living with 
NSCLC experience a signifcant amount of interdepen-
dent emotional and somatic distress. Tese fndings pro-
vide support for recent recommendations regarding the use 
of psychosocial distress screening and referral to improve 
the quality of cancer survivorship.33 Te need for screening 
is especially acute at diagnosis and during initial therapy, 
given the high rate of shock, fear, and perceived loneliness 
that was reported in this study. Our fndings suggest that 
fnancial distress screening should also be incorporated to 
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current distress tools, and that appropriate fnancial assis-
tance referrals, such as copayment assistance programs, 
should be provided. Furthermore, our results provide 
insight into the trade-ofs and factors that individuals 
with NSCLC consider when they make treatment deci-
sions that ofer modest life extension. Tese identifed fac-
tors should inform health care professionals about ways to 
talk with their patients about such decisions. As NSCLC 
treatments improve and patients live longer, it is increas-
ingly important to develop interventions to help patients 
live fuller lives and to support them in the process of shared 
decision making. 
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