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A FRAMEWORK 
FOR DRIVING
PATIENT VALUE

By engaging patients and providing value, a nonprofit 
deepens relationships and builds trust. Over time, as trust 
builds, patients will be more likely to share the critical data 
that researchers need.

This doesn’t happen overnight. But with concerted focus 
and effort, it can happen.

Gaps in Patient Education and Value
What does “value” mean for patients? 

Research supported by the Kraft Accelerator found that dif-
ferent patients think about value differently. This research 
found that patients—especially those who are newly diag-
nosed—are often overwhelmed and confused. There are 
significant gaps in patients’ knowledge and patients often 
don’t know what to do upon learning of their diagnosis.  

This research found that most patients are willing to share 
personal and clinical data—including contact information, 
clinical test results, and genomic data. However, currently 
less than 15% of cancer patients are enrolled in clinical 
trials and too few patients participate in registries or other 
programs that can advance precision medicine. 

1www.hbs.edu/kraft-accelerator

Historically, patient-focused nonprofits have focused on 
providing support services and advocacy. But a new gener-
ation of nonprofits is emerging focused on curing diseases.  

From Emails to Genomes
This new generation of nonprofits realizes that unlocking 
cures requires getting patients to share their blood, tissue, 
and genomic data; enrolling patients in clinical trials; and 
enlisting patients in registries. These efforts are essential in 
providing scientists with the data they need to find cures.

But getting patients to share this data is still rare and is 
extremely difficult. It takes time and trust.

Here is an aspirational sequence we have heard articulated 
by nonprofit thought leaders:

 � Start by getting a patient’s name and email. (See  
“Engaging Patients: Five Key Principles” )  

 � After obtaining this email, provide relevant, targeted com-
munications to engage patients and build relationships.

 � The goals in engaging patients are to assist patients at 
critical points their journey—especially after they are 
newly diagnosed—and to build trust.

 � The way to build trust is to provide real, meaningful 
value—that makes a difference in patients’ lives. 
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“GIVE US AS LITTLE AS YOUR EMAIL AND AS 
MUCH AS YOUR GENOME.”
A CONSUMER ENGAGEMENT EXPERT CONVEYING A 
MANTRA TO NONPROFITS

BUILD 
TRUST

DTP workstream leader Lori Marcus facilitates a discussion among nonprofit and DTC leaders at a Kraft Accelerator 
convening
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There is a considerable gap in the education and value 
being provided to patients which results in too few patients 
sharing the types of essential data that can help lead to 
treatments and cures. Better approaches are needed to 
provide value to patients, build trust, and get patients to 
share their data. 

Learning from Leaders
To accelerate progress in aggregating patient information 
and building trust, the Kraft Precision Medicine Accelerator 
convened leaders from several major cancer organizations: 
Multiple Myeloma Research Foundation, LUNGevity, Pan-
creatic Cancer Action Network, Prostate Cancer Founda-
tion, and Metastatic Breast Cancer Alliance. 

Nonprofit leaders from:

These nonprofit leaders collaborated with direct-to-consumer 
(DTC) engagement experts from companies such as Marri-
ott, Keurig, Reebok, and Peloton on best practices to build 
engagement and trust.

Right Track: A Four-Step Framework for 
Delivering Value
When convening these nonprofit leaders and DTC experts, 
the Kraft Accelerator discovered similarities in approaches 
to support, engage, and provide value to patients. We also 
saw the lack of a simple, consistent framework to guide 
organizations in delivering value, especially for newly diag-
nosed patients.

Based on this learning, the Kraft Accelerator worked with 
these organizations to develop the Right Track. The Right 
Track is a framework that patient-focused nonprofits can 
use to guide and deliver value to patients throughout their 
journey. The steps of the Right Track are shown and  
discussed below.
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Findings among cancer patients include:

 � Over 60% accept whatever physician referral they 
are given and don’t do further research about their 
treating physician.

 � Over 80% are not familiar with genomic testing.

 � 54% are not familiar with the term “precision medicine.”

 � Up to 40% don’t know their cancer sub-type.

 � The majority don’t have tissue banked or are unsure if 
banking was done.
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RIGHT TEAM
The single most important thing a newly diagnosed cancer 
patient can do is to see an oncologist who specializes in 
their particular cancer and has experience treating similar 
patients. When treating a patient with cancer, expertise can 
mean the difference between life and death.  

Nonprofits can add value by helping patients find the 
right specialists in their area for their specific disease.

RIGHT TESTS
For any disease there are critical tests that clinicians use to 
match patients to the most effective treatments, whether 
these treatments are existing drugs or drugs under study in 
clinical trials.

For example, for cancer patients, tumor genome sequenc-
ing scans the DNA of the patient’s cancer cells looking for 
cancer-causing genetic mutations and other molecular 
abnormalities. While comprehensive genomic profiling 
is not yet routine, it is covered for Medicare patients with 
advanced solid tumors. For patients that have not yet been 
able to have their genome sequenced, it may be appropri-
ate to “bank” tissue to have it sequenced later.

Since new tests are constantly being developed, nonprofits 
can assist patients with up-to-date information about the 
“right tests” for their disease. 

Nonprofits can add value by providing patients with infor-
mation about the right tests to diagnose their disease, as 
well as if and when to have genome sequencing.  

RIGHT TREATMENT
Most diseases have a standard of care: a widely accepted 
treatment regimen that is the best approach to fighting that 
disease. Not getting the standard of care can have deadly 
consequences. Nonprofits can play a key role by publishing 
information about the prevailing standard of care and con-
stantly updating this information as the standard changes.  

For some patients, the best treatment option might be 
through a clinical trial. This is especially true for patients 
with diseases so rare that a standard of care has not yet 
been established. Updated information about trials is an 
important way nonprofits can provide value.  

Nonprofits can add value by publishing information about 
the standard of care, constantly updating this informa-
tion, and educating patients, providers, and other stake-
holders about the standard. 

SHARE AT EVERY STEP
By sharing data, patients can help themselves while help-
ing others. Already, many patients opt to share their health 
data with the research community, including sequencing 
data and other health information. However, even though 
patients often say they are willing to share their data, many 
are not yet doing so.

Nonprofits can add value by making it easy for patients to 
share their data with registries. Nonprofits can educate 
patients about how their data is being used to generate 
discoveries that could impact their care and improve lives 
of future generations.

Applying the Right Track 
The Right Track is a framework for delivering meaningful 
value to patients. Nonprofits are:

 � Highlighting the Right Track on their website

 � Having nurses and case managers use it in their call 
center

 � Integrating the Right Track into other patient-facing 
areas  

Senior leaders from several of the organizations that 
contributed to the development of the Right Track have 
embraced this framework and are using it broadly to deliver 
value to patients.

The Multiple Myeloma Research Foundation (the MMRF)  
and the Pancreatic Cancer Action Network (PanCAN) 
already provide value to patients in multiple ways. But both 
organizations have adopted the Right Track as a guiding 
framework to further enhance the value they provide.  
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USING THE RIGHT TRACK TO HELP 
NEWLY DIAGNOSED PATIENTS HAS BEEN 
A GAME CHANGER FOR THE MMRF. . . . 
THIS IS THE CONTENT PATIENTS NEED 
TO BE SUCCESSFUL THROUGHOUT 
THEIR TREATMENT JOURNEY.
ANNE QUINN YOUNG, MPH, CHIEF MARKETING AND DEVELOPMENT OFFICER, THE 
MMRF

How the MMRF’s Patient Navigators Use the Right 
Track to Assist Patients 

The MMRF’s primary mission is driving research to accelerate 
new, more precise treatments and a cure for every patient. 
The MMRF is the largest foundation focused on myeloma 
research and has multiple programs to educate and empower 
patients. These programs include webinars and live summits, 
as well as its Patient Navigation Center, where oncology nurs-
es answer questions and help guide patients.

Prior to the Right Track, the MMRF had determined that newly 
diagnosed patients were often overwhelmed and confused. 
They didn’t know where to find answers to their questions and 
often didn’t even know the right questions to ask.

To address this gap, the MMRF developed steps where the 
Patient Navigators helped patients focus on important  
decisions about their care. These steps developed by the 
MMRF became the foundation for the Right Track.

Using the Right Track to Drive Value

With strong support from its senior leadership, the MMRF 
has adopted the Right Track framework. Patient Navigators 
use the Right Track to add value by:   

 � Speaking with patients about their team and directing 
patients to doctors and medical centers in their area 
with myeloma expertise. 

 � Educating patients about the right tests, including ge-
nomic testing and teaching patients how to understand 
their test results.

 � Helping patients understand the standard of care and 
assessing whether a patient’s treatment meets the stan-
dard. The MMRF also helps patients understand differ-
ent treatment options and helps patients get screened 
for appropriate trials by connecting patients directly to 
centers for screening.

 � Encouraging patients to share their health status and 
data. As the MMRF launches a new registry, the organi-
zation will be asking patients to share genetic sequenc-
ing information. 

The MMRF has made the Right Track a central operating 
principle, features it prominently on its website, and has 
highlighted the Right Track in social media posts, which has 
generated a significant response.

Paul Giusti, President and CEO, the MMRF

Anne Quinn Young, Chief Marketing and Development Officer, the MMRF

Case Study: The Multiple Myeloma Research Foundation (the MMRF)
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WE’VE BEEN ESTABLISHING A MINDSET 
AT PANCAN THAT IF IT DOESN’T FALL 
INTO THE RIGHT TRACK, THEN WE 
SHOULDN’T BE PURSUING IT.
JULIE FLESHMAN, CEO, PANCAN

PanCAN is providing value to patients at each step of the 
Right Track.

 � Right Team: PanCAN has developed criteria for pancre-
atic specialists and has built a physician database with 
specialists in each geography. PanCAN’s case manag-
ers use this database to help patients get to the right 
team in their geography.  

 � Right Tests: PanCAN educates patients about the right 
tests, and encourages all patients to participate in the 
Know Your Tumor initiative, and get genetic testing and 
molecular profiling of their tumor to help determine the 
best treatment options.

 � Right Treatment: Case managers help patients get the 
right treatment, which may include targeted therapies 
as indicated by their test results and/or participation in a 
clinical trial.

 � Share at Every Step: PanCAN encourages patients to 
participate in the organization’s registry and to share 
their clinical data with researchers. 

As part of adopting the Right Track, PanCAN has established 
detailed metrics to measure how well the organization is 
performing at each step of the Right Track.

Case Study: Pancreatic Cancer Action 
Network (PanCAN) 

Integrating the Right Track throughout the organization 

PanCAN provides value to patients with pancreatic cancer 
and caregivers in multiple ways: 

 � Patient Services: Patient Central is PanCAN’s call center 
where case managers help patients and caregivers with 
personalized advice and support. 

 � Clinical Initiatives: This includes initiatives such as 
“Know Your Tumor®” as well as a clinical trial matching 
program.

 � Research: PanCAN provides significant funding for 
research and publishes results.   

 � Advocacy: PanCAN focuses on increasing awareness of 
and funding for pancreatic cancer.

Using the Right Track to Drive Value

PanCAN previously organized its activities through a patient 
resource roadmap. But in retrospect, this roadmap was 
overly complicated. In contrast, the Right Track provides an 
easier, simpler, more logical principle to organize PanCAN’s 
patient-facing activities. 

PanCAN’s leaders have embraced the Right Track and it 
has become a central organizing principle. It is featured 
prominently on the organization’s website and in education 
materials, and it guides Patient Central’s case managers 
when interacting with patients and caregivers.  

Jenny Isaacson, Vice President of Strategic Partnerships, PanCAN

Jonathan Kraft and Julie Fleshman, CEO, PanCAN
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The experience of the MMRF and PanCAN at implementing 
the Right Track shows that:

 � Leadership support for implementing this framework is 
essential.

 � The Right Track can be integrated into all aspects of an 
organization’s patient-facing operations and communi-
cations.

 � A particularly important use of the Right Track is by 
nurses and case managers in an organization’s call  
center when assisting newly diagnosed patients. 

 � When done right, this simple framework can add value 
to patients in helping them get the right team, right 
tests, and right treatment. It can improve outcomes.

 � This framework can assist patients at any point on their 
journey, provide real value, build trust, and result in pa-
tients sharing medical and genomic data, which are key 
elements in making progress toward a cure.

Beyond Cancer
While the Right Track was developed based on input from 
cancer organizations, this simple framework can be used to 
provide value to patients with any disease. The concepts of 
right team, right tests, right treatment, and share at every 
step apply to all patients, especially those who are newly 
diagnosed.

Consumer engagement experts and nonprofit thought leaders at a Kraft Accelerator convening

Laurie Campbell, Director, Metastatic Breast Cancer Alliance
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