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O

ver the past several years, detection of lung cancer has changed dramatically due to critical scientific advances, adapting guidelines,
and key policy and coverage decisions. Lung Cancer Alliance provides an example of how patient advocacy organizations working
alongside of scientists, clinicians, and policy-makers have been influential in shaping science and policy for the benefit of patients.
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Over the past several years, there has been a profound paradigm shift for those at high risk for
lung cancer due to the development and release of scientific validation and national guidelines and
recommendations for lung cancer screening. The lung cancer community is poised to realize an
unprecedented scale and magnitude of benefit from early detection due to five-year survival rates
of only 4.3% when lung cancer is diagnosed as metastatic disease versus 55.2% when confined to
the primary site.1 Given the import and potential of this opportunity, there has been a clear need
to develop programs and guidance to ensure the safe, responsible, and equitable implementation
of lung cancer screening and to bring proper health messages to those at risk. Lung Cancer Alliance
(LCA), a national non-profit cancer advocacy organization, recognized this gap and has stepped in
to support the adoption of best practices and consumer safety measures, as well as public service
messaging about screening risk and benefit.
Immediately upon the scientific validation of the mortality benefit of lung cancer screening from
the National Lung Screening Trial (NLST),2 LCA moved rapidly to convene a multidisciplinary team of
health care professionals to devise a blueprint to guide the responsible implementation of screening.
The overarching goal embedded in this discussion was to ensure the public understood that they had
a right to know they could be at risk for lung cancer and that they had a right to responsible care.
And thus, the LCA National Framework for Excellence in Lung Cancer Screening and Continuum of
Care was born in February 2012.3 Embedded within this national framework are the following guiding
principles and elements:
• increasing the public’s awareness about risk and their rights to responsible care, including
educational resources and campaigns to spread this message;
• creating a framework of agreed upon best practices to guide the safe and responsible development
of a Screening Center of Excellence medical center network that then leveraged member resources
to support each other; and
• creating collaborations and relationships with other professional and advocacy societies and
outreach to public and private payers to effect change at the policy level.
There are currently more than 475 facilities within the LCA national network of Screening Centers
of Excellence that have committed to following best practice principles of care. These practices
include following approved protocols for screening and management of findings, appropriate
communication of risks and benefits, linkage to a multidisciplinary care team, and referral to
smoking cessation services.
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With the NLST to provide solid evidence from a large randomized controlled
trial, LCA worked closely with a broad coalition of stakeholders to advocate
for U.S. Preventive Services Task Force review and later to advocate for
a coverage review and decision from Centers for Medicare and Medicaid
Services (CMS). This alliance of stakeholders included the American College
of Radiology and the Society of Thoracic Surgeons, and continues to
monitor changes in coverage reimbursement and other policy concerns.
Lung cancer screening is currently a covered benefit for most individuals at
high risk, with no cost sharing, co-pays or deductibles.4
Although the mortality benefit of lung cancer screening was proven in the
NLST, there remain many opportunities for further research to improve early
detection of lung cancer. LCA is playing an active role, promoting research
collaboration around implementation science and accurate risk prediction
to ensure the proper population is screened. Since the NLST, clinical
practice guidelines have continually been refined to reduce the number
of false positive screens and unnecessary harm to the patient.5–7 LCA has
undertaken collaborative studies to understand and optimize practices
within the network of Screening Centers of Excellence around many of the
CMS-mandated services, such as smoking cessation and shared decision
making.8 In addition, many researchers, including those at LCA, are studying
how to better predict who will develop lung cancer through enhanced risk
modeling, improved imaging technology, and the inclusion of biological
biomarkers into the screening paradigm.
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The lung cancer community has seen tremendous progress during the last
several years, with screening moving from research to implementation;
however, there are still opportunities to advance the field. With regard to
implementation, the LCA Screening and Care Conference has become an
annual event, bringing together screening implementers to learn from each
other about creating successful programs and following best practices.
In 2015, LCA drove the development of a bipartisan congressional Lung
Cancer Caucus to educate policymakers, who will be responsible for
making decisions that will continue to advance research and provide
appropriate care to those at high risk for the disease.9,10 The National
Academies of Sciences hosted a lung cancer screening workshop in 2016,
which identified challenges as well as opportunities in implementation
and research.11 As the field continues to advance in 2017, there is
already movement underway for the creation of inter-organizational
collaborative efforts that will further promote growth of this preventive
service for years to come.
The LCA experience is an example of how an agile and responsive
patient advocacy charity can provide critical institutional support and
a national public health blueprint for the scale-up of a new preventive
service that is patient focused and patient driven. Together, the lung
cancer community will create a world where lung cancer is no longer
considered a deadly disease, and LCA is honored to be a catalyst for
that community.
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