A survey on behalf of Global Genes reflects a growing appreciation
among primary care physicians (PCPs) and specialists of the societal -
impact of rare diseases, while also underscoring the burden shouldered

by patients and family members.
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Global Genes

This survey was conducted by Engage Health, Inc. and provided data for 920 patients in 26 countries, and 367 HCPs in 13 countries. 805 patients, parents

and spouses provided evaluable data, including those with more than one child with a rare disease.

The survey was administered using a standardized questionnaire and required special security measures to ensure patient confidentiality The survey was
conducted over a period of 12 months and closed in August of 2013.

Find the article here.
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