
Accelerating 
Rare Disease 
Research By 
Listening To The 
Patient Voice

Listening to what patients with rare disease say about 
their health-related needs and preferences can speed 
drug development and decrease the burden on 
patients. Most regulators today expect patient-led 
initiatives and companies that step up are seeing strong 
return-on-engagement.
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Biopharmaceutical development teams have made great 
progress in recent years through their commitment to 
seriously and consistently listening to the perspectives 
of people living with a rare disease. Yet gaps in the form 
of misunderstandings and missed opportunities 
persist across the rare disease drug development 
lifecycle around involving patients—not just as subjects, 
but as subject matter experts. This white paper seeks to 
help close these gaps by focusing on the role of the 
patient voice to improve the quality and speed of drug 
development in rare diseases. 

The patient voice transformed expectations for rare 
disease drug development 40 years ago when rare 
disease advocates banded together to usher in the 
Orphan Drug Act (ODA), a pivotal law that de-risked rare 
disease research and development (R&D) through 
financial incentives.  

Today, rare disease advocates are poised, once again, 
to transform and de-risk rare disease drug development 
by ensuring new drugs and the trials that support their 
approvals meet the real-world needs of patients. 

Since the ODA was implemented, rare disease approvals 
increased exponentially from two in 1983 to 52 in 2019, 
with 724 total drugs approved during this time. Despite 
tremendous outcomes, the drug approval pace is not 
keeping up with the rapid discovery of new gene 
mutations associated with rare and ultra-rare diseases. 
Researchers believe around 85% of the 7,000–10,000 
different rare diseases are caused by a mutation in a 
single gene, making them smart targets for gene therapy 
R&D. But at the current pace, it would take about 2,000 
years to develop treatments for all these disorders.  

How can rare disease patient advocacy groups (RD-
PAGs) help de-risk biopharmaceutical research through 
the strategic integration of the patient voice?  Most 
importantly, how can the strategic infusion of patient 
voice in drug development help patients in their race 
against time?

Introduction What is 
Patient Voice? 

Patient voice is talked about widely 
and loosely but rarely defined. At 
Syneos Health, we want to be 
crystal clear about what we mean 
when we say patient voice. That’s 
why we created our own definition: 

• Patient voice is shorthand for
what people have to say about
their health-related needs,
fears, hopes and preferences.

• It’s what we hear when we
suspend our agenda and seek
to understand theirs.

• It’s how we learn to create
solutions that matter and steer
clear of assumptions.

• Patient voice is about better
understanding their world so
we can advance healthcare
together.

• It’s about decreasing the
burden on the rare disease
patient throughout the entire
drug development process.
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I find myself engaging 
in research and 
development because  
I overwhelmingly feel  
that sense of urgency.  
I’m in the race of my life 
the race against time.

Jennifer Klein, MS patient 
with mucolipidosis



The Inherent 
Challenges of 
Rare Disease 
Drug 
Development 

The inherent challenges of rare 
disease drug development pose 
significant risks that sponsors must 
anticipate and navigate to be 
successful. These include: 

• The extreme heterogeneity 
among rare diseases

• The many unknowns about 
rare disease pathophysiology 
and natural history

• The very long diagnostic 
journey that many patients and 
their families must travel

• Complex and changeable global 
regulatory frameworks; 
uncertain reimbursement 
landscapes

• Limited pool of researchers 
with rare disease expertise and 
similarly small pools of patients 
who can participate in trials 

• The difficulties associated with 
incorporating the patient voice 
into every aspect of rare 
disease drug development

Patient Advocacy 
Ecosystem

In rare diseases, the patient advocacy ecosystem  
is made up of a handful of large umbrella not-for-profit 
organizations (e.g., National Organization for Rare 
Disorders, Global Genes, EURODIS, the EveryLife 
Foundation) and thousands of organizations across  
the globe that vary in size and scope.  

These organizations seek to improve the day-to-day 
experiences and futures of people living with one  
or more of the 7,000 rare diseases recognized today. 

RD-PAGs are not monolithic.  Each RD-PAG has a distinct 
set of goals, personalities and skills. Some have access to 
funds, media and other sources of power and influence. 
Others operate on a shoestring—often at kitchen tables.  
Some foster collaboration; others eschew it. Some find 
sustainable models and thrive; others burn out quickly. 
The success of the patient advocacy movement in rare 
disease is rooted in the idea that when seen collectively, 
rare diseases are not rare at all.

Illustration of a photo of Shellye Horowitz, shown here self-
administering a blood-clotting protein treatment for her hemophilia.

4

ACCELERATING RARE DISEASE RESEARCH BY LISTENING TO THE PATIENT VOICE



Syneos Health Survey – 
Advocacy Priorities in Drug 
Development 

In 2022, Syneos Health® surveyed a select group  
of leaders from large and small rare disease  patient 
advocacy organizations representing a wide variety  
of rare diseases. We wanted to better understand  
their priorities, perceptions and activities related  
to incorporating the patient voice into the drug 
development process. Here’s what we found out.

74%

87%

When it comes to designing clinical trials, they are 
evenly split on whether industry understands their 
community’s needs.

They see a wide range of barriers to trial participation:

have been approached  
by industry to:

• Learn more about the needs of their community 
related to clinical trial design and execution

• Contact or recruit members of their communities 
to participate in insights generation (e.g., patient 
advisory boards) 

say involvement in the 
development of new 
treatments is central  
to their mission

52%
say a top barrier is that 
there are too few sites 
or that the sites are not 
close enough to where the 
patients live 

38%
say that trial sites are 
inconvenient in other 
ways (e.g., limited 
accessibility and/or 
inflexible hours) 

To support trial enrollment, RD-PAGs  
believe industry needs to: 

• Cover travel and hotel costs 
• Reduce visit frequency  

and/or offer remote visits 
• Reach more diverse patients 
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I don’t think many 
companies understand 
the burden of simply 
getting to a clinic for  
a visit for many people 
with amyotrophic lateral 
sclerosis (ALS).

Leader, ALS organization

Clinical trial sites  
are not accessible  
to underserved 
communities.

Leader, sickle cell 
disease organization



They almost universally say the best way to 
communicate to the community about clinical trials  
is to leverage the tools and channels already provided 
by the advocacy organizations, including email, social 
media and community events.  They also suggest that 
companies offer greater guidance to clinicians around 
how to talk to patients about trial participation early  
in their disease journey.

Almost all prioritize increasing diverse participation  
in research, yet are at different stages of 
implementation maturity. 47% of organizations have 
established and 43% are actively considering programs 
designed to identify, train and prepare community 
members to engage with researchers and clinicians  
to increase participation and diversity in clinical trials. 
RD-PAGs want to be recognized by industry for their 
time and expertise; 30% of organizations said they  
did not receive any type of recognition when helping 
industry with R&D (financial, acknowledgement/ 
recognition). More than one organization noted  
that they refuse to work with contract research 
organizations (CROs) or other third-party research 
organizations hired by pharma/biotech that do not 
compensate them for their contributions.

How can industry be better partners? The consistent 
refrain in response to this question is to partner early  
in the process, communicate often, and genuinely value 
the time, expertise and guidance provided by the rare 
disease community.   

Methodology
Syneos Health conducted  
a brief survey with leaders at rare 
disease advocacy organizations  
to understand their priorities  
and perceptions on incorporating 
the patient voice in rare disease 
drug development. Respondents 
include large national organizations 
as well as smaller grassroots-led  

groups and represent diseases  
like Fanconi anemia, lupus, Charcot-
Marie-Tooth, hemophilia, sickle cell 
disease and amyloid lateral sclerosis 
(ALS). The objective was  
to evaluate the efforts of the 
pharma/biotech industry to engage 
with patient advocacy organizations 
to integrate community needs into 

clinical trial development.  
Our 10-question survey was sent 
to 50 rare disease patient advocacy 
organizations in the United States 
and Canada. The 23 respondents 
(a 46% response rate) represented 
diverse leadership across these 
organizations.
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We have a task force 
looking into possible 
programs to increase 
diversity in clinical trials. 

Leader, muscular  
dystrophy organization

We are currently 
participating in a Diversity 
Committee but have not 
yet started training or 
preparing community 
members to engage with 
researchers/clinicians.

Leader, Charcot-Marie-
Tooth organization



Regulatory Guidance 
Reinforces the Need for 
Patient Input in R&D 
 
Regulatory bodies around the world, including the US 
Food and Drug Administration (FDA), the European 
Medicines Agency (EMA) and Medicines and Healthcare 
products Regulatory Agency (MHRA), have all emphasized 
the importance of patient input. 

Now, the highly influential International Council for 
Harmonization (ICH) has sent a strong message globally 
by updating its guidance to address the importance  
of integrating patient perspectives and linking patient 
input to study quality. 

But long before this important ICH milestone, the FDA 
was giving this matter serious attention.  In 2012, the 
agency launched its Patient-Focused Drug Development 
(PFDD) initiative, seeking to advance the science  
of patient input by encouraging the collection of 
meaningful patient experience data and feedback from 
patients and families on what is most important to them. 

The PFDD has three key elements: agency guidance, 
public meetings and a Clinical Outcome Assessment  
grant program. PFDD remains the most robust  
regulatory guidance to date.

Following up on the PFDD, the FDA in 2020 published  
the first in a planned 4-part series of guidance  
documents on the patient voice. The first publication 
outlined qualitative and quantitative methodologies  
for capturing representative patient experience data.   
The second, released in February 2022, describes how 
stakeholders (patients, researchers, medical product 
developers and others) can collect and submit patient 
experience data. It also details best practices for 
qualitative and quantitative methods. 

The final two parts in the series will provide more  
context around qualitative patient-focused research,  
the integration of patient data/input into Clinical  
Outcome Assessments (COAs) and how to integrate  
COAs into meaningful and measurable endpoints.  

New ICH E8(R1) 
Guidance 
Excerpts from sections most 
relevant to patient voice. 
 
From ICH E8(R1) section 2.3  
“Consulting with patients and/or 
patient organizations during drug 
development can help to ensure 
that patients’ perspectives are 
captured…. Involving patients early 
in the design of a study is likely to 
increase trust in the study, facilitate 
recruitment and promote 
adherence. Patients also provide 
their perspective of living with a 
condition, which may contribute to 
the determination, for example, of 
endpoints that are meaningful to 
patients, selection of the 
appropriate population and 
duration of the study and use of 
acceptable comparators.” 
From ICH E8(R1) – section 3.3.3 
“The process of building quality  
into the study may be informed  
by participation of those directly 
involved in successful completion  
of the study such as clinical 
investigators, study coordinators 
and other site staff and patients/
patient organizations. Clinical 
investigators and potential study 
participants have valuable insights 
into the feasibility of enrolling 
participants who meet proposed 
eligibility criteria, whether scheduled 
study visits and procedures may  
be overly burdensome and lead  
to early dropouts and the general 
relevance of study endpoints  
and study settings to the targeted 
patient population. They may also 
provide insight into the value of a 
treatment in the context of ethical 
issues, culture, region, 
demographics and other 
characteristics of subgroups within  
a targeted patient population.”
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Artist’s rendition of Dr. Raymond A. Huml and his daughter, 
Meredith Huml, from the 2019 Facioscapulohumeral Muscular 
Dystrophy (FSHD) Society-sponsored “Walk and Roll” 
fundraising event – which occurred on the campus of North 
Carolina State University and raised almost $30,000.00 for 
FSHD clinical research. Courtesy of Springer Publishing.

The FDA’s PFDD meeting offers a powerful platform  
for RD-PAGs. These PFDD meetings position patients  
as the priority stakeholder and provide a structured 
forum through which patients can share their 
perspectives with regulators, industry and other 
stakeholders. Topics include treatment gaps, priority 
symptoms, risk/benefit considerations and what 
patients want from new treatments. 

The meetings are either FDA-led or externally led by 
patient advocacy groups. The externally led pathway 
exists to extend the reach, credibility and impact of the 
program. While not a simple undertaking, the rare 
disease community has embraced the opportunity 
these meetings afford. A Syneos Health analysis found 
that 76% of externally led meetings focus on a rare 
disease compared to 36% of FDA-led PFDD meetings.

Dr. Raymond Huml and his daughter Meredith Huml 
participated in an externally led PFDD meeting led  
by the FSHD Society in 2020, providing feedback  
to the FDA that: 

• FSHD is more common than originally thought  
– and may even be the most common type of 
muscular dystrophy, though not the most well 
known or understood

• The severity of the clinical signs of FSHD are 
probably underreported in the literature, meaning 
that it is more severe than originally thought 
(especially in regard to use of—and time to use 
of—wheelchairs and the probability that certain 
surgeries, like back surgery to correct scoliosis,  
are needed more often than reported)

The FSHD meeting also highlighted that the fatigue, 
anxiety and depression that often accompany a rare 
disease diagnosis are important clinical signs that 
need to be addressed—along with the urgent need for 
advances in slowing down the progression of the 
disease until a cure is developed.

While living with FSHD is a fight every 
day, it has also led me to many wonderful 
people in the disability community and 
rare disease space. These people inspire 
hope for a cure or a treatment. I am 
grateful for groups like the FSHD Society, 
who, even in the face of the pandemic, are 
working to get a disease-modifying 
treatment for FSHD marketed by 2025. 
And I’m grateful for companies like 
Fulcrum, who are trying very hard to find 
a cure for FSHD. Those of us with FSHD 
cling to this hope like a life raft in the 
midst of an enraged ocean. I frequently 
picture a day when my brother and I, and 
the many other FSHers that I’ve met, are 
free of this disease.”
– Meredith L. Huml, North Carolina Chapter  
Director for the FSHD Society

“

The Power of 
Patient-Driven 
Meetings
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FDA Guidance  
on Diversity  
and Inclusion 

In our industry, there’s a rising and 
long-overdue scientific and ethical 
imperative for more diverse trial 
participation, underscored by 
differences in disease causality, 
presentation and progression in 
diverse patient populations, as well 
as divergence in drug safety and 
efficacy.

In November 2020, the FDA 
published guidance for industry  
that calls for enrolling the patient 
population most relevant to the 
epidemiology of a disease and most 
likely to use the drug if approved.   
Guidance specific to rare disease 
provides considerations related to 
broadening trial eligibility criteria 
and considerations for improving 
enrollment, such as the potential 
enrollment of early-phase study 
participants in phase III studies.  
In all aspects of this guidance— 
and aligned to the agency’s patient-
focused drug development 
initiative—the agency reinforces  
the importance of involving patients 
throughout the process:

“Engage early in the drug 
development process with patient 
advocacy groups, experts and 
patients with the disease and elicit 
their suggestions for the design of 
trials, including trial protocols, that 
participants will be willing to enroll 
in and support.”
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Early industry adopters of patient-voice priorities  
have launched enterprise-wide initiatives for routinely 
and systematically engaging patients as R&D partners.  
Many more have tested the waters with pilot projects 
that have grown into longer-term investments with 
formalized processes. Yet in the absence of a clearly 
defined value proposition tied to both business goals 
and patient outcomes and with little consensus around 
the optimal scope and cadence of engagement, some 
remain reluctant. 

The good news is that as the space matures, return-on-
engagement evidence is mounting.  To evaluate return-
on-engagement across of a range of patient input 
methodologies, a coalition led by the Drug Information 
Association (DIA) and the Tufts Center for the Study of 
Drug Development (Tufts CSDD) mined 120 case studies 
across multiple therapeutic areas, along with a literature 
review, community surveys and interviews.   
The research pointed to advocacy group support  
and involvement, patient advisory panels and focus 
groups as having the lowest cost and largest impact  
with respect to quality, speed and influence. At Syneos 
Health, our experience with these and other approaches 
designed to elucidate the patient voice mirrors the 
conclusions of the DIA/Tufts project.  

To shape a value proposition the biopharmaceutical 
leadership will find difficult to ignore, DIA and Tufts 
CSDD created an assessment tool called Patient 
Engagement Preparedness, Capability, Experience  
and Impact (PEPCEI). It  allows companies to benchmark 
their efforts against the broader industry. Syneos Health 
is proud to have joined the DIA and Tufts CSDD coalition 
on the next phase of this work, which will refine  
the assessment tool so that engagement measurements 
are more closely aligned to outcomes. This phase will 
also integrate metrics related to the diversity of patient 
partners and how representative they are of the 
broader patient community in a given area. 

The “patients as partners” value proposition goes 
beyond clinical trial designs and protocol optimization, 
as it also includes post commercialization activities  
like reimbursement/payer access/patient support 
programs and the often long post-approval 
requirements associated with products like gene 
therapies. Ancillary, but important, clinical stage  
patient-voice efforts can also inform post-approval 
access, patient education and support programs  
and post-approval registries and studies.

The Business Case  
for Patient Voices in Drug Development
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The patient-focused drug 
development meeting for 
primary hyperoxaluria (PH) 
sponsored by the Oxalosis  
and Hyperoxaluria Foundation 
represents the great success  
of our community. The power 
of the patient voice in this 
open-forum meeting is a true 
testament that the 
collaborative effort of patients, 
physicians, researchers and 
sponsors can lead to the 
approval of life-saving 
treatments for patients living 
with this rare disease. 
 
Kim Hollander, Executive 
Director, Oxalosis and 
Hyperoxaluria Foundation



The Clinical Trials 
Transformation 
Initiative 

To assess cost savings associated 
with patient input in a typical 
oncology development program, 
the Clinical Trials Transformation 
Initiative used “expected net 
present value,” a technique that 
integrates the key business drivers 
of cost, time, revenue and risk into 
a summary metric for project 
strategy and portfolio decisions. 
Their analysis projected that the 
cumulative impact for a $100,000 
investment in patient input that 
avoids one protocol amendment 
and improves enrollment, 
adherence and retention would 
yield $35 million in savings  
by phase II. The cost savings rose 
to $75 million by phase III.  
The team calculated that, by the 
most conservative estimate, 15% of 
protocols reviewed by patients 
would end up being changed. Even 
though this is not specifically 
associated with rare disease drug 
development, it still serves  
as a valuable window into the 
value dynamics at play.
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Breaking Down Barriers to Integrating the Patient Voice

Below are a few approaches to mitigating the top ten mindset, operational or landscape barriers that come up 
related to the integration of patient voice into rare disease drug development.  These stem from our collective 
experience in the space as well as what we learned from our survey partners.

Barrier Mitigation Approch

1 Your leadership is not yet 
onboard/does not see the 
value or is worried about 
“rocking the boat” 

Understand what motivates your leadership. You may want to leverage emerging cost-
benefit data, underscore regulatory expectations and/or point to what your peers are doing 
in the space. Additionally, by creating forums for all employees to hear directly from patients 
(e.g., town halls, lunch and learns), you can help connect the potential for patient integration 
into your R&D as part of broader purpose-driven employee engagement efforts. 

2 You are not sure where to 
start  

Conduct a patient advocacy landscape audit early in the process to inform drug 
development. When ready to engage, you do not have to reinvent the wheel. TransCelerate, 
PARADIGM, EUPATI and others offer guidance and templates co-created by industry and 
advocacy stakeholders.

3 You have buy-in, but do not 
have internal capabilities 

Create internal patient-voice trainings appropriate to each functional area (e.g. Syneos 
Health has a bespoke Patient Voice Training Series), hire experienced consultants and/or 
seek out new hires with required expertise. 

6 You do not have a process 
in place for compensating 
patients for their 
contributions

The National Health Council offers an industry-advocate vetted calculator for a full range of 
patient-voice efforts. They also provide guidance and templates for contracting with patient 
advocacy groups.

7 It’s hard enough finding 
eligible patients to 
participate in a rare disease 
study; you don’t know how 
to ensure that the study 
population is also fully 
representative of the 
patient population

Almost all Syneos Health survey participants said that they prioritize and support increasing 
diverse participation in research, yet they are at different stages of implementation maturity. 
Offering financial support in the form of grants or sponsorships designed to build RD-PAG 
capacity in this area can help bring more diverse patients into the community. Additionally, 
being clear about financial costs of studies and working to eliminate patient burden related 
to travel expenses can help to mitigate barriers to inclusion. 

8 RD-PAGs in your therapeutic 
area of focus do not trust 
industry 

Trust is built over time. Demonstrate your prioritization of patients by seeking to engage with 
patient organizations early and demonstrate how you plan to do things differently than 
others who have worked in the space by asking for and recognizing community involvement 
around study endpoints, trial design and operations, in-study patient satisfaction surveys 
and how you will return data to the community. 

9 The unmet need or disease 
burden within the rare 
disease you are studying is 
not well characterized or 
understood 

If those in the RD-PAG community agree with your assessment, suggest they consider 
applying to host a PFDD meeting. Industry is allowed to offer financial support to a PAG to 
host but must not influence the program in any way.

10 You are studying a pediatric 
patient population and do 
not believe it is ethical to 
seek input from children

As children often lack the agency or context required to use their voice effectively in 
healthcare settings, caregivers can and should step in as necessary and often highly effective 
proxies. This necessity does not diminish the value of hearing from diverse pediatric patients 
directly, when possible and appropriate.  Allowing children to speak for themselves gives 
them a sense of value and self-determination and has the potential to uncover insights that 
could make the pediatric experience in healthcare system at large and trials, as welcoming as 
possible for children of all ages.

12
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In Summary 

Rare disease patients are more than their medical records. Including 
the patient voice in early stages of a research program is the best way 
to ensure quality and reduce risks that the study will face delays or fail 
because it doesn’t deliver on what’s most valuable to patients. 
Undoubtedly, rare disease patients are experts on what it is like to live 
with their condition. They are our “eye openers” for research and 
development. It’s important to try to understand the patient experience 
beyond what can be seen or easily measured through a blood draw or 
an imaging scan. 

Navigating the healthcare system and struggling with emotional  
and financial stress takes energy, strength and resilience. Rare disease 
patients are far more than subjects to be studied; they are subject 
matter experts.

Integrating patient perspectives is not a panacea for all rare disease 
drug development challenges.  Nor is it about seeking confirmation. 
There will be times when patient insights challenge your approach 
significantly. That’s the point. It is much better to surface these areas 
of friction earlier in the process than to take an incomplete or 
inaccurate assumption too far. 

Connecting with patients in meaningful, actionable ways around 
common goals fuels ethical and compassionate drug development.  
But it goes far beyond that. Strategic and early collaboration and insight 
gathering can help to ensure that patients are more likely to be 
receptive to the studies you design and the treatments you develop.

It is incumbent upon those of us who work in drug development to 
actively seek out opportunities for collaboration and partnership early 
and often throughout the clinical trial development process, the 
execution and beyond to support patient communities and to design 
trials and deliver new treatment options that align with patient 
priorities and realities. 

At Syneos Health, we recognize the wisdom and power of integrating 
RD-PAGs and their members every step of the way in drug 
development. Just like the patient advocacy community forever 
changed the rare disease landscape by spearheading the ODA, we 
believe they are once again poised to bring another radical shift in drug 
development over the tipping point. This time, it’s the strategic 
integration of the patient voice throughout the drug development 
lifecycle.
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Patient voice is not one 
voice, but a lot of different 
voices, ideas, dreams, 
concerns, frustrations
and aspirations.  It is 
intentionally attempting 
to listen to what matters 
most to patients.  It’s a 
relationship—meeting 
them where they are, 
being rooted in their 
community and lived 
experiences.  It is not a 
one-size-fits-all 
approach.”

“That approach to 
understanding patient 
communities starts with 
you!  You must be who 
you are—authentic, 
genuinely curious, willing 
to spend time, having no 
agenda, holding no 
assumptions and asking 
no leading questions to 
learn from patient 
communities. That’s when 
true understanding 
happens. 

Stephen Mikita,  
Patient Advocate



The Syneos Health Rare Disease Consortium

At Syneos Health, helping companies develop rare disease therapies is something we take personally. It takes novel 
and integrated approaches, including early engagement of key stakeholders and patient perspectives to accelerate 
products to market and de-risk the development of critical patient therapies.

We established the Consortium to integrate our strong medical, operational, regulatory science and commercial 
expertise—all of which is enriched by our collaborative relationships with investigative sites, treating physicians, 
patient advocacy groups, academic thought leaders and sponsor companies.

Better together: a collaborative team powered by rare disease drug development and commercialization experts.

This collaborative group harnesses the power of our physicians, scientists, commercial strategists  
and key professionals to ensure a holistic view — from clinical trial planning and execution through 
successful commercialization. 

• Our regulatory experts recommend and support
the best regulatory pathway to obtain regulatory
agency support through the clinical development
plan and commercialization

• Our operational team has the experience to support
patient localization and access to clinical trials and
registries, creating tailored strategies at the level
of each patient

• Our partnerships with niche vendors support
tailored rare disease strategy logistics and
ensure the patient remains at the center
of everything we do

• Our medical expert teams provide medical
and scientific input on partnering to ensure
a strong development plan

• Our commercial teams bring insights to bear
earlyin the development process and through
to commercialization to optimize prioritization
strategy, pricing and reimbursement, public policy
and engagement with patient advocacy groups
and other stakeholders

14
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Contact Us

Let’s talk.
A very overdue recognition that listening to the voices of 
patients is critical to product development is growing fast. 
At Syneos Health, this is something we’ve long known. 

The Patient Voice Consortium is a cross-functional hub 
designed to share expertise, resources and relationships, 
facilitating early and strategic integration of patient 
perspectives across the product life cycle. The Consortium 
combines our therapeutic depth with our experience  
in patient advocacy, patient-reported outcomes and 
registries, storytelling, behavioral science, compliance  
and health policy.

It’s time to put the 
Syneos Health Patient Voice 
Consortium to work for you

Explore how we can help 
you strategically integrate 
the patient perspective 
throughout your product 
development life cycle

15

Patients are more involved in their 
care decisions than ever before, 
influenced by trends in shared 
decision-making, peer-to-peer 
guidance and cost-sharing.  
To stay ahead of heightened 
regulator, payer and customer 
expectations, it’s critical that drug 
developers and those who partner 
with them stay in lockstep with 
patient perspectives, to stay ahead 
of heightened regulator, payer and 
customer expectations. 

Keri McDonough, Head,  
Patient Voice Consortium  
and Vice President,  
Medical and Scientific Strategy
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