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demic of enormous proportions.! A rare disease at the

beginning of the past century, lung cancer continues to
be one of the most common cancers in the world, affecting
174,470 Americans (92,700 men and 81,770 women) in 2006.%
Mirroring changes in smoking patterns, the incidence of lung
cancer among men continues to decline. Large-scale smoking
among women occurred almost 20 years after men in the
United States, with a subsequent delay in increased cases,
peaking in the 1990s. Encouragingly, the most recent evi-
dence demonstrates that lung cancer incidence among
women is declining, as are death rates.® In 2000, approxi-
mately 13% of men and 17% of women (age-adjusted, 15%
overall) diagnosed with lung cancer were expected to survive
at least 5 years (an estimated 26,065 Americans each year).?

There has been minimal (albeit statistically significant)
increase in the overall percentage of survivors over the
past 30 years (13%, 1974-1976; 14%, 1983-1985; 15%,
1992-1999).2 The focus of this chapter is on the emerging data
describing the long-term medical and psychosocial conse-
quences of survival from lung cancer and its treatment. In
addition to length of survival, the physical, psychologic,
social, and existential components of heath-related quality
of life (HRQOL) data have been recognized as important
outcome measures of lung cancer treatment for more than 30
years.*® These measures are now a common part of clinical
trials of patients with lung cancer,® but there is limited infor-
mation about HRQOL of long-term survivors. In an extensive
review of literature on HRQOL in patients with lung cancer,
151 studies were identified covering 1970-1995.” Almost all
these studies focused on patients in treatment. Only one
focused on patients with early-stage disease treated by
surgery,® and only one study was identified with long-term
survivors.” Since that review, there have been several addi-
tional reports'®!* on survivors of lung cancer who were
disease free and off treatment at the time of the data collec-
tion. Details of these studies and others focused on recovery
after curative treatment are displayed in Table 13.1.

Lung cancer survivorship, in contrast to breast cancer sur-
vivorship, which has shaped the quantity and quality of
survivorship research, is in its infancy. For the purposes of
this chapter, studies published (in English) since 1980 that

L ung cancer emerged during the 20th century as an epi-

provide data about the physical functional status, HRQOL,
symptoms, and other issues experienced by survivors after
curative treatment are reviewed. Studies that only addressed
cardiopulmonary function in the brief postoperative period
are not included.

Survivorship and Lung Cancer

There are many survivors of lung cancer as a result of the high
incidence of this disease when using the National Coalition
of Cancer Survivors’ definition, which is “from the point of
diagnosis forward.” However, with a definition that sets a
defined time frame of “5-year survival” or “disease-free sur-
vival,” the field of survivors is narrowed to a smaller number
of patients and, thus, a more-limited opportunity for research.
Survival following a diagnosis of non-small cell lung cancer
depends primarily upon stage and effective treatment. Only
16% of patients are diagnosed with localized disease, 36%
with regional disease, and 38% with distant metastasis.’
Although more than 80% of patients with surgically resected
stage IA disease may have 5-year disease-free survival, expec-
tation of survival diminishes progressively through stages II
and III and is rare in stage IV. If untreated, few patients, even
with small peripheral stage IA tumors, survive 5 years.'>!
The statistics for long-term survivors of limited-stage small
cell lung cancer are even less optimistic. Only 6% of 144
patients with limited-stage disease treated in Canada sur-
vived longer than 5 years."

Long-Term Impact of Curative
Surgical Interventions

The majority of HRQOL studies including patients with lung
cancer have focused on symptoms of and issues facing
patients with advanced disease.” The quality of lung cancer
survivorship and resulting physical impairment has been
minimally addressed. The majority of medical issues sur-
rounding lung cancer survivorship are related to curative sur-
gical therapy and tend to be short term. A major consequence
of the successful treatment of lung cancer arises from the
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requirement for partial ablation of a vital organ. The pneu-
monectomy has been used successfully for lung cancer treat-
ment since the 1930s.'® Evidence-based strategies to enhance
HRQOL, improve symptom control, and support recovery
after curative surgery for lung cancer are almost nonexistent.
Although the normal healthy individual can sustain the loss
of one entire lung (pneumonectomy), most patients with lung
cancer have comorbid illness. Many patients have sustained
cardiopulmonary damage from long-term smoking and have
increased risk of mortality following pneumonectomy (or in
some cases even after lobectomy or limited resection). When
comparing sleeve lobectomy with pneumonectomy, a meta-
analysis of published studies from 1990 to 2003, using
quality-adjusted life years (QALYS) as one of the outcomes,
found that sleeve lobectomy resulted in better survival, and
for patients who did not have recurrence, better HRQOL."
Other studies also support the superiority of lobectomy over
pneumonectomy in terms of physical recovery.*

One recent advance in the treatment of early-stage lung
cancer is limited resection performed by video-assisted tho-
racoscopic techniques (VAT) in patients with poor lung func-
tion. Patients with limited respiratory reserve are at increased
risk for perioperative respiratory complications. Recent expe-
rience with the use of thoracoscopic procedures in benign
lung disorders, especially emphysema, confirms that limited
thoracoscopic lung resections can be performed safely in this
setting, under select circumstances. Thoracoscopic pul-
monary resection requires less time in hospital and reduces
the duration of postoperative pain and disability. Better
understanding of pulmonary function tests (PFTs) and limits
of resection now allow resection of small peripheral tumors
in patients with poor pulmonary function via open segmen-
tal resection, thoracoscopic wedge resection, or a combina-
tion of reduction pneumoplasty with wedge resection in
carefully selected patients. The lung cancer surgery can even
serve as a lung volume reduction intervention for these com-
promised patients. In a small study of 16 stage I non-small
cell lung cancer survivors with severe emphysema who
underwent a variety of surgical resections, including lung
volume reduction, 68% had 5-year survival. These carefully
selected patients had improved HRQOL (as measured by the
SF-36), especially in physical functioning and reduction in
dyspnea 2 years after surgery.”!

As displayed in Table 13.1, a number of studies have iden-
tified lingering symptoms and issues faced by lung cancer
survivors in the months and years after potentially curative
treatment. Some prospective studies suggest a pattern of
symptom resolution with full recovery 6 months after
surgery, but others point to ongoing problems years later.
Some studies have included comparison groups of patients
with other forms of cancer or patients without cancer who
underwent similar surgical procedures (e.g., thoracotomy).
Although some studies have included mixed stage and his-
tology of patients with lung cancer, the majority of studies
address the issues of survivors of non-small cell lung cancer
who underwent surgical resection with minimal attention to
those with small cell lung cancer or those who have under-
gone adjuvant treatment. These posttreatment data, includ-
ing both physical as well as emotional well-being, identify a
range of issues faced by survivors of lung cancer and under-
score the need to develop supportive care interventions. The
perceptions of HRQOL by survivors are important, as they are
linked to severity of symptom distress and have been associ-

ated with long-term survival.> Pneumonectomy has been

more clearly associated with ongoing symptoms and reduced
HRQOL.? Because of the lack of prospective data, few studies
have reported patterns of symptom occurrence and resolution
after curative treatment. A cross-sectional study of patterns
of symptom distress studied 117 patients with lung cancer,
enrolled within 100 days of diagnosis and receiving a variety
of treatments. It found that those patients receiving surgery
(n = 45) were noted to have decreased symptoms over a
6-month period.?*

Available data describing the prevalence and patterns of
lingering symptoms (dyspnea, pain, altered functional
status/fatigue, emotional distress, cognitive difficulties, rela-
tionships, sexual dysfunction, and alterations in communi-
cation abilities) reported in long-term lung cancer survivors
are described next.

Dyspnea and Pulmonary Impairment

The loss of functional lung tissue as a result of lung cancer
surgery may result in transitory and permanent reductions in
pulmonary function and, for some, physical disability. Pul-
monary function can be affected by lung cancer and its treat-
ment, by the consequences of the patient’s past tobacco use,
and by comorbid disease.”® Changes in pulmonary function
are variable and not a clear predictor of exercise capacity,*
severity of dyspnea,” patients’ perceptions of physical dis-
ruptions in day-to-day activities,”® or even HRQOL out-
comes.'%** Larsen et al.”® note the variability of performance
of lung cancer patients after resection. Based upon physiologic
differences, resection of the right lung (contributing to 55%
of overall lung function) might lead to more severe pulmonary
consequences.'® There are clear differences based upon the
extent of resection. Bolliger et al.*! reported reduction in PFT
in the immediate postoperative period with recovery at the
6-month period for patients who underwent lobectomy. This
recovery was not seen for patients who underwent pneu-
monectomy, similar to findings by Nezu et al.’® Several
studies support the benefit of the VATS procedure in
improved functional recovery as compared to other
approaches.®

Although dyspnea is not always a consequence of surgi-
cal treatment, the majority of studies reported ongoing prob-
lems of breathlessness in some survivors, often linked with
reduction in exercise capacity.®**262729303335 Dgles et al.®
reported an increase in the prevalence of severe dyspnea in
the first 3 months postthoracotomy, with reductions at 6 and
9 months, but with the continuance of severe dyspnea for
10% of the patients. Nugent et al.’® reported long-term
deficits in exercise performance in patients undergoing a
pneumonectomy, with limited changes after lobectomy. The
symptom dyspnea was the limiting factor in performance in
exercise tests for the pneumonectomy group. Pelletier et al.?
cited dyspnea as a factor attributing to dropout in exercise
programs postthoracotomy. Zieren et al.>* also reported con-
tinued dyspnea at exertion 1 year after surgery. However,
Nugent et al.* reported no changes in dyspnea after surgery.

In a study comparing VATS to thoractomy, dyspnea (85%
versus 75%) and cough (82% versus 75%) were continuing
problems more than a year after surgery for both groups.
Aging, tobacco use and comorbid conditions, in particular,
may influence respiratory symptoms and level of pulmonary
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function. Uchitomi et al.¥’ report the significant relationship
of dyspnea to emotional distress in the postoperative period.
This relationship was also reported by Sarna et al.'° However,
there is little research specifically looking at these issues in
a systematic way. In addition to dyspnea, respiratory symp-
toms such as cough, phlegm, and wheezing continue to
plague some long-term survivors and diminish HRQOL."

Pain

In a recent review,*® Rogers et al. reported on the incidence of
chronic mild to moderate postthoracotomy pain, which was
described as “under-rated” and affecting approximately 50%
of patients. Chronic postthoracotomy pain along the incision
line often has neuropathic features. It is less often associated
with initial lung cancer surgery, but has been linked with
tumor recurrence.® The etiology of long-term pain is not well
established but may be caused by intercostal nerve damage.
Several of the studies reviewed (see Table 13.1) describe per-
sistent pain for some long-term survivors.”!021,2329343539-42 N ot
all studies are limited to patients with lung cancer; some
included others who received a thoracotomy. Reports of lin-
gering pain vary. Schag et al.? reported that 46% of survivors
experience pain from scars postsurgery and 24 % report aches
and pains. In a study of 85 patients, 26 had moderate to severe
pain 1 month after surgery. Gotoda and colleagues* reported
that female gender and pain immediately postthoracotomy
were predictive of pain 1 month and 1 year after surgery.
Handy et al.” reported continued pain 6 months after surgery.
Similarly, Pompeo et al.?! and Zieren et al.** reported contin-
ued pain for some patients even 1 year after surgery. Pompeo
et al.?! also identified a subset of patients who continued to
have lingering pain. However, Mangione et al.** and Myrdal et
al.* reported that pain scores after surgery were similar to pop-
ulation norms 1 to 2 years after surgery.

Although the prevalence of chronic pain may be expected
to differ by surgical procedure, especially with the emergence
of the muscle- and nerve-sparing VATS procedure, reports do
not consistently support significant differences. Landreneau
et al.*’ reported less pain and shoulder dysfunction, but not a
difference in use of pain medication.** Pain was reported by
71% of the thoracotomy group and 67% of the VATS group.
Comparing the VATS with thoracotomy, specific type of pain
included thoracotomy pain (74% versus 75%), chest pain
(48% versus 29%), and arm or shoulder pain (59% versus
46%). One-third of both groups (33%) reported shoulder dys-
function. Neither Pompeo et al.*! or Li et al.* report signifi-
cant differences in pain when comparing lobectomy and
VATS procedures. However, another study did support a ben-
eficial difference.*! Treatment strategies of postthoracotomy
pain vary,* and reports for definitive treatment from clinical
trials are not available.

Another painful and disabling condition is frozen
shoulder, a potential postsurgical risk* affecting lung cancer
survivors. However, there are no known studies describing
the prevalence of this condition among survivors of lung
cancer.

Altered Functional Status/Fatigue

Level of postoperative physical disability is an important con-
sideration in examining the HRQOL of survivors. Although
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it is often related to dyspnea, decreased functional status may
have other contributing factors as well, and the measurement
is different. In fact, in surveying the views of a patient popu-
lation at risk for lung cancer surgery (n = 64), many stated
they would not undergo life-saving surgery if it resulted in
permanent physical disability.”’” Early studies considering
recovery from lung cancer surgery focused almost exclusively
on pulmonary and cardiovascular function, exercise capacity,
and predictors of those at risk for severe disability. Mangione
et al.? note recovery of physical function after thoracotomy
at 12 months, but never to preoperative levels. Compared to
other surgical groups (hip replacement, repair of aortic
aneurysm), survivors of lung cancer had lower physical func-
tion. In a small prospective study of recovery after lobectomy,
Miyazawa et al.”’ reported that recovery to preoperative levels
occurred approximately 1 year after surgery for most, but
not all, patients. Improvement in exercise capacity also was
noted by Nezu et al.*® but not for those who underwent
pneumonectomy.

Many of these studies are limited in that a preoperative
assessment was lacking and time since surgery in the post-
operative assessment varied. Additionally, multiple factors,
including comorbid conditions (e.g., emphysema) and impair-
ments (e.g., arthritis), were not considered as contributors to
physical function after surgery. When exercise performance is
limited, deconditioning (often described as leg cramps) as well
as dyspnea are factors.?® In an older population of lung cancer
survivors, comparison of physical function with other patient
populations or normative standards is useful. In the 5-year
survival group,’® HRQOL scores for physical components
showed a somewhat poorer status compared to norms of
patients with cancer, older adults, and those with other
chronic lung disease.

In addition to functional decline, fatigue has been identi-
fied as a troublesome symptom. It is unclear if these are asso-
ciated with aging or comorbidity because few studies have
comparison groups. In the study by Li and colleagues,*
fatigue was the most commonly reported symptom more
than 1 year postsurgery for patients who underwent a VATS
(74%) or thoracotomy (92%), as was the case with long-term
survivors of small cell lung cancer.*® Fatigue also may accom-
pany other symptoms. In a cross-sectional study assessing
symptom distress in women with primary or recurrent lung
cancer within the past 5 years, Sarna® found that when
fatigue was present, 41% experienced frequent pain, 31%
insomnia, 23% breathing difficulties, and 21% cough. No
studies have reported fatigue after lung cancer surgery with
adjuvant chemotherapy.

There appears to be a subset of survivors that reports
reduction in energy and increased fatigue. In a cross-sectional
study of 130 older patients with lung cancer 3 months after
diagnosis (including 34 treated with surgery), risk for
impaired physical functioning was strongly linked to preex-
isting physical impairment and symptom distress.’® In Schag
et al.’s study of lung cancer survivors,” almost all the shorter-
term survivors reported significant decreases in their energy
(84%). Fatigue also was the most common symptom reported
by Sarna et al.'® With the lack of age-matched comparison
groups, it is difficult to tell how dissimilar these reports are
from the population of older adults without cancer and
with/or without other chronic illnesses. Schag reported on
this issue comparing cancer patients to health controls using
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the same instrument. She notes that 84% of survivors had
problems with functional health status compared to 22% of
healthy controls in a previous study.*!

Emotional Distress

Presenting evidence on the psychosocial issues and concerns
of survivors of lung cancer is both a simple and complicated
task. It is simple because there is a paucity of information and
it is complicated by the absence of data and the clear defini-
tions of survivor. It is important to note that positive as well
as negative consequences may result from the experience of
lung cancer.” In the qualitative study,'* survivors described
existential changes prompting them to “seeing life as a gift,”
“appreciating the little things in life,” and “trying to live life
to its fullest.” However, some reflect that life after lung
cancer is not a normal life, and there were multiple state-
ments related to uncertainty. A review of available data pro-
vides support for the hypothesis that a subset of survivors
experience ongoing psychologic distress such as anxiety and
depression. Handy et al.” reported impaired mental health 6
months posttreatment, but Mangione et al.* noted improve-
ment in mental health over time. Different measures were
used to measure depression in the studies reviewed, and it is
difficult to know whether the responses reflect a diagnosable
depression (major or minor) or reflect a state of depressed feel-
ings. Interestingly, in contrast to differences in physical func-
tion, pneumonectomy was not necessarily associated with
greater emotional or social dysfunction.?*

Depression

It may seem surprising to find reports of depression among
the “fortunate few” who do survive lung cancer. The findings
of disease-free survivors are surprisingly consistent with
other studies that have looked at the global population of lung
cancer patients which includes all stages of disease. Depres-
sion and emotional distress have been reported as higher
among people with lung cancer than people with other
cancers.” It is estimated that the incidence of depression in
patients with lung cancer of all stages ranges from 15% to
44% 14557 Depressed mood in patients with cancer has been
linked to increased reporting of symptoms.®*’ In a study of 95
patients with newly diagnosed lung cancer of all stages,
depression was linked to poorer prognosis.*®

Interestingly, in a prospective study of survival and posi-
tive attitude (optimism) before a randomized clinical trial of
chemotherapy and radiation therapy for unresectable non-
small cell lung cancer,” mood did not influence or correlate
with overall survival. According to Uchitomi’s findings,
depression did decrease over the year after surgery.!#3"%
However Sarna et al.!” reported that one of five long-term
survivors required further workup for depression because
of high CES-D scores and this score was also a major
predictor of ratings of HRQOL. These reports underscore the
importance of screening for depression as part of follow-up
care. Depression is treatable, but it is unknown how many
lung cancer survivors have this clinical diagnosis and are
treated.

Anxiety and Fears of Recurrence

Many patients who survive a first lung cancer develop a
second cancer, either a second primary lung cancer or a local
recurrence. Additionally, patients with prior lung cancer are
at high risk of development of second tobacco-caused cancers
other than lung cancer. A few prospective studies®** have noted
significantly lower HRQOL scores for survivors who experi-
enced recurrence compared to scores of those who remained
disease free. The threat of recurrence is not unique to lung
cancer survivors, and this fear has been noted in studies of
disease-free survivors. In Schag et al.’s study,” 63% of lung
cancer survivors reported anxiety, and 58 % had worries about
a cancer recurrence. Sarna et al.' reported 30% with anxiety,
with 12% of survivors fearful of a second cancer, 11% fearful
of a recurrence, and 11% fearful of metastatic disease.
Ongoing and quality communication with the healthcare
team is essential throughout to course of treatment and during
recovery. Because lung cancer has been so frequently fatal for
patients, communications around survivorship issues and
HRQOL may seem less important than for other patients with
a better prognosis. However, it is important to recognize that
there are phases of treatment, and it may be important to iden-
tify fears and issues facing survivors that lead to education,
information, and interventions. For example, discussions
about the potential consequences of curative treatment do not
have to be limited to informing patients of potential risks.*"®
It also can be an opportunity to prepare patients for survivor-
ship. Resources available for rehabilitative support, including
psychologic support, can be included in the plan for care.

Cognitive Difficulties

A meta-analysis of seven clinical trials demonstrated that pro-
phylactic cranial irradiation (PCI) increased disease-free sur-
vival and decreased risk of brain metastasis for patients with
small cell lung cancer.® Since the 1980s neurologic toxicity has
emerged as a concern for some long-term survivors.®* These
problems include a range of abnormalities including problems
with memory, concentration, parasthesias, and gait.*®¢¢
However, the etiology of cognitive impairment is not clear,
with suggestions of abnormalities present before treatment.'”*
Comprehensive information about the impact of cognitive
impairment on HRQOL is needed in this population.

Cognitive problems also have been reported in survivors
of non-small cell lung cancer. In Schag’s study® (including
patients with both small cell and non-small cell lung cancer),
the majority (63%) of the short-term survivors noted that
they had difficulty remembering things. Diminished ability
to think clearly was associated with a diminished interest or
pleasure in a recent study evaluating somatic symptoms of
patients with lung cancer with major depression.®® Sorting out
cognitive difficulties from the effects of depression is an
ongoing issue in cancer research but may be particularly rel-
evant for this population.

Relationships

There are limited data describing the impact of lung cancer
on marital and other relationships. In many studies informa-
tion about marital status or living situations is unknown. Dif-
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ficulties with relationships with families and friends were
uncovered both by Schag et al.’ and Sarna et al.,'° but it is
hard to determine if social support changed and whether there
is an ongoing impact. This is clearly an area that could use
additional investigation. Additionally, information about the
impact of lung cancer on employment is limited.

Sexual Dysfunction

Disruptions in sexual function may be an issue for survivors
of lung cancer as a result of diminished physical functional
status, but data are practically nonexistent. Schag’s study’
reported on a range of activities related to intimacy among
married and single individuals. In a study of 69 women with
lung cancer,” including 38% treated with curative intent,
sexual disruptions were reported by more than 20% of the
sample.

Communication Ability

Complications of surgical treatment of lung cancer also could
include vocal cord paralysis, although data about the preva-
lence of this condition among long-term survivors are
lacking. Recurrent laryngeal nerve damage resulting from
pneumonectomy, mediastinoscopy, or tumor invasion can
result in laryngeal paralysis or paresis, causing hoarseness and
soft whispery voice. This problem can have a profound impact
on communication and ultimately HRQOL. In a rare study of
2.8 patients with vocal cord paralysis from cancer or its treat-
ment (including 25% with lung cancer), HRQOL improved
after thryoplasty.”® Cancer patients had HRQOL and voice
improvement similar to that of patients who received treat-
ment for benign conditions. Improvements in HRQOL
included physical function aspects that could be negatively
affected by glottic incompetency.

Economic Impact

A few studies reviewed noted employment status and the
impact of the disease on work situation, although many
patients were retired at the time of diagnosis.”® In some
studies, return to work was viewed as a proxy for HRQOL
among long-term survivors.”'’? The impact of altered
physical functional capacity after curative treatment and the
long-term economic consequences on these survivors are
unknown.

Support and Psychosocial Intervention

There is limited evidence as to the impact of community
resources on the recovery and adaptation of lung cancer sur-
vivors. Community-based and philanthropic organizations
have historically provided cancer patients and their families
with essential services that have been unavailable from tra-
ditional medical sources, and reliance on these organizations
is growing. A recent study’® evaluated the resources that are
available nationwide to provide support for patients with
cancer and their family members, how these resources are
used, and whom they serve. The primary mission of the orga-
nizations that participated in the study (32 of the 41 identi-
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fied) was information/referral centered. Of the 31 organiza-
tions reviewed, not 1 was devoted to patients with lung
cancer, although two-thirds were specifically dedicated to
patients with cancers other than lung. Problems identified for
the one database of patients indicated that there is a strong
need for assistance with personal adjustment to illness, finan-
cial concerns, home care, and transportation. The study also
noted that the patients that are at the highest risk for devel-
oping cancer and dying of it are the least likely to utilize
formal support networks. In addition, there were gaps noted
in service provision. As medical environments provide less
assistance for psychosocial needs, it will become incumbent
upon these communities to provide assistance for patients,
especially for those with lung cancer.

The Ted Mann Family Resource Center at UCLA’s
Jonsson Comprehensive Cancer Center has developed an
approach to helping patients cope with the diagnosis of lung
cancer at all phases of the disease. Funded by the surviving
spouse of a patient who died of lung cancer, the Ann and John
Nickoll Lung Cancer Support Program has established a
variety of services for patients and family members. Patients
and family members receive individual contact and psy-
chosocial evaluation by a psychologist or social worker.
Patients are offered a variety of services, including informa-
tional booklets with a library of resources, a support group for
patients with lung cancer and their family members, lectures
by healthcare professionals on the topic of lung cancer, indi-
vidual and group programs to teach relaxation exercises and
cognitive coping skills, and assistance with access to reliable
web sites. Patients who are depressed receive individual coun-
seling and are referred to psychiatry for medication evalua-
tion if they are amenable to this type of intervention. Patients
have welcomed this program of support. Some of the patients
have commented, “Now we have what the breast cancer
patients have,” the standard by which all cancers are cur-
rently measured. The greatest difficulty that patients with
lung cancer face, however, is the fact that so many cancers
are found at a late stage, and patients must not only deal with
the diagnosis of cancer but may have to grapple with declin-
ing function and the loss of their life in a relatively short
period of time after the diagnosis. Although as yet untested,
this resource may provide a model for comprehensive support
for people living with lung cancer.

There is a small, but growing, network of patients and
families who are participating in advocacy efforts that are
primarily Internet based, as displayed in Table 13.2. Each
of these organizations provides information about disease
and treatment, organizes political advocacy efforts, and has a
mission oriented toward better care and research for patients
with lung cancer and links to other resources. These
resources offer tips and suggest areas of need and intervention
for survivors of lung cancer.

Although research on psychosocial interventions for a
variety of types of cancer patients is not reviewed here, there
is an extensive literature documenting the efficacy of a
variety of interventions in diverse patient populations. These
interventions are oriented toward improving the quality of
life of patients with cancer through education, individual
support, and groups. A recent meta-analysis of 37 published
controlled studies that investigated the effectiveness of psy-
chosocial interventions on HRQOL in adult cancer patients
found that psychosocial interventions with durations of more
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TABLE 13.2. Resources for lung cancer survivors.
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Organization Web site

Purpose/mission

Alliance for Lung Cancer Advocacy, www.alcase.org

Support, and Education

American Cancer Society WWW.Cancer.org

American Society of Clinical WWW.asco0.0rg; www.plwc.org

Oncology

Cancer Care www.lungcancer.org

Lung Cancer Online Foundation www.lungcanceronline.org

Lung Cancer Survivors for Change =~ www.lchelp.com/mambo

National Coalition of Lung Cancer =~ www.canceradvocacy.org

Survivors (NCCS)

Roy Castle Foundation www.roycastle.org

Ted Mann Family Resource Center,
UCLA Jonsson Comprehensive
Cancer Center

Women Against Lung www.4walc.org

Cancer

www.CancerResources.mednet.ucla.edu

National not-for-profit organization dedicated solely to
helping people with lung cancer, and those who are at
risk for the disease, to improve quality of life through
advocacy, support, and education

Nonprofit provides general cancer educational and support
services, including a Lung Cancer Resource Center that
describes lung cancer, its risk factors, prevention,
causes, detection, symptoms, diagnosis, staging, and
treatment

Site run by the American Society of Clinical Oncology;
provides up-to-date scientific information about lung
cancer treatment, including links to many patient-
focused resources

Informational website sponsored CancerCare

Focus on improving the quality of care and quality of life
for people with lung cancer by funding lung cancer
research and providing information to patients and
families; provides a comprehensive, annotated directory
to Internet information and resources for patients and
families

An organization composed of ordinary people who have
survived lung cancer as well as family members of
people living with lung cancer

Survivor-led advocacy organization working exclusively on
behalf of this country’s more than 9 million cancer
survivors and the millions more touched by this disease;
founded in 1986, NCCS continues to lead the cancer
survivorship movement

Provides patient support and information network
throughout Great Britain; every lung cancer patient and
their family will have access to a comprehensive
support, information, and advocacy service for all issues
concerning lung cancer

Provides education through streaming video as well as
articles on all phases of the disease, including
survivorship, and caregiver-oriented materials

Special focus on women with lung cancer, educates the
public and health care professionals about women and
lung cancer; provides a web listing of many lung cancer
resources

than 12 weeks were more effective than interventions of
shorter duration.”

Health Behaviors

Little is known about the health behaviors (tobacco use,
alcohol use, nutrition/weight) and changes that may occur
in response to the diagnosis or the perceived health status
of lung cancer survivors. In an analysis of these factors,
Evangelista et al."® reported that 70% of 5-year survivors
reported their health to be good to excellent. Continued
smoking, exposure to second-hand smoke, current alcohol
use, and being overweight (body mass index of 25 or more)
were significant predictors of poor health perceptions.

Tobacco Use and Cessation

Assessment of current and former smoking of lung cancer
survivors is relevant because of the potential impact on re-
currence, second primaries,”®® and comorbid conditions.

Smoking cessation can slow the decline in pulmonary func-
tion, and if smokers quit before extensive pulmonary damage,
they may never develop clinically significant chronic obstruc-
tive pulmonary disease (COPD).®! Approximately 90% of lung
cancer cases are attributed to lifetime smoking.®**® Smoking
continues to be the leading cause of preventable death in
the United States,* and tobacco control is a priority for the
American Society of Clinical Oncology.*

Rarely included in analysis of clinical trial data on sur-
vivorship are data about tobacco use. Amount of smoking (30
or more pack-years) has been shown to be an independent
prognostic factor in a study of 375 patients who underwent
complete surgical resection for stage I non-small cell lung
cancer from 1981 to 1993.% Smoking is receiving special
attention during clinical trials investigating efficacy of lung
cancer screening.®” At the time of surgery for lung cancer,
many smokers may quit. However, some are unable to do
50,7894 and others restart smoking during recovery. In
Dresler et al.’s report,”® 23% of patients who quit within the
2 weeks before surgery relapsed, and 61% who did not quit
before surgery continued to smoke. She reports that 89% of
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smokers acknowledged receiving physician advice to stop
smoking. Patients at highest risk for return to smoking were
those with the briefest quit time before surgery. In a study of
long-term survivors,'* 13% continued to smoke after curative
surgery. There have been several attempts to provide targeted
smoking cessation interventions for survivors of cancer,
including lung cancer.””*>*® However, it is important to note
that former smokers continue to be at lifelong increased risk
for lung cancer.”®”” Minimal attention has been given to the
risks of exposure to second-hand smoke, also a risk factor
for lung cancer. This exposure was reported among 28% of
disease-free survivors.'?

Patients with lung cancer, including long-term survivors,
may receive more attributions of blame and responsibility for
their disease because of their smoking behavior. Clinically,
patients have noted that they feel a judgment that comes from
others (healthcare providers, family members, and friends)
that they are responsible for their disease if they smoked.
Additionally, patients who never smoked or who quit long
before their diagnosis may feel unfairly judged. In a qualita-
tive study of 45 patients with lung cancer, patients reported
feeling stigmatized because of their smoking. Regardless of
current smoking status, patients believed that that past or
current smoking affected their quality of care, and for this
reason, some concealed their diagnosis.”® The individual
smoker is blamed for his or her illness; even though he or she
may have become addicted as a youth, little blame is aimed
at the tobacco industry that misled the public about health
risks. Only a few studies have explored causal attributions
that might affect a patient’s response to the diagnosis of lung
cancer, especially in the case of a smoking history. There are
data to suggest that medical staff’s attitudes toward patients
may be influenced by these factors as well.”” In a study that
looked at lung cancer patients’ own attributions for the cause
of their illness, it was found that while smoking cigarettes
was the most frequently suggested causal factor, patients also
tried to minimize the impact.!® Eighty-one percent of
patients put forward at least one statement that served to
qualify or argue the relevance of smoking as the cause. For
example, 41% of the patients indicated that “they didn’t
really know where the disease came from,” others argued
“they had always led a normal/healthy life, that non-smokers
also got lung cancer, that there must be other causes for lung
cancer, and that they had always been healthy.” Patients are
able to reduce their sense of guilt by diluting the cause of the
disease; this allows the person to feel some responsibility
without shouldering the full sense of blame. Despite the
potential causes and responsibilities, there is a need to under-
stand more about these processes and their impact on coping;
however, understanding what patients must cope with is a
significant concern.

Alcohol Use and Substance Abuse

Although tobacco use is associated with increased risk of
alcohol use, few studies have reported on alcohol use or
substance abuse among people with cancer, including lung
cancer survivors. Among 5-year survivors,”® 58% were
reported to have had a drink in the previous month, with 3%
reporting more than 8 drinks in one sitting. As described pre-
viously, alcohol use among survivors was associated with
poorer perceptions of health.
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Nutrition and Weight

There are limited data about weight, nutritional intake, and
physical activity that can be used to recommend lifestyle
changes for lung cancer survivors. Evangelista et al.'® reported
that 51% of survivors were overweight, including 23% with
a body mass index of 30 or more. Recently, a panel of experts
convened by the American Cancer Society reviewed the avail-
able scientific evidence regarding the benefit of nutritional
and activity interventions to decrease recurrence, improve
overall survival, and increase HRQOL. They concluded (with
an indication of the strength of the evidence as “probable” or
“possible” benefit) that lung cancer survivors should strive
for a healthy weight during treatment and recovery, and
increase fruit, vegetable, and omega 3 fatty acids uptake (espe-
cially in the face of weight loss).””" Additionally, increased
activity after treatment was recommended to increase overall
survival and HRQOL. There was insufficient evidence for rec-
ommendations regarding total fat intake or intake of fiber
or soy. The negative impact of tobacco use on decreasing
nutrition was noted. Limited information is available about
nutritional supplements and the lung cancer survivor,
although two previous trials of beta-carotene pills demon-
strated an increased risk of lung cancer in smokers.'®!% A
current clinical trial is investigating the potential benefit
of selenium supplements in reducing risk of lung cancer
recurrence.'™

Factors Associated with Increased Problems

Although prognostic variables associated with survival have
been well studied, factors associated with increased morbid-
ity and diminished HRQOL among disease-free survivors
have received limited attention. Age, sex, race/ethnicity,
socioeconomic status, and comorbidity have been suggested
to contribute to differences.

Age

Older age at diagnosis may influence recovery needs as
well as occurrence of long-term sequelae. With the growing
number of older Americans, many of whom have had a life-
time of tobacco use and exposure, lung cancer incidence
among the elderly can be expected to climb along with the
burden of other tobacco-related comorbidities.** In a study of
patients with limited small cell lung cancer, older patients
were more likely to have poorer performance status, more
likely to experience poorer survival, and less likely to receive
the full extent of optimal treatment.'® However, older age
and comorbidity were not directly related to survival. In
Sarna’s study,'® older age was associated with poorer physical
function. In a study of physical functioning among older
cancer patients, patients who were 3 to 6 weeks post lung
cancer surgery (n = 32) had significantly lower physical func-
tion and more limitations than older patients who had under-
gone surgery for breast, colon, or prostate surgery.'® In a
cross-sectional study of 133 older patients with lung cancer
(over 65 years of age) with various stages of disease and treat-
ment (n = 26, including 11 with adjuvant treatment), prior
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physical function, symptom severity, and older age were pre-
dictors of diminished physical functioning.'”

Sex Differences

As reviewed by Patel et al.,'® there are important sex differ-
ences in lung cancer that may affect survivorship, including
the generally female advantage for long-term survival, and dif-
ferential response to treatment. However, women may be at
increased susceptibility to the carcinogens of tobacco'® and
are more likely to be diagnosed with adenocarcinoma.!%%11
Additionally, younger female nonsmokers appear to be at
increased risk for lung cancer.!'! However, sex differences in
physical and psychologic dimensions of HRQOL are less clear
among long-term survivors. None of the studies reviewed
supported sex differences in pulmonary function of exercise
capacity, although many had only a small subset of women.
Sarna et al.'® reported that women survivors were more likely
to live alone and had significantly higher ratings in the exis-
tential/spiritual domain of HRQOL as compared to men. In
the study by Uchitomi et al.,* findings indicate that female
patients, but not male patients, did benefit from physicians’
social support.

Race/Ethnicity and Socioeconomic Status

Lung cancer incidence varies by race/ethnicity and social
status, and these differences have been attributed to dif-
ferences in lung cancer survivorship.!'”” Over 45 million
Americans continue to smoke. The gap between smoking
among the higher and lower socioeconomic classes is widen-
ing, with 32.9% of those below the poverty line smoking as
compared to 22.2% at or above the poverty level.'”®* Lung
cancer is fast becoming a cancer of the impoverished, poorly
educated, and ethnic minorities,!**!> but it is not clear how
these factors influence survivorship. Tobacco use has been
suggested as a cause of the large differential in male black
cancer deaths over the past several decades.!'® African-Amer-
icans are less likely to be diagnosed with localized disease as
compared to whites (14% versus 16%), and there has been
minimal change in survivorship over time (1974-1976, 11%;
1983-1985, 11%; 1992-1999, 12%).> A variety of factors have
been suggested to account for this disturbing difference,
including differences in access to care. Using Surveillance,
Epidemiology, and End Results (SEER) data between 1985 and
1993 for black (n = 860) and white (n = 10,124) patients with
resectable non-small cell lung cancer, 12.7% fewer black
patients in comparison with white patients received poten-
tially curative resection.'”” This unequal treatment resulted in
racial differences in survival, as has been reported by others.!'®

Long-term survivors of lung cancer are more likely to
come from higher socioeconomic groups.'”” Socioeconomic
status has been related to stage at diagnosis and, thus, sur-
vivorship.!'®!"? Using SEER data for all races from 1995-1999,
for those below the poverty rate, 25.3% and 59% of lung
cancer patients were diagnosed with regional and distant
disease, respectively. Additionally, in a prospective cross-
sectional study of 129 newly diagnosed patients with non-
small cell lung cancer (including 6 who received surgery),
those with lower socioeconomic status, regardless of clinical
status, had more health problems and poorer quality of life
than those who were affluent.'?

Comorbidity

In evaluating the HRQOL and health status of survivors, the
presence of comorbid conditions, especially those associated
with tobacco-related illnesses, may more directly affect
HRQOL ratings than the cancer or its treatment. However,
there has been limited investigation in this area. Few studies
reviewed have adequately documented comorbid conditions
among patients who have undergone surgery for lung
cancer.” In a survey (including preoperative patient history)
of 2,189 patients who underwent surgery for lung cancer in
Spain, 73% reported at least one comorbid condition, includ-
ing 50% COPD, 16.5% hypertension, 13.5% heart disease,
10% peripheral vascular disease, and 9% diabetes. Comor-
bidity was higher in older age groups, but smoking status was
not reported. These findings of comorbidity were similar to
findings of Sarna et al.'® among 142 disease-free survivors, in
which 70% reported one or more conditions: 28.9% heart
disease, 17.6% COPD, 16.9% peptic ulcer disease, 13.4% dia-
betes, and 16% with reports of other cancers. Fewer comor-
bid conditions were significantly related to higher physical
HRQOL scores, especially for survivors with known heart
disease, and contributed to the statistical model for overall
HRQOL. Schag et al.’ found similar results: 32% cardiovas-
cular disease, 41% hypertension, 11% diabetes, and 28%
other illnesses; however, a comorbidity index was not pre-
dictive of HRQOL for the lung cancer survivors. The Karnof-
sky performance status was significant, which may be in part
a surrogate for the combined effect of comorbid illnesses.

Long-term tobacco use can complicate recovery from lung
cancer and its treatment'?* and increase the potential for other
and tobacco-related comorbid conditions. Because smoking is
a major risk for cardiovascular disease and increases the risk
of disease in the presence of other risk factors (e.g., untreated
hypertension),'*® the assessment of the impact of tobacco-
related comorbidity is essential to survivorship concerns.
Additionally, chronic obstructive pulmonary disease (COPD),
now the fourth leading cause of death in the United States,
continues to increase, especially among women.'”® Similar to
lung cancer, more than 90% of cases of COPD are due to
smoking; 15% of smokers develop significant COPD.*! Addi-
tionally, COPD has been postulated as a risk factor for lung
cancer.'” Lung function declines more rapidly in smokers as
compared to nonsmokers and is associated with progressive
disability.'” Twenty-five percent of patients with small cell
lung cancer were noted to have COPD at diagnosis, and 15%
had heart disease; however, the prevalence among the 60
long-term survivors is not reported.”” In a cross-sectional
study of 129 older patients with lung cancer at various stages
of disease, an average of 3.1 comorbid conditions was
reported.'”

Limits to Current Studies of
Lung Cancer Survivors

There are numerous limitations to the current studies
describing issues facing lung cancer survivors. A variety of
instruments have been used, limiting comparisons across
studies. Several have used standardized instruments such as
the Center for Epidemiology Status-Depression (CES-D) to
assess depression that allow score comparison with normal
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populations. Other studies have allowed comparison of scores
across cancer survivors. Comparing survivors of lung cancer
to other populations of survivors of cancer and to populations
without major illness is essential in evaluating generalizabil-
ity of research among survivors. However, further qualitative
studies also are needed that provide details about the sur-
vivors’ lives, identifying positive and negative outcomes.

To determine if these findings are different from or similar
to those in others with chronic illness or others with cancer,
comparison groups are important. This differences are beyond
the extent of surgery alone, as long-term survivors were noted
to have higher preoperative HRQOL, when compared to those
who suffered recurrence.”! A health utility score, a global
indicator of health reflecting HRQOL, allows for comparisons
across studies. This strategy was used in a study using
population-based cross-sectional data from the National
Health Interview Survey (1998 cohort) of 692 long-term sur-
vivors recovering from surgical cancer treatment: breast (n =
377), colon (n = 169), melanoma (n = 92), and lung cancer (n
=54, 50% females). In the acute less than 1-year time period,
the scores for the lung cancer survivors (0.42, with 1.0 indi-
cating perfect health), were significantly lower than for the
other survivor groups.'”® However, the scores in the longer
term cohort (more than 5 years) increased by 47% to 0.62.
The presence of pain and angina contributed to poorer scores
in long-term survivors. In Schag’s study,’ there was a greater
frequency of psychologic distress in patients with lung cancer
than the survivors of colon and prostate cancer.

Recommendations to Support Recovery of
Lung Cancer Survivors

Based on the available evidence, several interventions are
essential to decrease morbidity and promote HRQOL among
lung cancer survivors. As a diagnosis of any life-threatening
illness such as lung cancer offers clinicians a “teachable
moment”, recovery can be the impetus for important life
changes and behavioral interventions. (1) All lung cancer sur-
vivors who smoke must be offered/referred to support and
resources to promote tobacco cessation. (2) Because a signifi-
cant number of survivors experience serious emotional dis-
tress in the face of curative treatment, vigilant attention is
needed in the ongoing assessment to detect psychosocial
problems and to ensure referral for subsequent treatment of
those with clinical symptomatology. (3) There should be
ongoing assessment and treatment of postthoracotomy pain.
(4) Physical rehabilitation must be promoted, especially
among those with evidence of disability before curative treat-
ment. (5) Interventions to provide interventions to support
relief of dyspnea should be offered to those with this
symptom. (6) Changes in lifestyle including healthy diet and
activity to promote HRQOL and reduce disability should be
supported. (7) There should be identification of and interven-
tion with high-risk patients with known risk factors for mor-
bidity after curative treatment.

A comprehensive wellness approach to survivorship
requires that clinicians challenge existing nihilistic views of
the curability of lung cancer in general, including negative
attitudes toward investing in efforts to support HRQOL
regardless of the length of survival. Many of these interven-
tions may be synergistic, such as the decrease in depression
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associated with exercise. Additionally, those with stable
disease may live for many years with lung cancer. Although
they may not be “disease free,” they should not be neglected
in the efforts to improve coping and living with uncertainty
while reducing physical and emotional distress.

Future Research

The excellent survival of individuals treated with adequate
surgical resection in stage 1 non-small cell lung cancer sug-
gests that increasing survivorship is linked with early detec-
tion. Henschke and her colleagues at Cornell University
conducted a prospective single-arm trial of low-dose noncon-
trast spiral computerized tomography (CT) in high-risk
patients and demonstrated that CT is three times as sensitive
in the detection of small pulmonary nodules as chest
roentgenogram and that 80% of lung cancer is detected by
this methodology in stage IA."’

The National Lung Screening Trial is underway to evalu-
ate current and former smokers aged 55 to 74 at risk for
cancer."”® Findings from standard chest X-rays will be com-
pared with spiral computed tomography (CT) scans to see if
early detection of small potentially curable lesions will result
in reduced deaths from lung cancer. Thus, an increased
number of disease-free survivors might be anticipated,
making information about the issues associated with sur-
vivorship all the more important. Regardless of efforts to
prevent tobacco use and to support cessation, former smokers
will continue at higher risk. Hundreds of thousands of
Americans will be at risk for lung cancer in the next decades.
It is also important to acknowledge the lack of information
about long-term survivors with advanced-stage disease. For
example, in a few selected cases of patients with isolated
brain metastasis, long term survival (more than 10 years)
occurred after surgical removal of tumor.'?

Much more evidence is needed to provide a clear under-
standing and support for interventions to prevent or reduce
physical and psychosocial sequelae of lung cancer and its
treatment.'® Further research is needed to monitor the course
of symptoms post treatment and to evaluate strategies for
reducing overall symptom burden and improving HRQOL.
The studies reviewed are limited primarily because of small
sample size and the cross-sectional nature of the design.
There are almost no prospective studies documenting the
course of survivors who have received adjuvant treatment.
Although Schumacher et al. reported that preoperative
chemoradiation did not significantly reduce HRQOL in 54
patients in the immediate posttreatment time frame, data for
long-term survivors were not available.'® There is almost no
information available about the issues of survivors of small
cell lung cancer. Although smoking cessation is included in
recommendations for follow-up and surveillance,'® it is clear
from this review of the literature that there is strong evidence
to support monitoring physical and emotional well-being
after treatment as well.

There are minimal reports of efforts to promote wellness
after curative treatment or to examine the efficacy of reha-
bilitation programs for lung cancer survivors. Future research
needs to address the wide range of problems with an eye
toward developing a body of literature in which one study can
be compared with another. Further research is needed to eval-
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uate available instruments and determine how to get the
most information, to provide opportunities for comparison
and generalizations across studies, and to not overburden
respondents. The work to date represents a start in the under-
standing of the needs of lung cancer survivors, but it raises
more questions than it answers. Some have expressed con-
cerns that if the perception of the physician is that surgery
would result in substantial reduction in HRQOL, curative
treatment would not be offered, regardless of the patient’s
view."?? There are subsets of patients who have significant dif-
ficulties in a range of areas. More research is needed in non-
white samples, from a variety of socioeconomic strata, and
the inclusion of family members will provide a more com-
plete view of the impact and needs of survivors.

Intervention studies such as targeting depressed patients
might involve both psychologic interventions oriented
toward cognitive coping as well as medication trials. The role
of multidisciplinary care teams involved in the coaching,
support, and physical reconditioning posttreatment need to
be explored. The interaction between beliefs and behaviors on
the part of the medical team with the patients’ belief systems
may lead to ways to create greater support and interaction.
Additionally, the involvement of survivor participants in
the development and monitoring of this research would be
useful.

Limiting research for survivors of lung cancer to the
disease-free period after 5 years is far too narrow. There is
limited knowledge about the period after treatment is com-
pleted and before recurrence or second primaries. Newer ther-
apies for advanced non-small cell lung cancer have resulted
in improved HRQOL and symptom relief.'** These needs and
issues faced by these survivors with stable disease also need
attention.

The evidence base for frequency and type of screening test
is important. This information is important in exploring the
need for rehabilitation and support. According to findings
from available research, lung cancer survivors are diverse,
with different profiles of comorbidity, and different vulnera-
bilities and needs for rehabilitation. Future studies are needed
to explore the need to test tailored assessments and inter-
ventions so that those at highest risk are appropriately treated
to prevent unnecessary short- and long-term morbidity.
Because of the relatively small number of lung cancer sur-
vivors, the development of a database through a clinical trial
mechanism would be useful. Additionally, the quality and the
impact of the explosion of web-based sources for cancer sur-
vivors, including lung cancer survivors, on HRQOL has not
been evaluated.
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