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GET THE
WORD OUT
Engaging and informing everyone about
treatment development is a critical step
in transforming the system.

T HE PR O B LE M

In order for our country to transition to high-quality evidence-based
care, health research must effectively engage the public to reimagine their
role in the treatment development system.
Indeed, there is already a significant
movement afoot to diversify and
systematically involve people in treatment
development, including patients (persons
with personal experience of living with a
condition or illness), caregivers, and patient
advocates. More and more sponsors and
government agencies are meaningfully
engaging the public when setting research
priorities, designing clinical trial protocols,
and creating more robust measures of patient
experiences

While these are critical first steps, true
transformation of the treatment development
system, and therefore healthcare itself, will
require non-conventional forms of ‘people
engagement’. How can we move beyond
“awareness” days, weeks, and months;
educational walks and runs; and social media
activism? The answer is twofold: we must
not only increase the number of people who
understand how the system works and why
it matters in their lives, but also improve the
opportunities for them to take ownership of
their health.

VISION

Every American should be empowered to participate in the generation,
capture, and utilization of their health research data.
Everyone has a role to play in the treatment
development system— whether it is by
sharing health data; joining disease registries,
biobanks, and clinical trials; or participating
in citizen science efforts to organize and
analyze biomedical papers and datasets. Yet,
most of us are unaware of — or have been
implicitly excluded from— the ways in which
we can contribute to treatment development.

In order to be truly transformative, we must
improve health research literacy. Such an
intervention will require formal education
for those who are still in schools, informal
education for those already in the workforce,
and increased opportunities for each level of
the population to meaningfully participate and
take ownership of their health.

N EX T S T E P S

A tiered educational approach will introduce each level of the population—
from school children and their families, to college and graduate students,
and even future healthcare providers (diagram below)— to the current
shortfalls and future promises of the treatment development system.

�

LIFE SCIENCES STUDENTS IN
GRADUATE SCHOOLS INCLUDING
PHD, DPHARM, MD, DNP
�

�

LIFE SCIENCES STUDENTS IN
COLLEGES, TECHNICAL TRAINING
INSTITUTES, COMMUNITY
COLLEGES, NURSING SCHOOLS
�

�

PRIMARY, MIDDLE, AND
HIGH SCHOOL STUDENTS

curriculum reform to include overview of the treatment
development system, interactions of the various areas,
key regulations and stakeholders, as well as specialized
training in good practices, safety, and ethics in the
particular area of the treatment development system
student will be working in
research tracks within educational degrees

curriculum reform to include overview of the treatment
development system, interactions of the various
areas, key regulations and stakeholders, GLP and GCP,
preclinical and clinical safety management, ethical
considerations, etc.
research tracks within educational degrees

Kindergarten - 12th grades : online modules with
age-appropriate content concerning the treatment
development system for teachers to supplement ‘Science
and Technology’ or ‘History and Nature of Science’, the US
national science standards

�

ALL ADULTS
�

Citizen Scientists, patients members of advocacy groups,
and others learning online and participating in the
system through various entry points (see next page)
Continuing education and certification programs

C O NCLUSI O N
It is no secret that participants are the most important
stakeholder in the treatment development system; without
them there is no way to learn about diseases or to find
treatments. And yet, for decades, the general public has simply
been a passive participant, lacking a sense of inclusion or
ownership in the process. People who understand the basic
structure of the treatment development system are more likely
to be agents of change: at worst, this increases the pool of
research participants for improved treatment development, at
best, this offers an opportunity to discover truly revolutionary
ideas that will transform the future of healthcare.
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OPPORTUNITIES TO GET INVOLVED IN THE SYSTEM
FEEDBACK
Participant experience
Safety monitoring
ADVOCATE
Fundraise
Lobby
Patient rights
ENROLL
Trials and studies of all kinds
DESIGN
Protocols
Measures
Research questions

TREATMENT
DEVELOPMENT
SYSTEM

SHARE
Health data
Biospecimens
Computer space

EDUCATE
Disseminate experience &
knowledge
INVENT
New math
Diagnostics
Algorithms
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