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Projects Completed YT'D 2011

sCongressional Yellow Book and Training for Resource Guide
*Collaboration and Communication with SAB and NIH

*FY 2012 MPS Appropriations Language Request

*FY 2011 Public Policy Statement Update

National MPS Awareness Day 2011

DC Meetings with Congress and Policy Makers

DC Meetings with Rare & Neglected Disease Caucus
*Requesting Full Funding for the Lifespan Respite Care Act (FY
2012)
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Committee Priorties for 2011

*Appropriations Language Due March 2012 for FY 2013

Annual Update of MPS Public Policy Statement

*National MPS Awareness Day 2012

*NIH and Congressional Meetings

*Social Security Administration Compassionate Allowance

sIncrease Funding of Lifespan Respite Act

*Expansion of Policy with Partners Campaign (PwP)

*Rare and Neglected Disease Caucus

sKakkis EveryLife Foundation Collaboration, Cure The Process

PwP Direct Membership Advocacy Visits to Congress

*PwP Direct Communications and Input from Membership

*Attending the Rare Disease Legislative Advocates Meetings

*Track Proposed Legislation Affecting Families with MPS.
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