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Why We Hold 
The Future of Health Data Summit

Harnessing the power of data compliantly and ethically to inform every health decision will go down 
as one of the greatest advancements in healthcare of our generation on par with vaccines, on par with 
antibiotics, mapping of the genome and biopharmaceuticals. It’s that big. It will enable patients to move 
to the center of their care, allow physicians to practice more personalized care, accelerate research, 
extend lives and eliminate hundreds of billions of dollars of waste out of the system.

But no organization can solve this problem by themselves. This is an ecosystem problem with an 
ecosystem solution. It takes collaboration across the entire healthcare system; it takes thoughtful policy, 
deep engagement physicians and patients, and strong public-private sector collaboration. Our goal for 
this summit is pretty simple. It is to catalyze those partnerships and stimulate action by bringing together 
the top thought leaders, entrepreneurs, policy makers, change agents and business leaders in health 
data. And when I look out across the room today, I can say with certainty we’ve accomplished half of that 
goal. This is an amazing group of people that have already made amazing progress on the journey.

But I think COVID is a sharp slap in the face, to be perfectly honest, that we haven’t moved fast enough. 
Data fragmentation is inhibiting researchers and caregivers from answering what are really simple 
questions about vaccines, treatment and disparity of outcomes, and we’re leaning on other countries 
that have done fractions of the number of vaccines that we have to this data and insights around booster 
shots and their efficacy. Now, every day, the lack of data visibility is impacting patient care. Solving 
for data liquidity is hard work and there’s a lot of work to be done, but it’s a solvable problem. And it’s 
solvable with the technologies, the solutions, and the capabilities frankly represented in this room. 
There’s no invention. This isn’t cold fusion. So I say, let’s get to work

“

Pete McCabe
CEO, Datavant

Replay Opening Remarks

https://datavant.com/summit-2021
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New technologies like wearable devices are helping patients monitor their health in 
ways that were unfathomable just a decade ago. 

As the availability of new kinds of health data grows, there is a high risk that the 
public trust could be broken should it be misused or fall into the wrong hands. 

A nonpartisan commission or group focused solely on privacy needs to drive this 
initiative forward. 
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These devices may even support clinicians caring for their patients with real time data about their activity levels and 
other markers of health. For example, watches that can monitor a person’s gait can predict Parkinson’s disease onset 
before a formal diagnosis is made by a clinician. These devices are introducing incredibly powerful, nuanced data 
into the hands of patients but also to the makers of these technologies.

We must protect patient privacy and build public trust as these new technologies proliferate. This would include reg-
ulations regarding data security standards for wearable devices. These regulations should also include standards for 
transparency to ensure patients understand how their data will be used with a standard grading / rating system. An 
industry example is in food labeling which allows patients to see and even compare the level of privacy and security 
they can expect when consenting to the use of their data. It goes without saying that for organizations to engage in 
collection of data from patients there should be a mandate that patients benefit from the data collected about them.

This neutral group should hear out the interests and needs of all participating groups and lay out a clear framework 
for security standards, privacy standards, and data governance standards that prevent misuse of data to deprive 
patients of or discriminate against them as they seek healthcare and coverage.

2021

SPEAKER    Bill Cassidy MODERATOR    Pete McCabe

Replay Full Panel

K E Y  T A K E A W A Y S

from Senator Bill Cassidy’s
Opening Remarks

https://datavant.com/resources/summits/opening-remarks-2021/
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One of the greatest gaps in caring for vulnerable populations occurs in the last mile
of care delivery. 

The portrait of the health of vulnerable populations is not complete without connecting so-
cial determinant data to clinical and claims data. 

Healthcare needs to deliver an end-to-end solution to measure social determinants of health 
— screening programs coupled with follow-up care — to close the referral loop. 

There are concrete milestones that must be reached to bring closed loop care to 
vulnerable populations. 
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Deepesh Chandra observed that caring for vulnerable populations falls down during the last mile of care delivery where the fun-
damental question becomes whether we can get patients to the office for care and take their prescribed therapies. Understanding 
whether a patient can get transportation to and from their doctor appointments, take time off of work, and afford their medications 
can help providers identify supplemental support to close these gaps. Patrick Conway described how access to connected social 
determinants of health (SDOH) data enabled Optum to devise in-home care programs that address everything from addiction and 
other mental health conditions to food insecurity, transportation assistance and other challenges unique to these groups.

For the most vulnerable patients, data that includes their clinical health profile can be found in an EHR, their care utilization in 
claims databases, and the life factors that influence their health found in SDOH data sources at credit ratings, census data, and 
other public sources. Because public sector agencies have access to significant SDOH sources and the private sector has the vast 
majority of clinical and claims data, there is a valuable collaboration opportunity to help support this patient population.

To create a closed loop of identifying gaps, taking action, and measuring outcomes, there are several critical success factors:
• Educate and empower the front lines of healthcare on the challenges and risks that need proactive management, giving them 

tools they can deploy
• Align payer-provider and executive incentives towards shared goals 
• Connect data between payers and providers, and partners with social determinant data, which sheds light on the physical, 

mental, and social issues facing these patients
• Put technology and connected data into the hands of frontline healthcare workers and the patients themselves

It starts with alignment across collaborating organizations on the gaps revealed in the data and creating a coordinated program to 
address patients as they traverse healthcare settings and in their homes. Then data must be made available, opening it up in a way 
that preserves patient privacy while supporting increased data connectivity. Whole patient care programs can benefit from data 
to address the unique needs of these populations that considers transportation, food, mental health care, and delivery of care in 
the home. Technology such as telehealth can be used as a medium to those who may not have the best care. These efforts can be 
approached with a continuous learning mindset that needs to be adapted as data reveals what initiatives are working.

2021

SPEAKERS  Patrick Conway, Deepesh Chandra, Meena Seshamani, Mona Siddiqui MODERATOR  Claire Cravero

Replay Full Panel

K E Y  T A K E A W A Y S

from Better Serving Vulnerable Populations
and Managing Health Disparities

https://datavant.com/resources/webinars/better-serving-vulnerable-populations-and-managing-health-disparities/
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The pandemic highlighted with alarming clarity the gaps in our pandemic preparedness, 
caused in part by gaps in data.  

The pandemic raised the stakes on data timeliness.

Real world data is critical to trials in COVID because it’s the only source of a 
comparator population. 

One of the greatest positive outcomes of the pandemic was that data collaborations that 
once seemed unlikely were formed, enabling researchers to answer a variety of 
COVID questions

Based on the experience with COVID, Amy Abernethy offered six ingredients for creating a 
useful data set that could be “put to work” in other therapeutic area research:
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During the pandemic, data was needed to answer questions that unfolded as the situation rapidly evolved. Initially, there was 
urgency to understand who was getting infected and track the spread geographically. Then the healthcare community needed to 
understand disease signs and symptoms, drivers of mortality, and whether treatments like oxygen and intubation worked. More re-
cently we needed to measure vaccine effectiveness, safety, and breakthrough infections. These analyses required broad, rich data 
sets ideally representing the entire U.S. population.

“In a pandemic, every day counts.” noted Najat Khan. The need to know and predict where an infectious disease will spread and 
who is likely to become infected is critical to shaping local health policies related to social distancing, school closure, and rules gov-
erning public gatherings. It’s needed for distributing tests, ventilators, and drugs. Data must be made available in real time; today 
there is usually a material lag in data used by health agencies.

It is unethical to deprive patients of a vaccine during a clinical trial. The only way to truly measure the effectiveness of new vaccines 
is to compile a matched group of patients from real world data, which is now much easier to do, and helps accelerate trials.

From the FDA’s Evidence Accelerator program to the COVID-19 Healthcare Coalition (C19HCC) or the NIH’s ACTIV trial network, 
there are numerous examples of COVID data collaborations that could serve as models for other diseases. Still, it is important to 
ensure that the data is characterized and its contents well understood as many of these data have specific utility based on their 
contents, geographic coverage, breadth of care setting, and included population.

• A collaborative of stakeholders is needed including academia, government, health/tech companies, data companies, research-
ers and analysts to shape data needs which differ by disease state and to share data collectively.

• Applied data science to evaluate its ability to answer critical questions with data scientists and researchers or what she re-
ferred to as “putting the data to work.” 

• A plan and process to continually improve data quality and completeness in order to increase data utility for research. 
• Thorough documentation of data quality so people understand the source and transformations to the data, and can trust the 

results derived from it.
• Continuously improve data quality. Quality is an ongoing process that needs continual commitment. 
• Account for change. As data sets improve across time, analytic capabilities also improve across time. 

2021

SPEAKERS   Amy Abernethy, Najat Khan, Mark McClellan MODERATOR   Doug Fridsma

Replay Full Panel

K E Y  T A K E A W A Y S

on Insights and Innovation Emerging
from COVID-19 

https://datavant.com/resources/summits/insights-and-innovation-emerging-from-covid-19/
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The US maternal mortality rate, 17.4 of one hundred thousand births, is the worst in 
the industrialized world. 

Risk Factors for maternal mortality plague all black women regardless of income and 
social status. 

Maternal mortality is not a “hospital problem” as it is influenced by upstream factors and 
can occur soon after birth. 

Data reported to the CDC by each state is inconsistent in format, quality, completeness
and timeliness. 

An unintended benefit of COVID is that it amplified the disparities of healthcare among 
birthing mothers. 
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Further, the maternal mortality rate for African American women is 2.5 times higher than white women and three times higher for 
Hispanic women.

Health disparities typically involve factors related to lower socioeconomic status, lower education, lack of insurance, and lack of 
access to prenatal care; however, maternal mortality impacts black mothers of all backgrounds. Even celebrities like Beyonce, and 
Olympians Serena Williams and Allison Felix, were also at higher risk for maternal birthing challenges.

Public health data needs to be current and complete to capture the postpartum period downstream of the pregnancy and birth, as 
well as the changing life factors reflected in social determinant data that can drive adverse health outcomes. These adverse out-
comes include lack of transportation, addiction, loss of employment, housing and food instability, and environmental factors. These 
data suffer from incredible lag making it challenging for researchers to study and challenging for providers to deliver meaningful, 
data-driven care for mothers during the pandemic.

Some states have morbidity and mortality reviews and perinatal collaboratives that examine maternal death cases closely for in-
sights that could inform care practice; other states, particularly in the South, without either of those comprehensive and collabora-
tive resources have major gaps in access to care.

Data during the pandemic was so sparse that it resulted in policies that did not contemplate the needs of birthing mothers, making 
them fearful of giving birth in the hospital, depriving them of their partner’s support during the birth process and leaving them 
out of clinical trials entirely. The gaps in the pandemic response has revealed how badly these vulnerable populations have been 
addressed and how critically they need our support, hence initiatives like the Data to Save Mom’s Act and the Momnibus which can 
help us close some of these gaps going forward. It is going to take a multi-modal approach, including: 
• Improving the types of employee healthcare benefits to support mothers before, during, and after birth
• Improving women’s access to care
• Providing nutritional and mental health support
• Ensuring that mothers receive all the preventative care like life-saving vaccines and managing hypertension to maximize their 

chances of a healthy pregnancy and birth

2021

SPEAKER    Lauren Underwood MODERATOR    Emily Oster

Replay Full Panel

K E Y  T A K E A W A Y S

on Issues in Maternal Health and
Insurance Coverage

https://datavant.com/resources/summits/issues-in-maternal-health-and-insurance-coverage/
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SPEAKER    Dave Ricks MODERATOR    R. Martin Chavez
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Application of real-world data (RWD) has progressed upstream from drug 
commercialization to discovery and development activities where it has more 
impact on eventual drug success and patient outcomes.  
Now, RWD is a regular part of supply chain management, trial design, site selection, fully decentralized studies and 
increasingly, in early drug discovery. The use of RWD and predictive analytics earlier in the drug development cycle 
has accelerated drug development by increasing the certainty early in the drug’s lifecycle that it will help patients. It 
has also radically advanced evaluation of M&A opportunities as we can better model whether drugs will succeed in 
trials and estimate their market value as we conduct due diligence on new drug candidates and companies.

One of the most powerful applications of RWD is in drug repurposing and 
drug discovery. 
During the pandemic, drug repurposing analytics expedited the identification of potential COVID-19 therapies as 
in the case of an existing anti-inflammatory drug Olumiant, which was found to have antiviral properties. Chemical 
libraries contain billions of compounds while only 4,000 small molecule drugs have been approved worldwide. It is 
an untapped universe of opportunity to identify new life saving therapies.

RWD and predictive analytics have shortened drug development times by one third 
to one half. 
Notwithstanding, big challenges remain in drug development that have not yet been solved due to the complexity 
of human biology, a dearth of molecular data, and a lag in regulatory clarity on simple long standing data types like 
patient reported outcomes. For example, answering complex questions in neurology requires an ongoing stream of 
data describing the patient’s subjective experience with something like pain, a “continuous variable”, combined with 
the complexity of brain biology. This is an unconquered frontier.

Data science must become a core discipline across the organization.
Currently there is no version of a modern pharmaceutical company where using data is everyone’s job but it is 
necessary in order to extract the maximum value from health data to drive the innovative new therapies that 
patients need.

Replay Full Panel

K E Y  T A K E A W A Y S

on How Real-World Data Shapes the
Pharma Company of 2030

https://datavant.com/resources/summits/how-does-real-world-data-shape-the-pharma-company-of-2030/
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A clinical trial is an artificial construct that yields insight on a small population. 

COVID democratized access to clinical trials by making them accessible everywhere. 

Although COVID vaccine trials resulted in drug approvals in under one year, other therapeu-
tic areas like oncology require multiple years of study to confirm effectiveness. 

Real-world data has dramatically improved the search for patients with rare cancers. 

One of the most powerful benefits that DCTs and real-world data has conferred upon 
 patients is breaking down the barrier between care and research.  
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Traditional trials are a “pure” experiment to isolate the risks and benefits of a drug in the ideal population under strict study con-
trols. A trial is the antonym to real-world data, which is the entirety of the patient’s healthcare experience with all its touchpoints, 
subjective and clinical experiences, molecular and environmental factors that could influence many aspects of patient well-being.

At the start of the pandemic, there were 60,000 actively enrolling studies around the globe across a multitude of therapeutic indi-
cations. Technology and logistics played a huge role in keeping patients’ welfare, safety, and therapy on track. Mobile technologies 
and home care services were brought to bear, forcing a new comfort level that will likely endure going forward. The panel under-
scored how decentralized trials technology brings choice into trials - not every trial needs to be fully virtual or fully centralized, as 
now there are tools that allow for technology to fit a trial’s need. One thing that will always stay the same, however, is the focus 
toward data quality and data integrity - data collected as part of a clinical trial needs to be robust and traceable, whether the trial is 
run at sites, hybrid, or fully decentralized.

In some cases, real-world data eventually debunks the conclusions in short trials with narrow study populations. For example, 
Tamoxifen was once considered to be effective but after five years researchers found patients experienced cancer progression and 
metastasis. Patients have to be followed for the long game, whether it is clinical trials or in the real-world, and then look to change 
treatment paradigms. If patients consent to sharing data, they can be tracked long-term across multiple health systems, and their 
data can be made available to the treating physicians so they can make better informed care decisions.

National data that contains combined EHR and claims data has accelerated clinical trial recruitment and enrollment by more than 
one third for some companies. Real-world data has also helped solve trial design flaws because one can quickly see that by adding 
numerous criteria the eligible population drops down to a point where the trial becomes infeasible before finalizing the protocol 
and spending time during recruitment. It also helps confirm eligibility and reduce late stage screen failures because data about 
co-morbidities, concomitant medications, and other health factors are all available to check against information gathered during 
the screening process.

While real-world data and DCT technologies alone are innovative, there are huge synergies to combining them to enhance trial 
capabilities and make trials more patient-centered. Patients can now avail themselves of groundbreaking medications which they 
otherwise would not have had access to if they lived too far away from a trial site. With digital consent mechanisms and de-iden-
tified data connectivity, a linkage between the patient’s trial data and care data can be made so that their care can fully integrate 
their trial experience and vice versa.

SPEAKERS  Gadi Lachman, Craig Lipset, Michelle Longmire, Jamie Macdonald MODERATOR  Vera Mucaj

2021

Replay Full Panel

K E Y  T A K E A W A Y S

from Decentralized Clinical Trials: The Bridge 
Between Trials and Real World Evidence

https://datavant.com/resources/summits/decentralized-clinical-trials-the-bridge-between-trials-and-real-world-evidence/
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The pandemic was an ambush on a healthcare system and government that lacked the right 
data and tools to anticipate and respond to it. 

Prior to COVID-19, efforts to quickly assemble data were localized partnerships at the state 
level, between private interest groups and some state and federal agencies. 

The COVID Research Database (CRDB) arose out of the recognition that even large data sets 
lacked completeness, breadth and suffered from data lag. 

There are so many small pools of data that could be vastly more effective if they could be 
connected together. 

Collaborations like the CRDB offer a template that could be used to stand up a national data-
set in every disease. 
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It was felt deeply across every sector that supported societal functions through direct interaction with other people. Until we had 
data to define safe interactions with others, even activities like administering the U.S. Census were completely disrupted. Not hav-
ing the data left us blindsided and vulnerable to disease spread, suffering, strain and the uncertainty that comes without real time 
data to support immediate adaptive treatment model during the early days of a new infectious disease.

Historically groups like Regenstrief had already connected all 120 hospitals in 2004 which left them in a significantly better position 
to monitor the pandemic in Indiana. Many of these health data collaborations were locally effective to at least some degree, but 
there is no group who owns the remit of a national connected health data infrastructure that captures data nationally to address 
pandemic preparedness and research in complex diseases.

The size and scope of the effort to create it, while herculean, has yielded thousands of publishable insights that have influenced 
clinical practice, drug development and health policy. 

Government agencies have amassed lots of disparate high value data such as the data in the CMS VRDC, the more than 30  federal 
national research centers, the National Center for Health Statistics and many others. There’s a material oportunity to extract more 
value out of all federal agency health data if it is connected across all agencies and to private party data.

It offers an approach to the technical infrastructure, data governance, research governance to create a platform that will help 
ensure we stay ahead of future pandemics and generate the national evidence we need to ensure we have the most advanced 
healthcare and research organizations in the world. 

SPEAKERS  Ashok Chennuru, Shaun Grannis, Amy O’Hara, Niall Brennan MODERATOR  Mark Cullen

2021

Replay Full Panel

K E Y  T A K E A W A Y S

from How Data Sharing Can Help Us
Better Understand COVID-19 

https://datavant.com/resources/summits/how-data-sharing-can-help-us-better-understand-covid-19/
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The choice between patient privacy and data liquidity is not binary. 

The patient should be at the center of the dialogue around use of health data. 

Sharing health data also benefits patients by reducing healthcare disparities. 

An agency whose remit is to protect patient privacy can speed data sharing by set-
ting clear standards for privacy protection measures. 

For data sharing to be truly patient centric, patients need access to their own data so 
they can participate in the health data ecosystem. 
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Successful data sharing is a balance between conferring the benefit of better research and care delivery to patients 
while managing an inherent privacy risk.

The context for data sharing is a patient suffering from a serious disease who is often willing to share data to improve 
their own prognosis and the outcomes of other patients who develop the same intractable disease. 

Removing barriers to data sharing increases the diversity of patients represented in research, who might not other-
wise have access to traditional clinical trials and ultimately informs better care decisions that reflect the breadth of 
the U.S. patient population. 

The right analog is the FDA, whose decision making framework is a risk-benefit analysis and a consensus driven de-
cision making model. In this type of governance model this agency would engage all participants in the health data 
ecosystem to understand their needs, goals, and challenges, and put forward a framework of regulations that propel 
data sharing while setting clear requirements and guidance for protecting patient privacy.

Active patient participation in health data sharing builds public trust by giving patients agency and transparency into 
the use of their health data. Engaging these patients in a dialogue about their hopes, expectations, and concerns 
will build trust as they participate in how their data is used and receive a benefit directly from their data. Returning 
insight back to patients that they can use to assess and monitor their health is the most powerful way to build trust 
as they personally experience improved patient outcomes powered by their own data. 

2021

SPEAKERS    Kim Brandt, Sean Khozin, Deven McGraw, Sheenu J Kachru MODERATOR    Aneesh Chopra

Replay Full Panel

K E Y  T A K E A W A Y S

on Privacy, Ethics, and
Patient Benefit

https://datavant.com/resources/summits/privacy-ethics-and-patient-benefit/
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As the data ecosystem evolves, using data in a way that builds trust with patients 
is critical. 

There are many novel data types coming online each year that are expanding the 
definition of health data

The more you use data, the better it becomes.
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Kyu Rhee spoke to the history of collecting race and ethnicity data at CVS in order to better understand health dis-
parities. Kyu also emphasized treating health equity as an ethical imperative while also navigating the lack of trust in 
many communities about how their data will be used. Arif Nathoo and Sundeep Bhan discussed ambiguity in privacy 
and compliance standards that can make it hard to build large-scale datasets integrating new data elements, includ-
ing those that can be used to study health equity. All panelists emphasized the importance of continued education 
and demonstration in how data can be used to benefit patients. 

Arif Nathoo discussed device, sensor, and application data that is quickly emerging as a more powerful indicator of 
patient health than what might be found in an electronic health record. Joining this data to large claims datasets can 
be used to drive population level models with high predictive power, and using more patient generated data shifts 
the orientation toward using standard of care as a metric of success rather than drug distribution. Sundeep Bhan 
emphasized the number of new data sources coming online, and in particular the work that must be done to make 
that data useful and meaningful, from molecular diagnostic datasets to electronic health records. Nancy Yu predict-
ed that the Future of Health Data Summit in 2025 will be significantly larger than the event in 2021.

Swati Abbott explained the business need across all of the Blues plans that led to the creation of Blue Health Intelli-
gence as they all sought a national-level view of members across the plans. She echoed Amy Abernethy’s comment 
that the more you use data, the more you begin to understand what the issues are and the better you get at cleaning, 
standardizing and ensuring that there is a high level of quality in that data. She shared a powerful example of how 
Blue data informed a strategy to focus on steering patients to the highest quality providers rather than focusing on 
eliminating the lowest quality providers. Such demonstration of data insights leads to more investment in effective 
data collection and making the underlying data useful.  

2021

SPEAKERS    Swati Abbott, Sundeep Bhan, Arif Nathoo, Kyu Rhee MODERATOR    Nancy Yu

Replay Full Panel

K E Y  T A K E A W A Y S

on The Data Ecosystem
in 2025

https://datavant.com/resources/summits/the-data-ecosystem-in-2025/
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Data has added a level of precision to cancer biology research that is improving the success 
rate of cancer drug development.  

Despite a notable increase in the types of data that can be collected in oncology, significant 
gaps remain in explaining clinical trial results and understanding long term effectiveness.  

While real-world data is extremely useful to observe long term effectiveness and off-label 
treatment, it lacks the resolution to detect disease progression and treatment effectiveness. 

The effort to bring this to life is massive, requiring the collaboration of industry, 
regulators, researchers and patients. 

The needed innovation in oncology is a vast, nationwide patient data set of healthy 
individuals with the fine grain depth of ongoing molecular profiling, the patient voice and 
care delivered across settings. 
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While early bench biology was not often used for its predictive value in determining which drugs to progress in development, it is 
now widely accepted as a high-value source of insight for informing clinical trials. If basic cancer biology data was also collected 
during trials and clinical practice it could reveal with much higher precision whether cancer was progressing or improving at the 
molecular level. Using traditional measures like tumor volume, many patients’ cancer progresses to an irretrievable point when a 
change in therapy is futile. Molecular data can detect progression and response early enough to make a change in therapy.

Unfortunately, in many cancer trials, failure on therapy and super responders are still unexplainable. Additionally, trials are too 
short to support confidence in long-term effectiveness and lack the patient’s self-reported outcomes in a disease that comes with 
significant physical, psychological and emotional burden that may not be fully captured in objective clinical measures. 

Real-world data collected in the clinic is by its nature both incomplete and intended to capture in-clinic measures of cancer and 
effects of treatment. As a molecular disease this means that there is simply low visibility into the earliest signs of cancer onset, 
progression and remission which often means patients’ cancer progresses beyond the point that it can be helped by a change in 
therapy. Alternatively, as cancer progresses, physicians will try therapies off-label when they have run out of traditional options. 
These decisions are captured in real world data and can serve as evidence to evaluate drugs for off-label indications.

The next innovation in oncology research and care is capturing comprehensive data that reflects the entirety of patient health 
including ongoing molecular and blood biomarker data, clinical data across settings and patient reported outcome data. These data 
need to be collected in healthy patients before they become ill in order to perform epidemiologic studies, cancer biology analyses, 
translational research and post market safety studies. This level of depth and breadth becomes a sustained engine of insight that 
supports early disease research, drug and device research and care delivery. 

Building this vast bed of real-world patient health data requires the support of all participants in the ecosystem, a neutral party to 
oversee its execution and a strong data governance process. Every party in healthcare from providers and payers to life sciences 
and analytics companies will gain from this ambitious effort but most of all patients whose lives will be dramatically improved with 
insight from a living, breathing data set that fully reflects their underlying health and outcomes.

SPEAKERS  Jeff Elton, Andy von Eschenbach, Todd Golub, Alpa Patel MODERATOR  Susan Winckler

Replay Full Panel

K E Y  T A K E A W A Y S

on Advancing Oncology Clinical Trials 
with Real-World Data

https://datavant.com/resources/summits/advancing-oncology-clinical-trials-with-real-world-data/
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Reflections on the Future 
of Health Data Summit
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COVID-19 was a hardship that allowed us to demonstrate what we can do in the face of a 
massive health emergency. It also revealed glaring U.S. data and technology gaps. 
Fortunately, many data collaborations were formed in response to the pandemic. One panel on innovations emerging from 
COVID-19 highlighted the FDA COVID-19 Evidence Accelerator, the Covid Research Database and the NIH’s National Covid Cohort 
Collaborative (N3C). Another panel discussed data sharing during COVID-19 noting that an absence of data left us vulnerable 
during a national health crisis. Scott Gottlieb, Commissioner of the FDA between 2017 and 2019 took it a step further in his closing 
fire-side chat with David Shulkin, characterizing this gap as a threat to national security (the thesis of his most recent book “Uncon-
trolled Spread”).

The pandemic shed light on great health disparities in the U.S. 
The fireside chat with Congresswoman Lauren Underwood underscored maternal death rates among Black and Hispanic women 
while a panel focused on caring for vulnerable populations honed in on patients lost during the “last mile” of care delivery. These 
candid sessions delved into health disparities we can no longer ignore and panelists outlined their organizations’ efforts to address 
them. They emphasized that race, ethnicity, gender, income, education and other social determinants help identify these groups’ 
unique challenges so they can be addressed and improve patient health.

We need nation-wide, disease specific data for every therapeutic area. 
Everyone in healthcare needs access to disease specific data to understand disease origins, rates of occurrence, severity, pro-
gression and new therapy effectiveness. From oncology to mental health disorders to infectious diseases, each condition requires 
unique variables connected in a data set representative of the U.S. population. Once aggregated, we need to “put data to work” 
answering practical health questions to validate its utility and identify opportunities to improve it.

The Future of Health Data Summit was our second annual meeting of nearly 300 senior leaders across government, 
payers, providers, life sciences and analytics companies. It’s a forum to discuss healthcare challenges and the role 
connected health data can play to solve them. Across Summit panel sessions, similar themes echoed which included 
the following key takeaways:



15 2021

Reflections on the Future of  
Health Data Summit (cont.)

We need a more robust national health data infrastructure, with a framework that can be 
replicated across diseases. 5
One of the themes that reverberated across panels was an appeal to regulators for guidance and leadership in the use of connect-
ed health data. A federal agency or other public / private collaborative should be formed with a governance model that solicits 
perspectives from all stakeholders in the healthcare ecosystem. It should have access to logistical resources (similar to FEMA) to 
establish a national health data infrastructure, data strategy and data governance with emergency powers during health crises. It 
should have the regulatory authority to set clear standards for patient privacy and security. During the panel on privacy, ethics and 
patient benefit, one speaker suggested the agency should be modeled after the FDA which applies a risk-benefit decision making 
approach and takes public comment on regulations and guidance documents. This group should set standards for health data 
including data definitions, and data quality standards so that everyone can trust the results.

Coming out of Summit, it’s inspiring to see how the health data ecosystem has evolved with new data, approaches and organizations 
committed to improving patient health. The last two years have also raised the urgency of creating a national connected health data 
infrastructure. As more health data has become available, many want regulatory clarity in areas like privacy and data for evidence 
generation. We need leaders committed to navigate the complexity of healthcare and engage public and private stakeholders in the 
healthcare ecosystem. Together, we can carve a path that leads to a healthcare future where we all participate and benefit - empow-
ered with the data needed to make the decisions that improve everyone’s health outcomes. 

Conclusion

Patients are a critical stakeholder in the conversation about health data, and must benefit 
directly from its use.4
Many expressed opinions about patients’ rights with respect to the health data they generate. They range from paying patients for 
their data to making patients the sole arbiters of its use. We need alignment on how data serves patients and society. Engaging 
patients and the public in the health data dialogue about the value and use of patient data helps build public trust. The panel on 
decentralized clinical trials noted that this new approach to research is empowering patients through real time access to their own 
data. Many expressed that there is a public health imperative for access to aggregated health data for research on fatal diseases, to 
shape health policy and care for vulnerable populations. So we need to find a way to do this while protecting patients and support-
ing them with their own data as they make decisions about their health.




