
Who is United MSD Foundation? 
Founded in 2016, United MSD Foundation is a registered 501(c)
(3) nonprofit serving an international community of Multiple
Sulfatase Deficiency families, researchers, and care providers.
We exist to bring awareness to MSD, fund research toward
treatment, and support families through education, resources, and
community. 

in fo@curemsd.org  •  www.curemsd.org  •  (228)  295-7084  

Funding Critical Research
Since inception, our mission has been to cure MSD. To that end,
we have funded a gene therapy mouse model and subsequent
toxicology study, and a Natural History Study. We run a MSD
Biobank and Patient Registry to provide researchers with access
to patient data and samples. Currently, we are supporting first-in-
human gene therapy trials with our partners at the Children's
Hospital of Philadelphia. 

Family Support

A Comprehensive Patient Resource Guide
Clinical Care Guidelines 
Monthly Family Support Meetings
Family Mentor Program 
Access to a Private MSD Family Support Facebook Group
Opportunities to Participate in Research 
Biennial MSD Scientific and Family Conference
Interpreters

Everyone’s journey with MSD is unique. Rare diseases often
leave individuals and families feeling isolated, but as a part of the
MSD community, we are here to embrace and support MSD
families all along their journey. We support MSD families in a
variety of ways, including through providing the following:


