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Best Practices, LLC conducted this benchmark study to help CNS medical leaders understand how Medical Affairs is 
involved with CNS patient engagement activities, patient advocacy groups (PAGs) and collaborating with internal and 
external partners.

CNS patient engagement in Medical Affairs study: Objectives, methodology and 
topics covered

Topics Covered

▪ Patient Engagement Overview

▪ Early and Late-Stage Patient 
Support

▪ Strategies to Reflect Patient Voice

▪ Roles and Responsibilities for 
Patient Engagement

▪ Internal and External Collaboration 

▪ Lessons Learned and PitfallsResearch 
Methodology

Research 
Overview

▪ This study engaged 12 leaders from 12 CNS-focused 
biopharma companies via a benchmark survey

▪ Data segmented by respondent’s description of its 
medical team’s effectiveness with patient engagement  
– highly effective vs. less effective

▪ Deep-dive interviews were conducted with selected 
study participants to provide further insight

▪ Medical Affairs groups have established themselves as 
a critical function to the success of biopharmaceutical 
companies. In their role, Med Affairs groups have 
been charged with representing the patient voice at 
their organization. This effort broadens Medical’s role 
beyond its traditional focus on HCPs to include 
capturing patient voice to help develop  products that 
will address patients’ needs. 

▪ This study specifically benchmarks best practices in 
Medical Affairs’ role in CNS Patient Engagement.
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Patient Voice Study Participants: Patient engagement insights from 12 Medical 
leaders at 12 CNS-focused companies

Benchmark Study Partners
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Medical Affairs groups are primarily involved in patient engagement activities 
across global + U.S. regions

Geographic Span:  

2) In which part or parts of the world is your Medical Affairs group involved in patient engagement activities?N=12

Central/South 

America: 0%

Central/Eastern 

Europe: 0%

China: 0%

Western Europe: 8%

Asia Pacific (excluding 

Japan and China): 0%

Japan: 0%

Global (including 

US: 58%

Only US: 33%

Global (excluding 

US: 17%
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Participants are active in patient engagement across most product phases

Product Phases:

4)  Which of the following product phases do you have experience with performing Patient Engagement through the Medical Affairs organization? 

92%

83%

83%

58%

58%

17%

Early launch phases

Pre-launch

Late launch phases

During clinical trials

Mature products

Pre-clinical

N=12
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Dedicated 
Structures & 
Functionality 

Shared Responsibilities

Level 3 Patient Engagement Attributes
• Medical leads patient advocacy

• Enable regional and global collaboration

• Use patient voice in study design, product launch

Level 2 Patient Engagement 

Attributes
• Create roles and responsibilities 

• Adopt and adhere to formal processes

• Dedicated personnel lead and coordinate 

patient activities

Level 1 Patient Engagement Attributes
• Depend on informal relationships across functions

• Provide input to project teams across therapeutic areas

• Ad hoc personnel perform tactical projects

Historically, commercial functions interacted with patients, particularly on the  marketing front. But as pharma has 
realized the importance of the patient voice in drug development and launch, the industry has been shifting some 
patient engagement activities to Medical Affairs.

Evolution of CNS Patient Engagement in Medical Affairs
Maturity Curve
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Medical heads evidence 

generation & outcomes for 

company

Recognize patient 

perspectives are a 

critical form of 

evidence & insight

Engage Patient evidence 

and perspectives earlier – 
as early as Ph 2 thru 

PAGs & clinical trials

Enable Medical Structure to 

make patient engagement 

easier – Move PAG into Medical

Finetune roles & 

responsibilities of MSLs and 

Medical to access patient 

groups & Data across 

product lifecycle and all 

patient listening posts

Inform translation of 

science for clinic with 

patient insights, 

perspectives, & 

outcomes

Patient focus helps accelerate 

change in clinical care model 

in & leads to better patient 

outcomes

Step 3

Step 4

Step 5

Step 6

Step 7Step 1

Step 2

Steps for Successful Patient Engagement: Leading Medical Groups are placing 
patient priorities at the center of CNS Medical Activities
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Patient Voice During Launch: Outcomes data and partnering with treatment teams 
are most highly effective for reflecting the patient voice during product launch

Collecting Patient Voice During Launch:

9) How effective are the following tools and strategies your Medical Affairs organization uses to collect insights regarding the voice of the patients during the 
early launch phases? 

67%

67%

50%

36%

33%

25%

25%

17%

25%

17%

42%

55%

33%

67%

42%

50%

8%

8%

9%

17%

8%

17%

8%

8%

17%

8%

25%

17%

Outcomes Data

Partnering with Treatment Teams

Data from Advocacy Organizations

Direct Patient Engagement

Social Media Listening

Usability Studies

Hiring Advocacy Organizations

Partnering with Peer Support Specialists

Highly Effective Effective Not Effective Do Not Use

N=12
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PAG Relationships: Only about 20% of Medical Affairs groups who effectively 
represent patient voice also communicate freely with patient advocacy groups

Working with Advocacy Groups:

10) Please select which of the following statements best describes your Medical Affairs group’s relationship with Patient Advocacy groups (PAGs). 

Others:
• Depends on region - Different 

regions have different rules of 
engagement

• Free access for members of MA who 
are director and above; limited to no 
access below that level

N=5

N=7

Medical Groups Highly Effective  at Representing Patient Voice

Medical Groups Less Effective at Representing Patient Voice 

20% 20% 20%

40%

71%

14%

0%

14%

We communicate freely with
PAGs

We are forbidden from having
direct contact with PAGs but

have indirect contact with them
through our internal Patient

Advocacy team or similar group

We are forbidden from having
any direct or indirect contact

with PAGs

Others
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Patient Advocacy in Med Affairs: Most advocacy activities are deemed effective, 
though Medical does not take the lead

14) What is your Medical Affairs organization’s role with the following Patient Advocacy activities?

15) How effective are each of the following activities in building a successful Patient Advocacy program within your Medical Affairs group?

Patient Advocacy Activities that Medical Leads
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0%

20%

40%

60%

80%

100%

0% 10% 20% 30% 40% 50% 60% 70%

Development of co-pay 
programs for those who 
can’t afford the 
treatment 

Maintenance of unbranded 
websites with disease 
information for patient 
advocacy groups

Development of print or digital 
materials for patients with disease 
management information

Development of print or 
digital materials for patient 

advocacy groups with 
treatment information

Creation of unbranded 
website with disease 
information for patient 
advocacy groups

Developing mobile applications 
and other technology solutions 
for patients

Development of print 
or digital materials w/ 
disease state info

Generating data to help 
understand patient 
needs/knowledge gaps
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Lessons Learned: Alignment of patient & org goals, early start and accurate 
communication are most critical aspects of successfully representing patient voice

Lessons Learned

Q25) Please provide three critical lessons learned about representing the patient voice at your 
organization through the Medical Affairs organization

N=7

29%

29%

29%

14%

Align patient and organizational goals

Start early

Accurate communication

Helps create strategy



Our company is an internationally recognized thought leader in the field of best practice 

benchmarking. We provide research, consulting,  benchmark database, publishing and advisory 

services to the biopharmaceutical and medical device sectors. We work closely with business 

intelligence groups. Our work is based on the simple yet profound principle that organizations can 

chart a course to superior economic performance by leveraging the best business practices, operating 

tactics and winning strategies of world-class companies.

Best Practices

6350 Quadrangle Drive, Suite 200, Chapel Hill, NC 27517

 www.best-in-class.com

Phone: (919) 403-0251
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