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GARD Services

 GARD answers guestions about rare or genetic diseases
In English or Spanish

* GARD website provides plain language disease information and
resources

* GARD staff provide individualized support and custom responses

« Staff have advanced degrees in genetics and experience
working with people who have rare conditions

 Medical consultants, as needed.
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« Answered more than 58,000 guestions since 2002 about more
than 4000 diseases.

* 75% from the United States; 13% international

* Most questions come from patients or their family members.
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« Commonly asked questions in order of frequency:

 Where can | find information on treatment?

« How can | find an expert?
 Are there research or clinical trials available?
* Who can help make a diagnosis?

* 1in 15 (6%) have an undiagnosed condition

How do | get/understand genetic testing?

I've seen a doctor, but need more
about symptoms/cause/inheritance/outlook.

How can | get financial assistance?

Is there a support group?

People need help and express frustration with understanding medical
language and outcomes, and finding information in plain language .
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 GARD Website receives more than 350,000 visits per month
* 50% of traffic from mobile devices

* Diseases section covers more than 6,600 rare diseases
» Content driven by questions from the public

» Guides section includes pages on frequently asked guestions
depending on user roles:

- How to Find a Disease Specialist - Caring for Patients with Rare Diseases
- Tips for the Undiagnosed - Tools for Diagnosis
- How to Get Involved in Research - Many more...

« Spanish content available for more than 200 diseases


https://rarediseases.info.nih.gov/

National Center

] Genetic and Rare Diseases
for Advancing .
] ) Information Center
Translational Sciences

<f US. Department of Health & Human Services ) [J) National Institutes of Health ) [J) NCATS

. . B === |GARD:zsze—=- . 1-888-205-2311
* Left navigation for frequently

asked questions — 1

Do you have updated information on this condition? Let us know.

e Condition searchabl
synonym

Do you know of an organization? Send us your suggestions.

b oiiond Summary I3

GARD Information Navic

Have a question? Contact a GARD Information Specialist.
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* Your Questions Answered section =~ =+
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Do you know of a review article? Send us your suggestions.

« Crowdsourcing disease
information, organizations, review
articles and more via the “Suggest
an Update” form
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Contact GARD

Toll-free: 888-205-2311
International: 301-251-4925
TTY: 888-205-3223

Fax: 301-251-4911

Email: GARDinfo@nih.gov
P.O. Box 8126
Gaithersburg, MD 20898-8126

Website: https://rarediseases.info.nih.gov/
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