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Genetic conditions are stressful1
◦ Financial concernsFinancial concerns
◦ Mental health
◦ Divorce
◦ Guilt
◦ Siblings

Rare conditions and rural areas
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Enhance communication/education to families 
using social mediag

Connect families to peer-to-peer support

Link existing support groups to Family to 
Family Iowa

Improve awareness of importance of family 
support

Connect Iowa families with six genetic 
conditions:conditions:

◦ Hearing Loss
◦ Sickle Cell Anemia
◦ PKU
◦ Cystic FibrosisCystic Fibrosis
◦ Marfan Syndrome
◦ Ehlers-Danlos Syndrome
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Provide information on:

- health topics in plain language

- legislation and policy

- transitioning to adulthood

communicating with medical providers- communicating with medical providers

Need to get message 3-5 times before 
believing it2believing it

Need to get health messages from experts 
and peers2
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User creates a personal profile
RTFSSM adds to correct groupSS adds to co ect g oup
RTFSSM approves and monitor posts
Post pictures, articles, & thoughts for 
comment

500 million+ active users
50% of users log in on any given day
Average 130 friends 

Messages that are 140 characters or less 
(tweets)
Interact with friends, celebrities, or 
organizations

1 billion tweets/week
460,000 new accounts per day
6,396 tweets/second on 1/1/2011 in Japan
8 employees in 2008; now 400
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Postcards

lNewsletters

Collaborator’s websites

State and national support groups

Adherence to IRB protocols

Assistance in learning to use social media

Recent, non-biased info from reputable 
organizations
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Facebook Groups
Group members, number & content of posts, G oup e be s, u be & co te t o posts,
poll responses, face to face event attendance

Twitter Analytics

Surveymonkeyy y

Focus group
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