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In healthcare, the expectation has long been that innovation 
will come from a brilliant team of scientists working in a lab, 
while in nearly every other industry, innovation starts with a 
deep understanding of the end user. What happens when 
pharma becomes as customer-focused as other industries  
while maintaining that scientific integrity? A new era of  
higher-value research, communication and advocacy.

Patient perspectives are becoming driving forces 
at every stage of drug development, from clinical 
research to value and access. Recognizing the 
“patient voice” as an essential asset in the 
development of medicines is a relatively recent 
phenomenon, resulting from sustained patient 
advocacy, regulatory efforts and successful 
initiatives in early biopharma adopters.

Now, as the patient voice rises, a long-standing 
communications gap between patients and 
those who innovate on their behalf is finally 
beginning to close. For biopharma companies, 
the new focus on engagement is revealing new 
insights into what’s critically important to their 
patients in terms of research, experience and 
support. For patients, it’s increasing trust and 
overall satisfaction with healthcare. 

Over the last five years or so, integration of the 
patient voice in all aspects of drug development 
has moved from experimentation to expectation. 
That expectation comes from both patients 
and regulators.

In one survey of 3,200 patients,1 nearly  
three-quarters (72%) said “trials that reflect  
the real world and outcomes that matter to 
them” are highly important and 66% said  
that “seeking patient input” is, too.

Regulators are increasingly bringing patient 
voices into the decision-making process, 
specifically to understand their perspective on 
the disease, their current choices in treatment 
and what symptoms or barriers they want new 
treatment options to address. That involvement 
continues throughout development, including 
patient-reported outcomes and post-approval 
real world data collection. Most recently the 
FDA and the European Medicines Agency (EMA) 
launched a working group focused on sharing 
best practices in patient involvement. The FDA 
also began Project Patient Voice, a public 
database of patient-reported outcomes in 
cancer trials with in-market treatments.

The impact of patient-involved and  
patient-powered design is seen in approvals 
and payer negotiations, too. In fact, when 
patients are involved, research shows that  
a drug is 19% more likely to launch.2
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problem solving
What new solutions can 
we co-create together?

02

pressure testing
Will this approach—to protocol 
or support—meet your needs? 

What should change?

03

real world discovery
How will this drug work within 

and impact patient lives?

01
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Patient-Powered Engagement

How does biopharma hear and act on patient perspectives? Learning 
opportunities can be ad hoc or longitudinal, online or in person, live or 
asynchronous. Whatever the format, the strongest use cases focus on 
understanding patient lives / ambitions / fears, barriers to living well  
and accessing care, going beyond storytelling to seek advice, creating  
new solutions together and pressure testing every element of a trial  
or solution that might impact a patient before it’s launched.
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PATIENT-POWERED DESIGN

The biggest driver of change in 2022 will be scale. The need for patient voices and collaboration will continue 
to grow and change.

1  From pilot to full operations

Many biopharma leaders have been listening to 
patient voices for years. But they’re entering a new 
era of sophistication in which engaging patients is  
an accountability for individuals and the 
organization alike.

For example, Novo Nordisk's overall approach is 
dubbed DEEP (Disease Experience Expert People), 
guided by the European Patients’ Academy on 
Therapeutic Innovation (EUPATI). The DEEP 
programs3 bring together patients, patient experts, 
patient organization representatives, and caregivers 
to share input on care delivery models. These 
programs have matured over five years to influence 
R&D activities and enable the patient-focused design 
Novo Nordisk has committed to.

2  From loud voices to lots of voices

The industry is becoming more diligent about 
diversifying its sources of insight. When the patient 
voice came primarily from secondary research, like 
social media listening or conference presentations,  
it was easy for just a handful of well-resourced 
individuals to have an outsized impact on the 
conversation, quickly becoming the leading voices 
for a diverse patient community. Today, organizations 
are connecting with a range of open and, when 
appropriate, private communities, advocacy and 
community groups to ensure that a wider number  
of voices are heard.

A critical element is identifying those voices and 
understanding and acting on the barriers created 
by health inequity and health literacy.

3  From qualitative to quantitative

New toolsets are making it possible to include  
more objective scales and measurement criteria  
in discussions about what and where to change. 
That can start with data-driven patient journeys  
that allow sponsors and commercial teams to  
see the quantitative journey of care via healthcare 
and claims data, creating a shared platform for 
discussing the qualitative impact at each step.

Researchers are also sorting through disparate 
qualitative scales to understand what outcome 
measures matter most to patients. For example, 
Genentech and Roche4 worked on listening closely  
to patients as they develop treatments for spinal 
muscular atrophy. The functional scales for disease 
progression in that area measure everything from 
fine motor tasks to core functions to lower limb 
function, or, said another way, from fastening a 
button to leaning forward to walking. Their patient-
powered design starts with understanding which  
of many measures is most meaningful to patients.

Today, organizations are 
connecting with a range of 
open and, when appropriate, 
private communities, 
advocacy and community 
groups to ensure that a 
wider number of voices  
are heard.



New  
dynamics in:

Trust 
Health 

Resiliency 
and more

INCREASED 
PRESSURE 
ON MENTAL 
HEALTH 

SIGNIFICANTLY  
DEFERRED 

HEALTHCARE

52% 30% 52% 40%
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Part of what’s driving growth in the desire to hear the patient voice are two 2022 accelerators:

• People deferred annual physicals, cancer screenings,
preventive surgeries and much more care during
the pandemic.

• What will restarting care be like for patients now
that routines have been significantly interrupted?

• Providers and systems are expecting more late
diagnoses, uncontrolled chronic disease and
challenges with trust. What are patients expecting?

• Those questions are further underscored by the ongoing
mental health impacts of the pandemic. Isolation, stress,
substance abuse and other challenges grew significantly
during the crisis—for people both seeking and
delivering healthcare.

• As healthcare sponsors and brands include more self- 
care opportunities and mental health acknowledgment
in their approaches, the authentic voice of the patient
becomes critical in creating useful tools.

of employer-sponsored 
health plan members 
deferred their annual 
preventive exams 

deferred routine visits 
for chronic disease 
management

of providers saw higher 
surgery deferrals

of providers saw a drop 
in lab tests

2021 survey5
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PATIENT-POWERED DESIGN

Patient support programs: A signal of opportunity

A disappointing headline rang out in mid-2021: biopharma companies 
spend more than $5 billion on patient support programs that only 3%  
of patients are using.6

If you limit that data to patients who use any  
support program—from any source—it ticks up 
to 8%. The reasons are what you might expect:  
lack of awareness and lack of utility (personally  
or generally). 

In 2022, data points like that one may further 
galvanize organizations to co-create with patients, 
ultimately building patient-powered experiences  
that earn the time and attention of the people  
we’re most trying to support. 

As healthcare sponsors and 
brands include more self-care 
opportunities and mental health 
acknowledgment in their 
approaches, the authentic voice  
of the patient becomes critical  
in creating useful tools.
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Methodology

The 2022 Health Trends report from Syneos Health represents the 
knowledge and experience of hundreds of leaders and experts who 
work on the front lines of healthcare, as well as original research with 
industry, patients, payers and providers. Through research, interviews 
and workshops, we've been able to distill a future-facing look at the 
challenges and opportunities ahead.
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Visit trends.health to get access to podcasts and 
additional perspectives highlighting key dynamics 
from 2022 Health Trends: Insights for Industry  
Change Agents.

Contact Us: insightshub@syneoshealth.com.

LEARN MORE ABOUT 2022 HEALTH TRENDS

About the Syneos Health Insights Hub
The Syneos Health Insights Hub generates future-focused, actionable insights to help biopharmaceutical companies better execute and succeed  
in a constantly evolving environment. Driven by dynamic research, our perspectives are informed by our insights-driven product development  
model and focused on real answers to customer challenges to help guide decision making and investment. 

About Syneos Health
Syneos Health® (Nasdaq:SYNH) is the only fully integrated biopharmaceutical solutions organization purpose-built to accelerate customer 
success. We lead with a product development mindset, strategically blending clinical development, medical affairs and commercial capabilities 
to address modern market realities.

Together we share insights, use the latest technologies and apply advanced business practices to speed our customers’ delivery of important 
therapies to patients. We support a diverse, equitable and inclusive culture.

To learn more about how we are Shortening the distance from lab to life®, visit syneoshealth.com or subscribe to our podcast.
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Toll Free: +1 866 462 7373
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