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In preparation for today’s signing I went into my files to research the history of this effort to 
develop the Guiding Principles for Partnerships with Unions and Emerging Worker 
Organizations When Individuals Direct Their Own Services and Supports.  The seeds of our 
work date back to an informal meeting that involved people from The Center for Self-
Determination for Persons with Developmental Disabilities, ADAPT, Independent Living Centers 
(our closest collaborators have been the Topeka Independent Living Center and the Boston Center 
for Independent Living), SEIU and the National Resource Center for Participant-Directed Services 
(NRCPDS) that Tom Nerney organized at his International Self-Determination Meeting in Detroit 
in May of 2008.  At that time, the synergies between people with disabilities and the workers who 
assisted them were clear, but there were clear areas of friction and mistrust.  The idea of working on 
GUIDING PRINCIPLES emerged and the first meeting was hosted by the NRCPDS at Boston 
College in December of 2008.  From our archives I retrieved “A Crosswalk of Principles” which 
each of our organizations brought to these deliberations that Erin McGaffigan assembled in January 
of 2009.  This initial document serves as a reminder of and a testimony to all the hard work, 
creativity, openness to new ideas, good will and insight that have been the hallmarks of this process.  
We have come to understand each other much better, to see our many common beliefs and 
interests, and to understand, even when we disagree. 
 
There are, in my mind, three themes that have led us throughout: 

1)  A commitment to the participant as the  employer and all that it means including the 
participant’s role in establishing the conditions of employment, training, oversight and, in the 
budget authority model, how the funds are used; 

2) A commitment to the worker’s rights and welfare.  Participant-directed programs will not 
succeed without a dedicated, respected work force.  I want to thank Bob Kafka for keeping 



our attention not just on states where unionization is underway but also on those states 
where organized worker advocacy is only just emerging; and, 

3) A recognition that there are significant synergies between program participants and their 
workers, and, even when these interests do not coincide, a set of public principles and an 
atmosphere of respect can pave the way for mutually-beneficial solutions.  In tough, and in 
positive, economic times, the needs of BOTH groups must be openly addressed and 
respected. 

 
As we re-commit ourselves to these themes, I would like to include a few thank you’s; not just to 
our partners and to our staff and consultants, but especially to the representatives of state 
government participant direction programs and of the National Participant Network who spent 
many hours reviewing and critiquing these principles.   

As a University-based Center, the NRCPDS does not assume a political position or advocacy role 
pertaining to the topic of unionization. The role of the NRCPDS throughout this project has been 
to ensure that these Guiding Principles reflect the principles of participant direction.   We believe 
that these Guiding Principles, if implemented faithfully, will preserve the rights of individuals under 
participant direction, no matter what form or model, if and when workers choose to form a union.  
We have high hopes and we look forward to future meetings where we can discuss how these 
principles are applied and how our efforts can be broadened and enhanced. 
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