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Learning Objectives

• Outline the importance of advocacy to the profession of pharmacy

• Apply lessons learned from the National Organization for Rare Disorders 
advocacy for the Orphan Drug Act

• Apply lessons learned from nurse practitioner efforts to successfully 
attain provider status

• Identify key strategies that can be used to attain provider status for 
pharmacists



LO1. Outline the importance of advocacy to 
the profession of pharmacy
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LO2. Apply lessons learned from the National 
Organization for Rare Disorders advocacy for the 

Orphan Drug Act
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NORD Advocacy Timeline



1989 Orphan Drug Act Passed 



What was the Problem?

• In the decade before 1983, 
only 10 new treatments were 
brought to market by industry 
for diseases that today would 
be defined as rare.

• A total of 34 orphan therapies 
approved by the FDA



What Does the Orphan Drug Act Do?

1. Allows companies to claim a tax 
credit of up to 50% 25% of their 
qualified clinical testing expenses

2. Orphan Drug Clinical Trials Grant 
Program: Approximately $18 million 
in grants per year 

3. FDA User Fee exemption 

4. Market exclusivity (7 years)



Did It Work?



What Did it Take? 

• Connecting 
policymakers to the 
people affected by the 
policy 

• Multi‐stakeholder 
engagement 

• Trusting the experience 
of patients and families

• Keeping tabs on policy 
implementation (why 
NORD was created!)





ODA Legacy Continues Today



NORD Advocacy Timeline



Current Challenges 

1) Re‐engaging new generations of leaders and advocates 

2) Dealing with success and keep the patient community united 

3) Re‐evaluating the underlying policy                                                             
How is it working?                                                                                       
Where can it be improved? 



Exercise 

• Think‐pair‐share two "lessons learned" from rare disease advocacy that 
you can directly apply to the pharmacy profession



LO3. Apply lessons learned from nurse 
practitioner efforts to successfully attain provider 

status

John Michael O’Brien, PharmD, MBA
Advisor to the Secretary
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Washington, DC



NP Advocacy Timeline



NP Advocacy Timeline



Exercise 

• Think‐pair‐share two "lessons learned" from nurse practitioner advocacy 
that you can directly apply to the pharmacy profession



LO4. Identify key strategies that can be used 
to attain provider status for pharmacists

Jeff Little, PharmD, MPH, BCPS, FACHE
Chair, ASHP Advocacy and PAC Advisory Committee

Director of Pharmacy
Saint Luke’s Hospital

Kansas City, MO
jlittle@saint-lukes.org



Nurse Practitioner Lessons for Pharmacists 

• Key strategies that contributed to non‐pharmacy victories
– Gaining recognition that nursing had the potential to expand its role
– Documenting nurse practitioners’ value
– Establishing standards in education and credentialing
– Using professional organizations to empower individuals
– Being willing to accept small, incremental gains over time



Gaining recognition the profession had the potential 
to expand its role



2011 USPHS Report to the Surgeon General

• “One of the most evidence‐based decisions to improve the health system 
is to maximize the expertise and scope of pharmacists and minimize 
expansion barriers of an already existing and successful health care 
delivery model.”

• Endorsed by the Surgeon General 



Documenting value



Documenting value



Establishing standards in education and 
credentialing



Establishing standards in education and 
credentialing



Establishing standards in education and 
credentialing

• Should provider status legislation include credentialing/education/training 
standards?



Using professional organizations to empower 
individuals

• National pharmacy organizations
• State affiliates

– Provider status legislation
– Practice act updates



Joint Commission of Pharmacy Practitioners



Being willing to accept small, incremental gains over 
time

• Medically Underserved Areas (MUAs)
• Medically Underserved Populations (MUPs)



Exercise 

• Think‐pair‐share two "lessons learned" from nurse practitioner advocacy 
that you can directly apply to the pharmacy profession



KEY TAKEAWAYS

1) ADVOCACY IS IMPORTANT FOR THE PROFESSION OF PHARMACY AND  
A PROFESSIONAL RESPONSIBILITY.

2) WORK SMARTER, NOT HARDER. 

3) STORIES, STORIES, STORIES.

4) NETWORK IN NUMBERS.



Personal Professional
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