Low Incidence Meeting Summary
May 14, 2009
The Low Incidence Committee held its third meeting on May 14th.  In attendance: Craig Mason, Toni Wall, Buzz Kastruck, Pam Dawson, Tracy Luiselli, Jeff Jones, Jean Small, George Smith, Murray Shulman, Joyce Branaman, Kathy Powers, Barbara Keefe, John Dunleavy, Diane Smith, Sharon Kelly, Nancy Cronin, Cindy Husson Brown, David Sherry, David Noble Stockford, and Glinda Foster Brown (through Skype).

The Outcomes for the day included: 
· Showcasing 2 or 3 exemplars with double encryption.
· Investigating Pam Dawson’s idea for number collection.
· Continuing to design a matrix of services for Maine’s children with low incidence sensory disabilities.
· Defining Next Steps.
· Identifying other resources or contacts.
Overall Focus of the Committee is to look at sensory low incidence population.
1) We have data on this population, however, it is neither consistent nor comparable across agencies or programs.
2) At this time it is difficult for staff to inform legislators about why the numbers are so disparate among agencies and programs.
Issues also having a possible impact include the growing 504 population, the growing number of individuals with autism, other individuals with multiple disabilities and how they are supported across agencies without coordination policies and protocols.  Additionally, the Department was asked by the legislature to look at unfunded mandates.  
Meeting Summary
The meeting began with a quick summation of the work and discussions held to date by the Committee.  This was to both welcome new members and bring them up to date on the direction and proposed work of the Committee.  

Tracy Luiselli, New England Center Deaf and Blind Project; George Smith, Maine Department of Education; and Craig Mason, The University of Maine shared their expertise with the group as it related to collecting data and informing program development.  
Tracy Luiselli shared how her organization collects and uses data within their program to inform program development and improvement.  Tracy walked the Committee through graphics representing the youth identified, and how their codes and information were used in a larger capacity.  
George Smith walked the team through the proposed data collection matrix being designed by the Maine Department of Education and the committee discussions led to a deeper understanding of the needs to be addressed through such a collaborative data information system, and the challenges or barriers needing to be addressed in order to implement this data collection process.  
Craig Mason, from the University of Maine, then identified a data system that his team has been developing that will allow individual programs or departments to enter information that can be coded and interpreted through a larger scale─allowing them to see how their clients may be receiving services in other programs without compromising confidentiality.  Craig explained one of the major processes for providing this capacity as “blindfolded linkages.” This includes a first step where both agencies agree on collaborating with a trusted third party that they know and are comfortable with.  The key with the third party is that they don't see any names for children; they only have codes.  However, in working with the two agencies they set into place a process for data sharing that protects the rights of the clients.  For more information on these discussions please refer to the May 14th meeting transcript.  

After a detailed discussion about the challenges and possibilities of sharing data, the Committee identified the need for ongoing work at a subcommittee level.  Two subcommittees were formed and agreed to meet during the mid-to-late summer months.  The date for the next full Committee meeting will be established as the subcommittees report that they have met, or are close to meeting, their goals.  To find detailed information regarding this meeting, visit our website at http://www.mainesupportnetwork.org/  and click on Sensory Low Incidence Workgroup. 
Items for Next Meeting Agenda:

· Highlights and findings from subcommittees (see below). 
· Review of barriers and possibilities of the work ahead. 
· Defining Next Steps.
· Identifying other resources or contacts.
· Next Steps.
Next Steps Established May 14, 2009 
	Who
	What
	When

	
	Find out at what point we are violating HIPPA/FERPA
	

	 Craig Mason (leader), George Smith, Nancy Cronin, Jean Small, Tracy Luiselli, Cindy Husson Brown
	Data Team- representatives from groups

 
	Summer meeting

	Pam Dawson (leader), Toni Wall, Tracy Luiselli, Jean Small, George Smith
	Transition connection points - criteria 
	Summer meeting

	Pam Flood, Corda Kinzie

will follow up with subcommittee and set up next full Committee meeting dates when subcommittees are nearing completion of their work
	Summer meeting


	Summer or early fall 
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