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The global Hunter Outcome Survey (HOS)
- Long-term observational survey of patients with Hunter syndrome (MPS 1I)
+ Includes any patients with Hunter syndrome regardless of treatment status

- Scientific governance provided by a global board of participating physicians

Benefits to participating physicians

+ Contribute to the study and management of Hunter syndrome (MPS 1I)

+ Ability to access your clinic’s data on Hunter syndrome patients

+ Opportunity to pool data with other HOS physicians, subject to board approval

- Potential to publish data in peer-reviewed journals, as well as present findings
at national and international conferences and HOS workshops



HOS goals: greater understanding, improved care

- Collect data on long-term follow-up of Hunter syndrome (MPS II) patients
+ Describe Hunter syndrome patient populations

+ Enhance understanding of the disease

+ Provide the basis for development of clinical management guidelines

- Monitor safety and efficacy of enzyme replacement therapy

+ Serve as a resource for future studies

Data sharing: streamlined process, extensive support

+ Observational survey, not a clinical trial

+ Data come from routine, scheduled visits; no additional clinical testing is required
+ Electronic data capture

+ On-site database training

+ Additional regional training meetings may be available

+ Assistance with Ethics Committee and regulatory documentation provided

Your participation is encouraged

+ To find out more about joining HOS, please contact your
Shire Human Genetic Therapies Medical Affairs representative



~Join the
circle of care

Participate in the Hunter Outcome Survey (HOS)

+ Contribute to the study and management of Hunter syndrome (MPS 1)

+ Ability to access your clinic's data on Hunter syndrome patients

+ Opportunity to pool data with other HOS physicians, subject to board approval

+ Potential to publish data in peer-reviewed journals, as well as present findings
at national and international conferences and HOS workshops

To find out more about HOS and how you can participate, please contact your
Shire Human Genetic Therapies Medical Affairs representative.
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