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Executive Summary
When a lung cancer diagnosis is made, the first thing 

that nearly every individual and their loved ones want 
are answers. What do I do next? How do I tell my chil-
dren? Will I live? Making sure that newly diagnosed pa-
tients get the answers and information they need in a 
timely and consistent manner is the goal of the new 
initiative being spearheaded by the Academy of Oncol-
ogy Nurse & Patient Navigators (AONN+). The diag-
nosis of cancer evokes a life-threatening reaction that 
can immediately hinder the quality of life (QOL) of in-
dividuals and their families. Anxiety and fear, common 
in the initial phase of cancer diagnosis and treatment, 
can be barriers to comprehension, coping, and self-care 
decisions. Receiving effective information regarding di-
agnosis and treatment during this stressful time is very 
beneficial in reducing anxiety, regaining a sense of con-
trol, and creating realistic expectations.1 When anxiety 
is lessened, coping is enhanced, and an individual’s needs 
are met during education, QOL is improved during the 
crucial period from diagnosis to treatment.

The objective of the Cancer Advocacy & Patient 
Education (CAPE) initiative is to create a web-based  
library of best-practice information that providers in the 
lung cancer space can give to their patients and caregiv-
ers at each point of interaction. The objectives are:

•	 To make the time between diagnosis and treatment 
as productive and meaningful as possible through 
interactivity and education to meet patients’ psy-
chosocial needs

•	 To improve communication and shared deci-
sion-making around diagnosis, testing, and treat-
ment between the patient, caregiver, and the can-
cer treatment team

•	 To ensure patient understanding of their diagnostic 

and treatment journey, individualized to their dis-
ease state

To develop this library, AONN+ partnered with  
Takeda Oncology and a multistakeholder coalition of 
leading patient advocacy organizations for lung cancer. 
A predetermined QOL model based on the domains of 
physical, psychological, social, and spiritual well-being 
was utilized to determine the needs of patients and their 
caregivers.2 A comprehensive search of the published 
literature in the past 10 years was conducted. A total of 
1610 articles were screened, 205 full-text publications 
were reviewed, and 50 relevant articles were identified. 
Findings from the review and analysis of relevant arti-
cles, using the PRISMA (Preferred Reporting Items for 
Systematic Reviews and Meta-Analyses) model, identi-
fied common areas of need/concern for patients with 
lung cancer and their caregivers.

Based on the identified areas of concern, 7 modules for 
the integrative education program were outlined, and 
current best-practice resources and tools were gathered for 
each module. The 7 modules addressing the physical, psy-
chological, social, and spiritual well-being are: (1) Under-
standing Your Diagnosis, (2) Treatment & Clinical Trials, 
(3) Self-Care, (4) Coping, (5) Shared Decision-Making, 
(6) Financial, and (7) Caregiver & Family Role.

The CAPE program with its web-based platform 
through Health Unlocked3 will allow navigators and 
healthcare providers to deliver a personalized digital 
prescription to lung cancer patients and caregivers of 
cultivated, evidence-based, best of the best resources 
based on their physical, psychological, social, and spiritu-
al well-being needs to make the time between diagnosis 
and treatment as productive and meaningful as possible. 

By providing education, improving communication, 
shared decision-making, and ensuring patient under-
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standing through interactivity and personalized resources 
of the CAPE program, navigators and healthcare provid-
ers can engage, inform, and empower newly diagnosed 
lung cancer patients, resulting in reduced distress and an 
improved patient experience. The education platform 
will assist the identification of interventions or tools to 
improve QOL throughout the disease process.

Introduction
Newly diagnosed cancer patients undergo numerous 

visits to doctors, imaging centers for scans, and labora-
tory testing prior to initiation of treatment. Waiting for 
test results can be challenging for physicians, patients, 
and caregivers, because there is a sense of urgency to 
start treatment. However, ensuring the correct diagno-
sis, staging, and optimal treatment plan is generally 
more relevant than initiating a timely but incorrect 
treatment plan.4 There are instances in which patient 
outcomes improve if treatment is expedited once all 
relevant tests are conducted and evaluated. In an era of 
personalized medicine, however, patients with action-
able mutations derive greater survival benefit from tar-
geted therapies as first-line treatment in addition to the 
advantage of better tolerability over chemotherapy.5,6 
Non–small cell lung cancer (NSCLC) is one cancer for 
which molecular biomarker analysis must be done to 
determine therapeutic treatment choice. Yet, in one 
study, almost 20% of NSCLC patients started chemo-
therapy before biomarker results became available, al-
though studies indicate that delaying treatment for 
several weeks while additional testing is being per-
formed does not affect outcomes.7-9 As noted by Maigi 
and colleagues, “efforts to improve timeliness should 
not sacrifice the other five dimensions of health care 
quality, namely, safety, effectiveness, efficiency, equity, 
and patient centeredness.”10 The right treatment for 
the right patient at the right time is proving more effec-
tive for some patients than traditional approaches to 
medication selection.

With the complexities of cancer, healthcare providers 
need to ensure that patients and their caregivers are cen-
tral to all care to be provided, taking into consideration 
their perceived notion of QOL, acknowledging their goals 
for receiving care, and confirming that their personal 
preferences and wishes are at the forefront in the deci-
sion-making process. Recently diagnosed cancer patients 
often look for approaches to become actively engaged in 
their care journey, evaluating what to expect as their di-
agnosis and treatment unfolds, its impact on their QOL, 
and what the future may hold. Recognizing the impetus to 
making appropriate healthcare decisions, they must have 
the ability to attain, process, and comprehend informa-

tion regarding diagnostic testing and treatment options.
There is an opportunity to make the time between 

diagnosis and first treatment more productive and mean-
ingful for patients and their caregivers by actively engag-
ing them and assigning them tasks.11,12 Instead of passive-
ly sitting at home, ruminating over their diagnosis and 
waiting for treatment, patients and caregivers have the 
ability to influence the cancer trajectory by receiving 
individualized educational tools and options. Through 
such empowerment, the loss of control a newly diag-
nosed patient faces, compounded by feelings of distress, 
anxiety, and depression, is abated.

Problem
A significant outcome measure used to evaluate 

health status as well as treatment efficacy and survival 
is QOL, which encompasses the physical, psychologi-
cal, social, and spiritual aspects of a patient.13-15 The 
diagnosis of cancer evokes a life-threatening reaction 
that can immediately hinder the QOL of individuals 
and their families. Anxiety and fear, common in the 
initial phase of cancer diagnosis and treatment, can be 
barriers to comprehension, coping, and self-care deci-
sions. Coupled with treatment modality, side effects 
from disease or therapy, preexisting comorbidities, so-
cial support and well-being, and financial toxicity, 
QOL may be further impaired.16

Patient education, a fundamental part of high-quali-
ty care, impacts a patient’s health and QOL.17 Said ed-
ucational material must span the disease trajectory, 
encompass the 4 domains of well-being, be accurate, 
up-to-date, and relevant to both the patient and care-
giver while being patient-centric. However, according 
to their systematic review, Tzelepis and colleagues 
noted that 10% to 24% of cancer patients perceived a 
lack of pertinent information received at the time of 
diagnosis, and 11% to 97% expressed unmet informa-
tion needs throughout treatment.18 There is currently a 
need for an integrated educational program for newly 
diagnosed patients who are between their cancer diag-
nosis and the start of acute treatment.

Recognizing the impetus to making
appropriate healthcare decisions,
patients must have the ability to 
attain, process, and comprehend
information regarding diagnostic
testing and treatment options.
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High-Level Solution
During a period of heightened distress, newly diag-

nosed cancer patients are barraged with information that 
they must try to understand to consent to a therapy plan. 
Accessing disease-specific information has changed con-
siderably over time. Cancer patients and caregivers are 
increasingly turning to social media platforms for 
health-related information and support. Connecting 
them with appropriate, up-to-date, evidence-based infor-
mation can help them self-manage more effectively.

The CAPE initiative has been developed to provide a 
vessel for (1) gathering high-quality, disease-specific, 
evidence-based educational material together on 1 plat-
form; (2) presenting the healthcare provider with 1 
source for all cancer-related information spanning the 
disease trajectory for patient educational purposes; and 
(3) providing a mechanism for healthcare providers to 
identify gaps within patient education, with ongoing 
feedback from the digital platform.

Coalition Membership Development
The CAPE initiative has been methodically designed. 

In preparation for building the digital educational plat-
form, AONN+ meticulously assembled disease-specific 
experts, calling on members from industry, advocacy 
groups, and clinical experts to discuss, define, and con-
tribute their expertise to the design of the CAPE initia-
tive. Members of the coalition (Figure 1) met via Webex 
to develop a needs assessment, determine the mission 
and vision of the initiative, as well as to delineate goals, 
objectives, and deliverables. The mission and vision 
statements, as well as the deliverable timeline, were sent 
electronically to all members for further commentary. 
Members agreed to participate in regularly scheduled 
virtual meetings and occasional live meetings.

Mission and Vision Statements Defined
The Lung CAPE steering committee developed both a 

mission and a vision statement to guide the initiative and 
clearly communicate the goals and objectives to health-
care providers and cancer programs. The vision is to en-
gage, inform, and empower newly diagnosed cancer pa-
tients utilizing a predetermined QOL model to reduce the 
stress and improve the patient experience between diag-
nosis and first treatment. The mission is to improve the 
patient experience from patient diagnosis to treatment 
with personalized education.

QOL Model Defined
A predetermined QOL model (Figure 2) was used to 

inform the coalition about the educational needs and 
necessary evidence-based interventions relevant to each 
domain across the care continuum for patients and care-
givers.13-15 In keeping the cancer patient and caregiver 
central to the QOL model’s domains of well-being, liter-
ature review search terms were identified.

Literature Review
In preparation for the development of an educational 

platform, members sought to determine the impact lag 
time between diagnosis and treatment initiation had on 
QOL for newly diagnosed cancer patients, given the 
necessary need for delay for biomarker profiling for some 
cancers. To answer said impact and better understand the 
needs and concerns of lung cancer patients and their 
caregivers, a literature review was conducted. Utilizing 
the identified search terms, and in an effort to fully de-
fine current knowledge, the review encompassed an 
overview of the significant scholarly works published 
within the past 10 years as they pertained to the domains 
of physical, psychological, social, and emotional well- 

Figure 1   Coalition Members

To develop this library, AONN+ partnered with Takeda On-
cology and a multistakeholder coalition of leading patient 
advocacy organizations for lung cancer. A predetermined 
quality-of-life model based on the domains of physical 
well-being, psychological well-being, social well-being, 
and spiritual well-being was utilized to determine the 
needs of patients and their caregivers.2 A comprehensive 
search of the published literature in the past 10 years was 
conducted. A total of 1610 articles were screened, 205 
full-text publications were reviewed, and 50 relevant ar-
ticles were identified. Findings from the review and anal-
ysis of relevant articles, using the PRISMA model, iden-
tified common areas of need/concern for patients with 
lung cancer and their caregivers.3

The diagnosis of cancer evokes a life-threatening reac-
tion that can immediately hinder quality of life for an in-
dividual and family. Anxiety and fear, while common in 
the initial phase of cancer diagnosis and treatment, can 
be barriers to comprehension, coping, and self-care deci-
sions. Receiving effective information regarding diagno-
sis and treatment during this stressful time is very ben-
eficial in reducing anxiety, regaining a sense of control, 
and creating realistic expectations.1 Education, conduct-
ed during the crucial period from diagnosis to treatment, 
lessens anxiety and in turn enhances individual and care-
giver coping and improves quality of life.

BACKGROUND

METHODS

The Cancer Advocacy & Patient Education (CAPE) initia-
tive aims to create a web-based library of best practice 
information that providers in the lung cancer space can 
give to their patients and caregivers at each point of in-
teraction. The objectives are:

  To make the time between diagnosis and treatment as 
productive and meaningful as possible through interac-
tivity and education to meet patients’ psychosocial needs

  Improve communication and shared decision-making 
around diagnosis, testing, and treatment among the 
patient, caregiver, and their cancer treatment team

  To ensure patient understanding of their diagnostic and 
treatment journey individualized to their disease state
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(n = 155)
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Records screened at title/abstract level  
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Records excluded at title/abstract level  
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The CAPE program, with its web-based platform through 
Health Unlocked, will allow navigators and healthcare 
providers to deliver a personalized digital prescription to 
lung cancer patients and caregivers of cultivated, evidence-
based, best of the best resources based on their physical, 
psychological, social, and spiritual well-being needs to  
make the time between diagnosis and treatment as 
productive and meaningful as possible. 

By providing education, improving communication, shared 
decision-making, and ensuring patient understanding 
through interactivity and personalized resources of the 
CAPE program, navigators and healthcare providers can 
engage, inform, and empower newly diagnosed lung 
cancer patients resulting in reduced distress and improved 
patient experience. The educational platform will assist the 
identification of interventions or tools to improve quality 
of life throughout the disease process.

CONCLUSION

Based on the identified areas of concern, 7 modules for  
the integrative education program were outlined and 
current best practice resources and tools were gathered  
for each of the modules. The 7 modules addressing 
physical, psychological, social, and spiritual well-being are: 
(1) Understanding Your Diagnosis, (2) Treatment & Clinical 
Trials, (3) Self-Care, (4) Coping, (5) Shared Decision-Making,  
(6) Financial, and (7) Caregiver & Family Role. 

A special thank you to Takeda Oncology for their financial 
support for the CAPE initiative. The authors gratefully 
acknowledge the CAPE Coalition members for their 
contributions to this body of work. 

ACKNOWLEDGMENT

RESULTS 



	 JONS-online.com • Journal of Oncology Navigation & Survivorship	 5 

CANCER ADVOCACY &  
PATIENT EDUCATION INITIATIVE

being. The summation of the review provided the coali-
tion with a better understanding of educational require-
ments to meet these needs and identified thematic trends 
used to describe potential education needs for the pa-
tient and caregiver. These themes evolved into specific 
recommendations for module development.

A comprehensive search of the published literature in 
the past 10 years was conducted. A total of 1610 articles 
were screened, 205 full-text publications were reviewed, 
and 50 relevant articles were identified. Findings from 
the review and analysis of relevant articles, using the 
PRISMA model, identified common areas of need/con-
cern for patients with lung cancer and their caregivers.

After the completion of the literature review based on 
the 4 QOL domains (physical, psychological, social, and 
spiritual well-being) and the current barriers, challenges, 
and needs that lung cancer patients and their caregivers 
face during the time from diagnosis to treatment, it was 
essential to develop module topics for the organization of 
materials and resources. Seven modules were determined 
to address patient and caregiver needs.

Identification of Educational Material
Next, the coalition members identified existing 

high-quality, evidence-based, validated, and culturally/
literacy-appropriate patient materials/resources/tools for 
each of the modules. The curated materials, in the form 
of websites, apps, videos, and printed material, were put 

through a rubric in the form of the Patient Education 
Materials Assessment Tool (PEMAT) to critique and 
evaluate the materials. PEMAT is a 7-step systematic 
method to evaluate and compare the understandability 
and actionability of patient print and audiovisual educa-
tion materials. The PEMAT evaluation served as a guide 
to help determine whether patients would be able to 
understand and act on the information.19

Following completion of the PEMAT evaluation, per-
mission for use was obtained, and the best of the best 
curated evidence-based validated materials were orga-
nized into the determined modules with the goal to in-
form, engage, and empower patients and their caregivers. 
Seven robust education modules have been built to ad-
dress the varying aspects of the cancer journey, including 

Figure 2   Quality-of-Care Model

A digital education platform 
provides a multimedia approach
to patient education and has the 
ability to deliver the material in 
a flexible and user-friendly
environment.
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the barriers and challenges plaguing newly diagnosed 
lung cancer patients.

Digital Education Platform Identified
Having access to evidence-based, reliable, disease-spe-

cific educational resources augments patient-provider 
conversations, enhances shared decision-making and 
adherence to treatment plans, and improves patient sat-
isfaction, ultimately improving clinical outcomes and 
decreasing healthcare expenditure.1,17,20 Technologic ad-
vances, social media, and ways of accessing health-relat-
ed information have encouraged the development of 
creative educational tool options.21 According to Xu and 
colleagues, 35% of adults in the United States rely on 
online platforms for health-related information and seek 
web-based resources for emotional support and practical 
day-to-day advice rather than seeking the same advice 
from their healthcare team.22

A digital education platform provides a multimedia 
approach to patient education and has the ability to deliv-
er the material in a flexible and user-friendly environment. 
Designing a robust digital education platform will allow 
providers to reiterate and build on the teaching with every 
point of contact. Through design and implementation of 
an integrated digital education platform, healthcare pro-
viders will be able to socially prescribe a personalized edu-
cational plan for patients and caregivers as well as build up 
on the plan across the disease trajectory.23,24

In developing the CAPE initiative library, AONN+ 
collaborated with Takeda Oncology and a multistake-
holder coalition of leading patient advocacy organiza-
tions for lung cancer. Based on the identified areas of 
concern, 7 modules for the integrative education pro-
gram were outlined, and current best-practice resources 
and tools were gathered for each of the defined modules 
(Table). To be able to offer the modules as an integrative 
web-based library and allow healthcare providers and 
navigators to deliver a personalized digital prescription to 
lung cancer patients based on their needs, AONN+ es-
tablished a partnership with Health Unlocked. Health 
Unlocked is the world’s largest social network for health 
with 1 million members and 4 million visitors per 
month.3 The social prescribing platform has been vali-
dated to improve people’s knowledge, skills, and confi-
dence levels with regard to the management of their own 
health by connecting them to sources of support, com-
munity services, and evidenced-based high-quality pa-
tient education material.25,26 Social prescribing is essen-
tial to the clinical toolkit of healthcare providers and 
navigators to tackle wider social determinants of ill-
health by focusing on what matters to patients as op-
posed to what’s the matter with the patients.27

Benefits
Research has shown that the most critical time for 

introducing navigation services is around diagnosis and 

Table   Integrative Education Program
Module – Number/Title Content

Module 1 – Understanding Your Diagnosis Designed to enhance a patient’s understanding of the diagnosis process in  
regard to tools for diagnosis, disease overview, staging of lung cancer, mem-
bers of the healthcare team, and questions to ask the healthcare team 
through patient-centered videos and printable resources

Module 2 – Treatment & Clinical Trials Information on the possible treatments for lung cancer, the role of clinical 
trials; and for those individuals with advance cancer not looking to pursue 
treatment, information on hospice

Module 3 – Self-Care Information on preparing for treatment, common side effects and manage-
ment, palliative care, and supporting wellness through nutrition, exercise, 
and complementary/alternative medicine

Module 4 – Coping Focuses on the common social and emotional stressors of a lung cancer  
diagnosis and tips on managing stress and coping

Module 5 – Shared Decision-Making Collaborative communication is explored with tips and resources on com-
municating with the healthcare team

Module 6 – Financial Provides information and resources that patients and their caregivers can 
utilize to reduce the financial impact of treatment for a lung cancer diagnosis

Module 7 – Caregiver & Family Role Explores common caregiver issues and emotions, tips on communication, 
managing practical issues of loved ones, and self-care for caregivers, as well  
as focuses on helping children and teens by providing information and  
resources to help them cope
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staging.28,29 The benefits of an integrated educational 
program for patients during this period is supported by 
studies that show:

•	 Improvements in QOL and depression at 3 and 6 
months when palliative care is included at the time 
of diagnosis in advanced lung cancer (all, P <.05)30

•	 The most critical time for navigation services is 
around diagnosis and staging28,29

•	 Obtaining more information during the period from 
diagnosis to start of treatment increases patient’s 
decision-making capacity and may improve patient 
response, thereby enhancing their quality of treat-
ment and care, reducing anxiety and emotional 
distress, and promoting emotional stability with 
family members30

The concept of social prescribing in the care of cancer 
patients is communication, forming relationships, and 
providing information/resources that support and em-
power patients through their cancer journey.22,31 Through 
communication and assessment, healthcare providers 
and navigators assist patients and caregivers to identify 
areas of focus or need, such as taking an active role in 
decision-making, tips for self-care, and dealing with fi-
nancial concerns. Utilizing the digital platform, relevant 
modules with corresponding relevant resources selected 
that relate to their patient or caregiver, are sent electron-
ically to the patient or handed out in print. Using an in-
tegrative digital education platform approach, the 
AONN+ CAPE initiative helps cancer patients and their 
caregivers manage distress at the time of their diagnosis 
and supports them through the rigors of treatment by 
optimizing self-care management, securing community 
resources, and focusing on the enrichment of their QOL.

Summary
NSCLC, even in an advanced state, has shifted surviv-

al outcomes. Cancer patients and their caregivers face a 
range of emotions at the time of diagnosis. It is imperative 
that the healthcare team engage with patients and care-
givers in a formal way to address their physical, psycho-
logical, social, and spiritual well-being throughout the 
cancer trajectory.30,32 Preemptively knowing patients’ ed-
ucational needs fosters a positive impact on their ability 
to cope and improves their decision-making ability. 
Through robust education, presented at a time conve-
nient for them, in a place that is conducive for learning, 
and in a method of their choosing, patients and caregivers 
will experience improved QOL and be better equipped to 
be active participants in their cancer journey.30 Informa-
tion related to cancer diagnosis, treatments, and self-man-
agement strategies encourages patient engagement and 
empowers them to employ strategies to optimize physical, 

psychological, social, and spiritual well-being.17

The Lung CAPE steering committee developed both a 
mission and a vision statement to guide the initiative 
and clearly communicate the goals and objectives to 
healthcare providers and cancer programs. The vision is 
to engage, inform, and empower newly diagnosed cancer 
patients utilizing a predetermined QOL model to reduce 
the stress and improve the patient experience between 
diagnosis and first treatment. The mission is to improve 
the patient experience from patient diagnosis to treat-
ment with personalized education.

The CAPE initiative is intended to be a sustainable in-
tegrative educational program to cause behavioral change 
delivered over the waiting period, usually 4 to 6 weeks, 
from diagnosis until the completion of diagnostic testing, 
that gives patients and caregivers a focus while waiting for 
biomarker test results. The parameters, therefore, begin 
with diagnosis, and the end point is first treatment.

CAPE will include a curriculum, educational materi-
als, and tools for the coordinator/navigator guiding the 
newly diagnosed lung cancer patient. Learnings and 
materials will be deployed across a variety of delivery 
vehicles: online, hard copy, and in person. The CAPE 
program is ultimately intended to integrate into the ex-
isting flow of appointments/clinic days, etc, to limit time 
burden to patients and families. Additionally, one of the 
long-term, ultimate goals of CAPE is to shift the percep-
tion of the time frame between diagnosis and start of 
acute treatment from the “waiting period” to an active 
and engaged education enrichment period in the cancer 
care paradigm.

Plan of Action
The CAPE lung cancer web-based library will be in-

troduced at the AONN+ 10th Annual Navigation & 
Survivorship Conference in November 2019 via a series 
of focus groups. AONN+ is also expecting to conduct a 
pilot study of the web-based library in 2020 involving a 
variety of providers and settings. When the web library is 

The concept of social prescribing
in the care of cancer patients 
is communication, forming 
relationships, and providing 
information/resources that 
support and empower patients.
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finalized, the program, along with a training webinar, will 
be made available to pulmonology offices, radiation and 
medical oncology clinics, and navigation programs.

Once the CAPE lung cancer pilot study is complete 
and the practical aspects of the initiative, including con-
firmed ease of use and justification for the program, are 
met, the plan is to expand the initiative to other disease 
sites. At this time, the initiative has been working close-
ly with lung cancer–specific advocacy groups to ensure 
educational material is representative of the population 
needing the information. Moving forward as the initia-
tive is expanded to other disease sites, the plan is to en-
gage other disease-specific advocacy groups to guarantee 
material is pertinent to the respective population.
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