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Genetic Alliance:   

Transforming health by 

engaging individuals, families, 

and communities



BioBank

Gene
Discovery

Patenting
Licensing & Intellectual Property Management

Human 
Clinical 
Trials

Drug 
Screening & 

Development 
Approaches

Therapeutics
--Small Molecules
--Nonsense mutants

Testing
Clinical 

Diagnostic 
Test

Development 
via FDA & CLIA 

Regulatory 
Strategies



Genetic Alliance Network

 Disease Advocacy 
Orgs

 General Support Orgs

 Universities

 Government

 Companies

 Labs

 Hospitals

 Health Centers

 Professional Societies

 Think tanks/policy 
groups



A Few Highlights

 1986: Founded as Alliance for Genetic Support Groups by Joan Weiss

 A system of patient support and advocacy organizations dedicated to 
genetic conditions

 1996: Foray into policy – Genetic Information Nondiscrimination Act 
2001: Human Genome Project Celebration

 2003: Genetic Alliance Registry and Biobank Launches

 2004: Sharon F. Terry becomes President and CEO

 Programming expanded to focus on public health, providers, and 
industry.

 2005: Genetic Alliance takes on leadership of Coalition for Genetic 
Fairness

 2008: GINA is signed

 Started the charge around consumer/provider engagement.

 2011: Baby’s First Test is launched

 2012: Restructure to maximize the scalability and impact of nonprofits

 2013: Testify in front of Senate Health, Education, Labor and Pension 
Committee

 2014: Launch the Platform for Engaging Everyone Responsibly (PEER)



Engage

Individuals, families, and 

communities

Advocacy organizations and 

support groups

Health policy systems at the 

national level



Traversing the 

‘diagnosed line’, 

individuals and families 

journey seek answers.



Maturing Patient Advocacy
• 1950s-1960s – Medical Models

‣ Voluntary Health Agencies

• 1970s – Nascent Patient Movement  – Missing Services
‣ Self-organized Disease Specific Organizations 

• 1980s – Maturing Patient Movement  – IS & IT Technology
‣ New Alliances and New Strategies Emerge

• 1990s – Powerful Momentum “Patient Power”  – Websites & Email
‣ Institutionalized Advocacy Coalitions
‣ Patient Organized Networked Research Organizations
‣ Effecting Broad Change of Public Policy

• 2000s – Successful Models “Research Advocacy”  – BioBanks
‣ Active Engagement in the Research Enterprise
‣ Breaking Conventional Boundaries of the Medical Model
‣ Demand for Quality, Services, Choice, & Personalized Delivery
‣ Patient Rights Public Policy – Changing the Status-Quo

• 2010s – Networks in the Commons – Translation & Delivery



Culture Shift in Information Age

Industrial Age (old) Information Age  (new)

Control means of production               Open means of production

Based on scarcity Based on abundance

Hierarchical / Command & Control     Network / Collaboration

Linear / Sequential                              Organic

Win / Lose                                          Win / Win 

Materials Information



All Stages of Clinical Research Need 

Patient Voices

 Participant perspective to study design

 Protocol Review

 IRB service

 Data safety monitoring boards

 Informed decision making

 Reasonable compliance 

 Enhanced community education

 Better cohort accrual

 Improve participant retention

 Advance public trust in research



Barriers to International 

Collaborations

 Conflicting Priorities

 Varying regulatory/ funding mechanisms

 Differing Healthcare systems

 Etc…..



What is at stake?

What really matters most?



Barriers to International 

Collaboration

 Conflicting Priorities

 Varying regulatory/ funding mechanisms

 Differing Healthcare systems

 Etc…..

It is up to the groups and 

the broader community to 

come together to address 

and help alleviate these 

issues
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Navigating the Ecosystem of Translational Science

interactive modulesGeneticAlliance.org/NETS



The Advocacy ATLAS
Accessible Tools for Leadership and Advocacy 

Success 

www.geneticalliance.org/advocacy-atlas

19



WikiAdvocacy.org



Genetic Alliance Registry and BioBank Toolbox
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Users are assisted by highly intuitive, non-coercive trusted, local, 

“guides”

Multiple guides give an opportunity 

to use a variety of approaches, and 

selecting settings that are the most 

comfortable to each participant.  Well 

known guides can be used across an 

entire condition, or be specific to an 

individual disease organization  



Advocacy & Support Groups

Researchers

Data Analysis Platforms

CONTACTEXPORT & USEDISCOVER
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To enable ease and an extraordinary range of granularity

For multiple 

categories 

of uses, and 

specified  

usage rights

Participants may choose to Permit, Decline, 

or wait for more information before deciding

Participants use privacy 

settings to specify who 

can, and cannot, access 

or use their de-identified 

and/or personal contact 

data, and for what purpose

Each guide  

suggests his 

or her ideas 

as a possible 

starting point 





PEER Deployed

 Registries for All: https://www.reg4all.org

 TrialsFinder: https://www.trialsfinder.org

 Free the Data: https://www.free-the-data.org

 United Mitochondrial Disease Foundation: 

http://www.umdf.org/site/c.8qKOJ0MvF7LUG/b.9135169/k.D6

04/Registry.htm

 Sickle Cell generic 

site:http://www.diseaseinfosearch.org/peer/sicklecell/

 North Alabama Sickle Cell 

Foundation:http://sicklecellna.org/peer.php

 Sickle Cell Disease Association of America, Southern 

Connecticut:  http://www.scdaaofsouthernct.org/tellthefda.html

https://www.reg4all.org/
https://www.trialsfinder.org/
https://www.free-the-data.org/
http://www.umdf.org/site/c.8qKOJ0MvF7LUG/b.9135169/k.D604/Registry.htm
http://www.diseaseinfosearch.org/peer/sicklecell/
http://sicklecellna.org/peer.php
http://www.scdaaofsouthernct.org/tellthefda.html


Advocacy Organizations

• Willing partners

• Ready to work hard

• Have exceptional access

• Are excellent allies

• Add value throughout the 

system

• Technical assistance for them



Thank you! 

Natasha Bonhomme

Nbonhomme@geneticalliance.org

mailto:Nbonhomme@geneticalliance.org

