
It’s All About the Patients:
Developing Advocacy

Mark Krueger, MPH
A presentation to:

ICORD 2012
6 February 2012



Disclosure

• Shareholder N
• Grant/research support N
• Consultant Y
• Employee Y
• Paid instructor Y
• Speakers’ bureau Y



Patient
Support

Provide medical
and psycho/social 
support to patients 
with rare diseases 

and families

Education &
Information

Dissemination
Inform/educate

about risk factors,
screening, disease
treatment options, 

quality of life

Political
Activity

Influence elected/
regulatory bodies 
about research 

funding, 
patient needs, 
access, other 
policy issues

Individual Patient                                                     Public Influence

Patient Group
Any or all of the above activities

Continuum of patient groups:                              
From patient support to healthcare politics



Youth

Maturity

Birth
Ally 

group

Emergence, self-definition, survival

Capacity, independence, authority

Growth and 
development

Reinvention and 
relevancy

Patient group life cycle

4



Information
Helps individual 

patients understand 

what is happening

Advocacy
Individuals and groups 

use information to 

press for better care
Continuum

The concept of advocacy



Patient groups can shape policy 

• They understand what people with rare diseases 
and their families want

• They know how to communicate with key 
stakeholders 

• They have good relationships with clinicians, 
policy makers, and the media

• They can disseminate information broadly and 
quickly 


