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DEAR FRIENDS,

Fiscal year 2015 saw many of our programs and
tools mature. We have, for all of our almost
30 years, come from the point of view of the
consumer, the patients, the participant. We have
long held that when health – all aspects from day
to day living through healthcare services to the
biomedical research needed to effect appropriate
change – is centered on the individual, family, and
their community, it will improve immensely for all.

We were particularly proud to be present early in 2015 at the White
House to hear this sentiment from President Obama. On January 29,
he said that people should be partners in the research process. As you
will see below, our work has expanded to hundreds of communities and
hundreds of thousands of individuals. We look forward to collaborating
with many more communities in growing the cohorts that will be true
partners through FY2016.

Best,
Sharon F. Terry, President & CEO
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Genetic Alliance empowers 
individuals, families, and 
communities to reclaim their 
health and THR  VE. 
Individuals and families need resources and tools to participate in their own 
health, from everyday life, to services in traditional health settings and 
groundbreaking biomedical research endeavors. Genetic Alliance is resolute 
that all of these activities should be centered on the very people who will 
benefit from these activities. 

We partner with individuals, families, and communities to transform health 
systems and respond to what people need most. We convene powerful 
networks; deliver actionable information; build intuitive tools; and drive 
policy decisions. 

ABOUT GENETIC ALLIANCE 

Genetic Alliance, Inc. (Genetic Alliance) was incorporated as a non-stock, 
nonprofit organization on October 31, 1986 within the laws of the State 
of Maryland. 

Genetic Alliance’s network includes more than 1,200 disease‐specific 
advocacy organizations as well as approximately ten thousand 
universities, private companies, government agencies, and public policy 
organizations. The network is a dynamic and growing open space for 
shared resources, creative tools and innovative programs. 
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Baby’s First Test
As the nation’s newborn screening educational resource center, 
BabysFirstTest.org provides parents, healthcare professionals, 
and the public access to reliable, up-to-date information and 
resources on the newborn screening process.
• 1.5 million page views to date, more than 50% of users 

accessing BabysFirstTest.org through mobile devices
• 622,000 visits from more than 520,000 users                        

(over 100% increase in visits since last year)
• Adding to the 1 million sessions on Baby’s First Test             

since launch in 2011

Disease InfoSearch
DiseaseInfoSearch.org collects quality health information from 
across the internet, including support groups, resources, journal 
articles, and clinical trials for over 10,000 conditions.
• 273,746 individuals visited DiseaseInfoSearch.org
• 4,126 individuals linked to support groups
• 10,000+ conditions
• 732 support and advocacy group

Platform for Engaging Everyone Responsibly (PEER)
PEER empowers individuals and families to safely share health 
information by providing them with tools to choose how much, 
and with whom, they’d like to share.

• 20 community‐specific portals through which to enter PEER
• 8,279 PEER users
• 93,860 questions answered, on topics ranging from diagnoses 

and quality of life to interest in participating in research
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20 5 by the numbers 

32 presentations 

16 scholarly articles 

03,200,00 in funding secured 

11,197 patient-centered educational materials on 
genetics and genetic counseling disseminated to over 
healthcare providers, interdisciplinary 
training programs, and consumer-focused 
health organizations 

13,000 Does It Run in the Family? 
toolkits to families and organizations 

through two national 
e-card campaigns 
(for Thanksgiving 
and New Years), 
encouraging 
individuals to 
“give the gift of 
family health 
history.” 

2DOES  I T  RUN  I N  THE  FAM I LY ?  

A Guide to 
Genetics and Health 

GENETIC ALLIANCE 

Customize this booklet for 
your family or community! 

www.familyhealthhistory.org 

A Guide to 
Family Health History 

genetic alliance 
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