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Pam Flood:
We will have minutes taken as well. If you arrive early or leave late you will have them. Can they hear us on the phone? Thank you.
We have people coming in from a distance. We want to make sure they can interact with us. I am Pam Flood and will facilitate this today with Corda. She has a cold so she will do more charting.

When she tries to talk she starts to cough. We are happy to have you here. You have an agenda and the outcomes in your packet; it is the white sheet. I am going to read through it. We will start off with the welcome and move into introductions. We will have a fishbowl where we will ask some of the people that initially got together to come to the center. We will talk about best working conditions and make sure those pieces are taken care of. We will have an introduction to the matrix.

We will then have a break and do a whole group share. We will then establish what our next steps are. The outcomes for today are getting to know everyone in the room, an understanding for the context of this committees work. 

To start the day, I would like you to say your name, who you are representing and one sign of spring you have seen this week.

Debbie Gilmer:    
(Name) Center for Health, Policy and Self Determination, Maine Support Network, I have crocuses coming up in my backyard.

Toni Wall:    
(Name) CHSN, under my direction. My first sign of spring is blackbirds I am seeing...
David Noble Stockford:
(Name) Policy Director and Team Leader Special Services. We are pleased you are here. Who is waiting for spring.

Jay Bartner:    
(Name) I am here for Dorothy Marecaux. First sign of spring is mud.

Lynn Schardel:    
(Name) Governor Baxter School for the Deaf, first sign of spring is my 13 year old is in love.

Barbara Keefe:    
(Name) Maine CITE, Governor Baxter School for the Deaf, my first sign of spring is my granddaughter's spring concert. 
Amy Sneirson:    
(Name) Maine Center on Deafness, my children's bikes in the driveway.

Joyce Brannaman:    
(Name) University of Southern Maine, I can now see part of my (Cannot hear him/her.)
Participant: 
(Name) (Cannot hear him/her.) 

Participant: 
(Name) (Cannot hear him/her.) my ten year old sons hockey game.

Sharon Kelly:
(Name) Family Services. 

Pam Dawson:    
(Name) Hear Me Now, my first sign is the smell. I work at Pineland and the smell is strong with the manure.

Frank Sherburne:    
(Name) MSSA, my first sign is all the athletic fields are melting and kids are throwing baseballs.

Bonnie Violette:    
(Name) Westbrook School Department, I oversee the students at Spring Harbor. My first signs are my sons trying out for spring sports in the mud. It is here.

Cindy Husson Brown:    
(Name) CDS, Piscataquis, mine is the ice cream.

Jean Small:    
(Name) Catholic Charities of Maine and it is day two without a coat.

Jeff Jones:    
(Name) Bureau of Rehabilitative Services, Division for the Blind & Visually Impaired.
Kathy Powers:
(Name) I am Co-Director of CAST implementing a plan for assessable materials. The number of geese and ducks in my backyard was a sign.

George Smith:
(Name) (Cannot hear him/her.) 

John McMahon:    
(Name) Department of Labor, (Cannot hear him/her.) 

Buzz Kastuck:    
(Name) Home Schooling, there are geese that are now staying in my backyard.

Pam Flood:
I would like to thank our support people here.

Glinda Foster Hill:    
(Name) U.S. Department of Education Office of Special Education Programs, I am a project officer for Bookshare and Maine is a member and many other projects in instruction. The other hat is the birth to three Early Childhood hat.
Anne Smith:    
(Name) U.S. Department of Education Office of Special Education Programs, I am an inside advocator. I have an opportunity to work with the deaf blind portfolio workgroup, and an officer with other members. It is great to be here. My first sign of spring is crocuses, daffodils in my backyard.
Glinda Foster Hill:    
I wanted to show you the cherry blossom tree blooming here. 

Pam Flood:
Thank you for joining us. I want to make sure Anne and Glinda can give some information to be part of this. You do have a contact sheet and wonder if someone could read the directions the fish bowl. Would anyone?
Joyce Brannaman:    
I will. (Reading from the sheet labeled Fishbowl.)
Pam Flood:
Thank you. You do have a reflection template. Is there something we are missing, connections, or what you love? Could I invite David, John, Kathy, Lynn, and George I think we will pull you in too. I will keep the empty chair open. 

John McMahon:    
John Shattuck became a grandfather last night and called me before I got here and sent along his apologies. He will be at the next one and said I should represent him and I will try to do a good job.

Pam Flood: 
We were thinking you could have a discussion on what brought this group together to resolve problems and issues within this group. So I will let you engage in a conversation.

Corda Kinzie:
I didn't know if someone from the phones would get involved and let us know they want to speak.

Glinda Foster Hill:    
I am not shy so I will speak up.
Corda Kinzie:
I would ask you speak up because your backs are to some people.
David Noble Stockford:
I am (Name) to put it in context this is not new. One of the major impetus and concern for this is with data. We have a challenge and this is timely in our climate when resources are driven by data that we as providers and working with families we present to committees different data on the numbers of children we serve. It does not enhance our own creditability or with other committees on who we serve and the costs. We have had this conversation before and we are prompted with the work on CAST the provision on IDEA the nation struggles with as our state does. We are recognized for technology and with our students to make sure information is assessable to all. In looking at eligibility standards, definitions on disability, all become a mystery even for us. 

If it is for us, it has to be for young people and their families when we say they are not eligible, within schools and families and when they exit schools. Our intent is we have an understanding not only of differences but our intent is not just document the numbers, we believe having better information and sharing it will enhance services. That is key. First is what do we do with the reality. During the legislature session it has been painful in our trying to demonstrate our investment for children with special needs. It is eroded when legislators see different numbers from different departments and they question us.

Kathy Powers: 
I will follow up on that, with instructional material. One opportunity we had was working with CAST out of Massachusetts that has a national role in working with other agencies. A piece of the legislation was all students that need instructional material in a different area receive the material same as their peers. 

We helped to set up a state program here on how to address what kinds of programs will be set up to make it happen. I have had wonderful conversations with Jean Small, and how would that happen. The big issue was data. Looking at Jean’s data, and the DOE and those blind and visually impaired - so one activity for our grant we would address was the data discrepancy and look at how to deal with that. That is the piece of that project that comes under it. 

John McMahon:    
As David said we are in the middle of the current legislature session and because of the DOL reduction for funding of visually blind children. It is not just the data - but you have the Appropriations Committee, the different agencies, their numbers, and they differ. Over the years we try to describe how we get to that point and then we relook at the numbers and they are different. As you try to explain the differences to legislators it seems to be more complex and they seem to stop listening. I am sure they are inundated with similar issues but this is critical. We know the numbers are true in how they are defined but we need to define them together.

Lynn Schardel:    
I agree. We have worked on this for many years and on the ones I have worked on with Blind and Deaf and Hard of Hearing our numbers are different. It would be wonderful to have clarity on how the groups are defined.

George Smith:
The way I have seen it is there is no true number for blind and visually impaired and changing the criteria you have different numbers. What we have done as a starting point is in asking John and GBSD, which is on the matrix and then we could look at what is in common and the differences. They may help to explain the differences. 

Kathy Powers: 
I will jump briefly that this group is around data, but I would go to the assessable instruction plan, with other groups and looking at the numbers of students who are Braille users, one of the issues we talked of is the states capacity to provide the material in a timely manner. As an offshoot we are convening a smaller group to do that on what is the current capacity for it and what is needed to get them Braille material the same as their peers.

David Noble Stockford:
I don't want to prolong it but will. The other challenge to look at, and others will concur, is the changing population and we see increasing children who cross categories with disabilities. We have had this conversation with GBSD and DOL as there are a number of children who are reported under 504. Our intent with part of this is we have had reality conversation is that we collect numbers of students by the 504 Plan but not disability. The other part is that in our report the question is should we say there are other disabilities as well. The population being served are ones with multiple disabilities. 

A quick story on this week’s legislative session that looked at traumatic brain injury - DHHS is reporting more than we have in the child count. 

Yesterday there was another one on having Braille material available in a timely fashion. A plan was to resolve having transcribers available and we shared yesterday before the committee that we were convening this group today.

Joyce Brannaman:   
My question is as we talk of K-12 and data collection and the consortium, what kind of data do you need from higher education? What is the connection, what role do you see us play and what kind of data do you need?
I wrote notes here on my hand here. Where the data could be complicated is how we identify students in higher education is different. We don't have behavior disorders under disability or with 504 Plans. We need a definition of that as it changes in our mandated definition. That is my comment and any feedback would help in providing what you need.

David Noble Stockford:
You are here for that reason. Across the DOE we are talking of k-12 and are aware of the responsiveness. We have obligations under IDEA with the re-authorization of finding out what happens to young people when they exit. We are asking about investments we make and do not have the answers on that return.

The reality this week is where the sponsor of the bill was specific on a student exiting high school and going to the university. Back to the traumatic brain injury, during the parent testimony where the student had been blind for a year after the brain injury, and he may have been reported somewhere else. Our concern is how they are reported. 

We are looking at a low incidence population. There is a need to know that around mental health as well.

Frank Sherburne:    
Couple of things, in addressing those areas of identification and being aware of special education, I still consider myself one, part of the challenge we face in those identification areas. We love the forms, that is clear. Having those standardized forms has been a godsend. Having that clarity has been wonderful. The issue is the primary and secondary disabilities. We have no way to itemize that. I think kids are lost without being able to imbed that in an IEP. It is in the written notice but as kids transfer we look at the IEP and not the written notices. So kids may get lost a bit.

The other piece is looking at multiple disabilities, we all define that differently. Even though the language seems to be clear it would help to have that interpretation. Mine might be different from someone else. There needs to be clarity for directors. It may be looking at a rubric or guidance form as with other areas, where you can set parameters. We may be losing some of the low incidence population as they may be lumped with a primary disability instead of more than one.

The transfer from preschool to school age is difficult. CDS does a fantastic job but it has evolved over time. What do those identification areas really mean. Ten years ago we saw kids with developmental delays and then needed to define that and it has evolved. In my transition meetings last spring with CDS it was a better dialogue on what that means and not that category of developmental delay as it helped with placement. Those are immediate definitions. 

Anne Smith:    
If I could piggyback, if you look on line 25 of the matrix you see the legal definition of the deaf blind and it is just a mess. I am concerned about it and it is a national issue. The child count data is a mess. There was a document on the discrepancy of deaf blind consensus on the state project. Although we are to look at individualization there is program language that contradicts it. So many kids slip through. My area is on multiple disabilities and all the time there is a primary and secondary disability. With a hardening of the categories many kids fall through the cracks. We argue on the disability they have and then there is a discussion on how many angels are on the head of a pin. We need support services for these kids.

Some say we go back to a medical model, in the world health organization they are moving to the international classification and indicators in different environments. 

David Noble Stockford:
Thank you Anne. For all of you it is rewarding that we have two people from the DOE who is looking at Deaf Blind and benefit from Linda’s leadership on assessable materials. Another reinforcement was their response to a presentation that is was a national problem. I am optimistic they will invest in this to manage so we can know which student we are talking about and integrating it.

Glinda Foster Hill:    
Thank you for those statements. If they could solve this problem it would be wonderful. I am glad to see this identified and to see how we look at this differently. It is not a new issue but one since the ‘70’s when collecting data on the federal forms. We have one set of forms from four different agencies - so thank you for working on this. This is an opportunity to what can be done across the nation.

George Smith:
That was insightful from Anne, to look at the needs, challenges, and opportunities. I like that. I don't know if it will work in terms of legislation but it would in terms of services I think. 

Jean Small: 
One of the things that John and I have worked on is tracking to see how successful they are in secondary education. I think this connects to some of what Joyce was talking about. We need to let the higher educations know we are sending kids on. That connection happens more easily with higher education. I know that the numbers are not high and I think it is something that is very important.

The other part of the tracking in terms of what the Department of Education is looking at in higher education; I am wondering how you do that when the student turns 18. Do you have to get their permission? We have tried to do that with kids who are 19 and they don't tell anyone where they are. For our program, we want to look at what made a difference in high school all the way through so they could be successful in higher education. We could ask them what they needed that we did not give them. 

David Noble Stockford: 
One issue is confidentiality. That whole issue of what happens when they obtain the age of adulthood. We are looking at those challenges. In that is an understanding that somewhere someone has a number. They may be different numbers, that is our challenge; but being able to track them for those going into higher education, they have a number in that system. We don't have a capacity to say if it matches the number we have from K-12. There is the issue of how much people want the government to know. We are developing a capacity with technology would allow for different systems to communicate in a confidential way without us changing the systems. 

Lynn Schardel:  
I think that would be wonderful. Some of the students are falling through the cracks and I think some are counted more than once in different categories. We collaborate with the Division of the Blind and if the student is deaf-blind we are probably counting them twice.

John McMahon:  
One thing that was clear in our federal partners who were here last spring, they asked us the same kind of question that Jean just did. They looked at the numbers and looked at students with visual impairments and saw that the numbers weren’t the same. We are in the process of implementing a point of connect at which the students are at age 14 where we can determine if a VR application has to be taken so we can get in there more quickly and develop a relationship between the students and the educational system. That will help us figure out how many of the students are going on to higher education. For those who want to participate in our programs, we can report that. We are on that path now. A year from now we will see how we are doing.

George Smith:
We are asked to do follow up. We need to look at kids at one year from exiting. We try to get in contact with every kid who exited within that first year. An obstacle that we face is that we don't capture social security numbers. They get followed up on one, three and five years out and they have a better success than we do. The Department of Labor can take the numbers and go in and get a file extracted that not only tells where the kid is working but what sector of the economy they are in. It would go a long way of telling us if our services are working.
Pam Flood: 
Thank you very much. I did write down some notes of some highlights that came out. There may be something you want to discuss at some point today. We are going to move you into best working conditions. The way you can get done the things you need to get done and tend to needs. One is to take care of personal needs as you need to. The other I wanted to propose is that when we are speaking the large group that we say our name first so that everyone can know who is talking and can be recorded.

Corda Kinzie:
Do we want to hear from the outside group of some things they have written down?

Pam Flood: 
If you weren’t here when we did introductions is that you say your name and a sign of spring.

Shihfen Tu: 
(Name) University of Maine. 

John Dunleavy:
(Name) Work with Statewide Independent Living Council. We don't tend to have a lot of kids. We work with families. I would like to apologize for not being here at 9:00. I am seeing signs of spring everywhere. The buds are everywhere. 

We are focusing on statistics and numbers which make sense from your perspective but I am concerned about the concept of shoving people into categories, most people don't fit into them naturally. That is my perspective. I am also a member of the Maine Center on Deafness and Statewide Independent Living Council. To finish, also the State Rehab Council as well. I think that my boss might be mad at me because he sends me off to the boards and councils; I am not sure what that message is. 
Pam Flood: 
This one is fun.

Debbie Gilmer: 
The issue around transition and follow-up has been with us for 25 years. Who gets what access to what data? I am also with Gear Up where we track kids we have worked with. We are trying to work with the department, but the Department of Education has access to that data and our institutes of higher education do. That is one piece. Anne and George followed up on this. Many of us community living advocates have looked at what the system would look like if we used a functional definition instead of categorizing. I think it would turn our system on its nose. If we provided kids and adults with the services based on a functional model we could get rid of all of the boxes on the forms. Maybe Maine could take the lead and lead us in that direction. 

Pam Flood: 
Other comments?

Anne Smith: 
I heard the people from labor; I am hoping we have a friend at (?) I have high hopes. If you know her, she was at the World Institute for the Deaf. Kathy is a blind person herself and she has a lot of sense.

Toni Wall: 
This was a great conversation. Identification starts early. We have a newborn screening program, and we identified 46 kids in 2007 with hearing loss. They have been referred to the CDS system. As our system of early identification improves, kids won't be falling through the cracks and they will be picked up. 

Pam Flood: 
Your quote says continuous improvement is better than delayed; this group is about moving ahead and moving toward perfection. In terms of best working conditions, if you have something that helps you out - maybe getting handouts ahead of time - if you would jot it down on the post-it notes we will report those out and we have some opportunities to stay on target. We will be doing four meetings and these suggestions will help.

Corda Kinzie:
Think about what you need to get the most out of the meetings. 
Frank Sherburne: 
You brought up a good point - if we could get materials before hand that would be helpful in case we want to bring up some information. If I had it ahead of time I could bring some data for this group to look at.

Pam Flood: 
A link went out where you could go to the handouts.

Buzz Kastuck: 
I had them in advance.

Barbara Keefe: 
Are all the meetings to be live in Augusta?

Pam Flood: 
I think so, they are all here. If you need to join from a distance, you can connect to us ahead of time and we will keep you connected as best as we can. 

Buzz Kastuck: 
Department of Education. When we start using the acronyms, I don't know what VR is. I am guessing it is visual rehab. 

Debbie Gilmer: 
Vocational Rehab.

Pam Flood: 
We can add to these as time goes on. We will provide breaks and then continue; please make sure you say your names.

Corda Kinzie:
You had one more.
Pam Flood: 
Take care of your personal needs.
Tracy Luiselli: 
Materials that relate whether it is a newsletter might be added on. These are the different activities that relate.
Pam Flood: 
I will have our office secure those.

Debbie Gilmer: 
What if we put the links on the contact list? 

John Dunleavy:
Is there a way to capture the C-Print so we have notes?
Pam Flood: 
They will be sent out. In case someone has to leave early or gets here late, they can catch up too. We will begin and end on time. George, we will have him talk about the matrix piece. If you are not comfortable there you can move to the center. 

George Smith: 
What I will try to do is in the rows from left to right and columns  is with anything specific I will try to pinpoint the cell as the first one is cell 1/1.

Pam Flood: 
The pages are numbered too.

George Smith: 
What we asked in our initial meeting was to ask folks to write eligibility criteria and second was the type of services provided. In this larger matrix, the one printed here is the one on eligibility. I don't think we printed the services one.

Let me call your attention to cell 1/1. This is the legend here: DOL is Div of Labor, DOD - Div of Deafness, DBVI - Div of Blind Visually Impaired, GBSD - Governor Baxter School for the Deaf, MDOE – Maine Department of Education.
Then it lists the agencies across and their criteria. Notice the little overlap here. Under DOE and DOL which is column two we have eligibility criteria for those folks and no initials across. There is no overlap on their eligibility or for GBSD or DOE. 

I don't know if you want me to go through each item or should I. Facilitators I need input.

Pam Flood:
If you could look at the matrix for a minute and if you have questions for George this is the time. Let's use the Parking Lot to bring other questions. We will take a break before responding to each other.

George Smith: 
My role is to answer the matrix construction if I have not explained it well enough. 

As usual you notice when you get further in, we tried to shorten down as much as possible but as we get to the DOE as usual there are a thousand words for every criteria. Please…
Frank Sherburne:    
Back to my Teacher of the Deaf days, I notice in the matrix that again because we focus on the boxes of categories, when I was at GBSD one of my first experiences in a primary classroom was working with not just children Deaf and Hard of Hearing but those with emotional needs. Because it was 20 years ago but now would have been identified with deafness and autism. So looking at the low incidence population there seems to be a focus on deafness and blindness but we need to look at the other areas that are really there. In my experience of low incidence and the subcategories imbedded it is important to understand it is more than these definitions when talking about this.

Pam Flood:
In terms to move forward this is also a national challenge and others will learn from it as well. This is critical. In your personal reflection piece, and I have to make sense of this, questions you have, and you have a pink sheet to list what needs to be added and changed. You will do this on your own for the next 5-10 minutes. 

Corda Kinzie:    
Make it small.

Pam Flood:    
I will give it five minutes but if you look up I will know you are ready to move on. The rest of the time will be in pairs to work together. So you have between 2-5 minutes to work on this.

(Participants work independently on Matrix Reflection.)
Pam Flood:    
One moment, I will go with a two minute quiet time so people can reflect. 

(Participants work independently on Matrix Reflection.)
Pam Flood:    
I am seeing the majority of people move. So pair up and please move. Think of the questions and some deep thinking around this. Afterward we will share with the whole group. Maybe a redevelopment on this or the process.
You will have fifteen minutes and I will check in on where you are at. Then we will break and then do a whole group share on this.

(Everyone pairs up to discuss together the Matrix Reflection.)
Pam Flood: 
I will bring you back. If we need to continue the conversation we have five more minutes but I was going to give you a break. We will come back and George will stand over here and record comments. Remember to say your name because we are going to do a group share. We will take a five minute break.

Corda Kinzie: 
The restrooms are out the hall and to the left. 

(Participants take a five minute break.) 

Pam Flood: 
I will bring us back. When I could not get my kids back I would stand on a chair and start singing. What I would like us to do is to go page by page. We will keep it as logical as possible. George will record comments here. You can come to this side of the table too if you want. Let's start on the first page. Direct your comments to George as we move through. We will start on page one. When we are ready to move to page two, would you let us know? 

When you do speak out at this, please say your name because if George has questions when he looks at the minutes he will know who to contact. On page one, where would we like to start? We will do page by page and then do an overview. 

George Smith: 
These don't agree with these pages. They printed off differently. 

Pam Flood: 
They have the most current one, correct?

George Smith: 
They are all here, but they just printed off differently.

Pam Flood: 
Are there any questions or comments?

Buzz Kastuck: 
Our department did a larger overview. 

Pam Flood: 
Do we want to do the overview then?

Buzz Kastuck: 
With our group, I have chosen to speak. I worked on a project like this years ago for a teaching certificate to cover all the north eastern states. We came out with a significant number of areas of agreement. First, we identify where the common points exist. What do the agencies have in common? We felt that some additional agencies need to be added to the list across the top. There may be others. We are leaning toward securing a functional definition from the world health organization and we thought about dividing the different groups - there would be certain areas where we encountered hands off. For example, if there was a regulatory change that should be set aside. If we get to do that, a department would have to go to a rule making session. We would identify something that would need an agency policy change, which might have more flexibility. There is an understanding that they need to have decision making authority. There needs to be clear that if you are providing representation you need to bring some decision making authority. We also had, within the low incidence groups, there would be some sub-groups that would be considered. I will ask if John wants to say more.

John McMahon:  
I think what Frank said earlier, a lot of students do have other things. They may fit more in one place or another, but they have other things that contribute.

Buzz Kastuck: 
We are hoping that we could meet the needs of - we need to have consistent numbers. When you are talking about this we would all agree that there are 17? When we look at functional definitions, John Dunleavy said we don't lose sight of how we are providing services. We have 17 of these and 12 of these for the data folks and the powers that be in order to make physical or fiscal decisions. We can't lose sight of the services. 

George Smith: 
I will add one thing. As we started to look at the matrix, the first definition on page one, column one, row two - that is a functional definition. That is a functional definition rather than a categorical definition. That might be one of the things that we can come to grips with. The other one I wanted to reiterate what Buzz said was on the top row of all the pages, we have the low incidence population that we are looking at - under those we only have four organizations or agencies. Do we need to add more agencies and if so what are they?

Toni Wall: 
I think the Department of Human Health Services, they pay for mapping. They also pay for ENT, I know it is a MaineCare population but it is a considerable population. They have services that go in for Deaf and Hard of Hearing kids that I think should be up there too.

Lynn Schardel:  
GBSD should be changed to MECDHH. I think it is a little misleading to just have GBSD. 

Toni Wall: 
The question for me, when I read the original invite letter, it talked about K-12. Is it K-12 or is it birth through 12? We have to identify the kids early. We can't wait until kindergarten.

Pam Flood: 
Are you looking beyond 12 as well as Joyce pointed out?
Corda Kinzie: 
So zero through 20? 

Debbie Gilmer: 
The departments are required to do that one year out, VR or DBVI - I would like to see us extend a few years post IDEA eligibility. I don't know, for the purposes of this, if we want to do tracking we have to go beyond 20. 

Pam Flood: 
Many kids are taking more years to complete their college education. Do we want to extend it?

Debbie Gilmer: 
What are the issues that the state agencies are struggling with at the legislative level? Is the data crossing that post-high school?

David Noble Stockford:  
Yes.

Frank Sherburne: 
I think you can't ignore that adult population. When I look at kids in 7th and 8th grade and embed plans in IDEA, to just ignore that population - we are starting to consider at 14 and embedding the transitions at age 16 - at least two or three years out we should consider that. Are we doing our jobs through the IDEA transition plan? What happens after they leave our high school environment? I think it is important to maintain that connection. I think that is a challenge for us in public schools. I am not pointing any fingers but I think it is a disconnection with adult services. Once they leave it seems like they just go. I think we should do a better job at where they go and how successful they are beyond our public school system.

Pam Flood: 
We have birth to zero. We have the other end of the spectrum. Hopefully this continues to improve. As we go to a certain age we may expand it. What feels like it makes sense and in terms of realistic and doable. I put that out there for you for that outside agency. 

Buzz Kastuck: 
If you can get this squared away with a range that people are familiar with now which is zero to twenty this will follow. What about the children after they move on? We have so many things that are zero to twenty. 

Susan Kelly:
We serve children up to the age of 21. I would say at least 21.

Frank Sherburne: 
Not that this will make a lot of friends, for special education purposes we maintain our files after graduation, why would we not follow them for those five years? The reality is that we have our archived files on record for 5 years after graduation. 

Pam Flood: 
That would be to 25 correct?

Frank Sherburne: 
27. Why couldn’t we?

David Noble Stockford:
I want the record to show that was Frank Sherburne with a significant protest. That is looking at many of the issues we will experience, it is with the ages of kids from 18 to 20. Looking at 21 is reasonable, but the data challenges we will face is there. I am open to...
Pam Flood: 
We have not decided how the committee will be in terms of making recommendations. I think we should use this opportunity to say this is what we are looking at. I propose a consensus model. If you block we have to stop and listen to your issues. We can take the vote again if you want to. New issues may come to the table. If the majority of people that are here - thumbs up or sideways.

Pam Dawson: 
As a contracted provider, we would fall under the Department of Education, but other agencies provide that don't fall under the criteria of the agencies that are up there. Are they contracted providers? We need a category for them.

Pam Flood: 
I think we should go around and see who else needs to be included before we leave.

Joyce Branaman: 
Are we only talking about students in Special Education? Or 504?

Pam Dawson: 
There are kids that don't qualify under the current criteria that we can still work with. 

Pam Flood: 
We would need to talk about... Can we look at the age range as birth or zero to age 27 that this committee will look at how we work around the matrix of that population? Is there any discussion that needs to happen?

Jean Small: 
Maybe I am going against (Cannot hear him/her.) Then look at extension of another six years. You are not collecting data once they leave school. Those are just files in case someone wants...

Pam Flood: 
Any other discussion?

David Noble Stockford:
I am with representation from Health and Human Services; I suggest we look at 21. When we look at the population, you will find many programs or services being supported or funded that would allow consistency across state agencies.

Pam Flood: 
Any other discussion? I have heard amended to age 21. From birth to age 21. Thumbs up if you are behind that, thumbs sideways...? Corda can you count?

Debbie Gilmer: 
Don't forget people on the phone?

Pam Flood: 
Anne and Glinda?

Glinda Foster Hill: 
I need the visual; I am going to take a pass.

Pam Flood: 
We will try to keep you connected visually as well. 

Glinda Foster Hill: 
I am happy to be part of the conversation even if I miss some.

Cindy Brown:
Is it until their 21st birthday or through age 21? On their 21st birthday they are no longer eligible for MaineCare.

Pam Flood: 
Up until their 21st birthday. The other piece was including 504 and individuals qualifying for special education.

Anne Smith:
(Cannot hear him/her.) Our question is that we should expand it to include that.

Amy Sneirson: 
(Cannot hear him/her.) Is that accurate?

David Noble Stockford:  
We don't do it by disability. 

Frank Sherburne: 
I can only speak to my district but we do. In our 504 process we use the parameters - we track the disability in our system.

Anne Smith:
It is not required.

Pam Flood: 
We are looking to include 504 in this population? Thumbs up? John, are you..? 
George Smith: 
I have a question, what I would ask for is if we had the columns - so far we added some. When we send the matrix out again we can fill in some of the cells for the specific agency or group that we are adding under one of the low incidence groupings.

Pam Flood: 
We can brainstorm and put it on our next step card. We will put one of us in charge of being a liaison with them. 


I think you have started thinking of agencies so let's put them up.


Let's continue.

Debbie Gilmer:    
I am not sure where this goes but John talked of identifying kids he serves. Transitions are clearly defined but do we want to include that. We talked a lot of transition but maybe it is in the services delivered in the matrix. I am not sure. That was one of our feedbacks.

Pam Flood:    
Could we have some discussion or reaction to that question?

Amy Sneirson:    
My initial reaction is that it is a valuable for interagencies and agreements but not sure in definitions.

Debbie Gilmer:    
It really is in the cross departmentalization. 

Anne Smith:
If our goal is data definitions. If we have other goals which sound different from the matrix, my thought is the matrix was a data definition just thought to add that in.
Pam Flood:    
David or John to add to that?

David Noble Stockford:
I think the data definition is exactly what is occurring here. There are definitions that are part of the work regarding who we serve. If there are other delivery systems not here, expanding services is part of this. As Tony said DHHS is a major piece. It is a break through to get to the age of 21. I think part of the intent is where we go in the future. There may be some activities that can be brought back but the data collecting is what is impacting if we don't know who we serve.

Amy Sneirson:    
So the point here is to synchronize data definitions for a number across agencies and whatever else we accomplish is secondary.

David Noble Stockford:
It is impacting our advocacy on resources allocation without these numbers. Our intent is at least we have a rational on why the numbers are the way they are and under our legislature we have different recording requirements. I am convinced from these conversations we look at where the delivery systems are and coordinating and sometimes competing and sometimes families not knowing who is the next person. How do we have a reasonable handle on this? We are finding these children very early now.

Amy Sneirson:  
Not to belabor this, for me this chart is great, and if that is the point we see it. What is the ultimate point of being here, this is great to meet but what do we hope to finish with.

David Noble Stockford:
One is to look at this matrix and then to identify points, not change the law or policy but if we know the definition we can share that as well as the service being provided.

Pam Flood:    
The first piece is clarity and how to clearly represent the numbers. The next step is informing practices and services. 

Lynn Schardel:    
I know in our small group, we talked that it would be wonderful to have these follow children. We talked of confidential sharing of information but to be able to track the child regardless of agency from birth through 21. That would be another outcome which is beneficial for the child. 

Barbara Keefe:    
I was going to get back to the notion of function. It would be nice if federal regulations on the way someone functions and need. You have mentioned that maybe the first definition was perfect. Is it possible without changing law but look at eligibility criteria to change it to function which maybe a way to discuss similarities?
Pam Flood:    
That is a good question which may lead us into the next session. What do we need for definition, and if we need additional resources for the next meeting that would be helpful too.

Shihfen Tu:    
I would follow up on Lynn’s comment on tracking from birth to 21. One of my areas in research, regarding the database system we developed is on various groups with the newborn screening. Part of our conversation with David on the matrix is the technology; the ability to keep confidentiality will fit. We have a protocol to do that but share data across agencies. We could have a system ID and bypass social security numbers. Children in the metabolic screening or newborn are assigned a system identification. There is no reason we can't do that. We talked a few years ago with DOE and they were delighted to have a system identification from birth. It comes down to having different agencies agree on it. Technology wise there is nothing to worry about. I would encourage you to come to agreement on that versus the technology. 

George Smith:
(Cannot hear him/her.) one is functionality and other is definition across agencies. I am not sure if one is a goal. Is that what we hope to achieve or not. 

Frank Sherburne:    
Just to go back to Lynn, I think the technology is there and the question is, are we looking at infinite campus or going into early childhood. What I will do is release that number to the state. That data transfer is relatively easy but the gap is 0-5. So if we could embed that infinite campus then you have a seamless system.

Debbie Gilmer:    
The issue is what is our desired outcome. The idea is if there are 90 or 300 kids in different departments. For me is the idea are we meeting those needs. Infinite campus makes sense but it is also the other organizations that provide support to kids. I know you have done that regarding Child Link, etc. Maybe beyond the scope of infinite campus but how could that have fields that schools could enter for different categories. I think the purpose is how many kids are there and are we meeting those needs. Are all kids getting VR services for a transition plan? That would be a positive outcome to this.

Pam Flood:    
Again these are our first steps here.

John Dunleavy:    
Could someone give me a brief summary of infinite campus?

Frank Sherburne:    
That replaces MEDEMS. That is somewhat less involved. Infinite campus tracks employment and all students (not just special education) so the state can monitor students using the technology for infinite campus.

John Dunleavy:    
So it is software.

Frank Sherburne:    
Yes.

Pam Flood:    
I am going to bring us around to leave. If you have something to share now you can or you can put it on a post-it note. I am just going to go around quickly if you have something.

Debbie Gilmer:    
I don't know if we need to add multiple disabilities on there. I wonder about the kids we are not captioning. Would all kids with multiple disabilities be considered to be low incidence and would we capture that.

Buzz Kastuck:    
I was encouraged that getting the numbers we have and why. If we can start at the beginning and within this group get those folks working on it to present to other communities that may be the solution rather than melding definitions. As children come into the world...The word you used was not - not identification. I think the numbers that happen at birth and then the definitions would be teased out. We need to start working on that rather than getting to the end of the path. I think there is a key there.

Lynn Schardel:    
Just a suggestion around Debbi’s. We started with sensory, deaf blind, and I think it makes sense to add definition and just keep it at sensory groups now and then add on when we see what it looks like if we add other low incidence groups.

David Noble Stockford:
It is very exciting. Two purposes in part for this focus, we see the matrix, and to add more we could not fit it on the wall. From the state agency perspective who makes an investment as the primary provider, and we need a better handle on it. Given in this process we have begun discussion on traumatic brain injury. If we make an investment with the other council, and agencies, the reality is we find these children in that also, but in management perspective what will you do about it.

Pam Flood:    
Anyone else?

Cindy Husson Brown: 
In the last section, there is a huge... (Cannot hear him/her.) 

Pam Flood:    
I would like to move this to next steps.

Anne Smith:    
I would like to comment, the difficulty in nomenclature of description of low incidence becomes pesky. When you look at autism spectrum disorders it is an epidemic. How we frame this is slippery. 

Pam Flood:    
I agree that is why I think it deserves more discussion. This would be a good starting point at our next meeting.

John Dunleavy:    
I would like to ask people if they could speak up as the captionist's support people cannot hear. It also might help if people could pause between thoughts to basic points and they not miss so much.

Lynn Schardel:    
I was going to ask it be added to the best working conditions.

Pam Flood:    
In next steps we have who should be connected and responsible and who from our group would touch base with them. If you could give me a list and give a name so we make sure we get all the next steps in. Do you want to list agencies?

George Smith: 
I can tell you on this list. We changed GBSD to MECDHH.

Pam Flood:    
Are there any additional people from there?

Lynn Schardel:    
No. Maine Educational Center for Deaf and Hard of Hearing.

George Smith: 
Contractual services were added.


Children’s Behavioral Health Services.

Debbie Gilmer:    
I would say Joan Smyrski.

George Smith: 
504.

Pam Flood:    
Would that be?

Debbie Gilmer:    
David.

George Smith: 
Did you mean MaineCare within DHHS? (Yes)

Pam Flood:    
Who should we connect with on that? 

Toni Wall:    
I don't work with them. 

George Smith: 
One more was Transition. 

Pam Flood:    
And on that one? 


David? Okay. 

Tracy Luiselli:    
Are you looking at state service delivery agencies? With the Maine Deaf Blind Project it is (?) (Cannot hear him/her.) It would be the Maine Deaf Blind (?).

John McMahon:    
Catholic Charities should be up there.

Jean Small:    
I am here. 

Debbie Gilmer:    
I can send in and look later at that - not sure if that is part of it.

Pam Flood:    
The next meeting date is April 24th? I don't have it in front of me. April 24th and I am looking at a space conducive to individuals. I will go around to see if there are additional comments or you think of a resource we should use. 

Tracy Luiselli:    
I would be happy to send folks a draft copy of our deaf blind project where we let go of the painful definition of it. We are looking at a more functional definition and there is a matrix on hearing and vision loss across the spectrum. People may want to look at that for definitions.

Pam Flood:    
I will put up links to everyone’s organizations in case you want to see who represents what. I will send an announcement for that. You will get handouts prior.

Debbie Gilmer:    
We have all stepped around the data question. Would it be possible for the state folks to share what the question is so we have the same information?

Pam Flood:    
Who will help pull that together?
David Noble Stockford:
Yes, we can show you what is public. It is all transparent. If it is discrepant we will share that.

Pam Flood:    
I would like to end on time. In evaluation for us, could you give us one word so we may use it to form our next planning? 

Buzz Kastuck:    
Informative.


Another?

John McMahon:    
Appreciation.

George Smith: 
A starting point.

Kathy Powers:    
Informative. 

Jeff Jones:    
Accepted.

Jean Small:    
Informative

Cindy Husson Brown:    
Wrangling large groups is challenging. This went smoothly for a first time.


Thought provoking.

Frank Sherburne:    
Informative

Amy Sneirson:    
Collaborative

John Dunleavy:    
Informative. I learned a lot today.

Susan Kelly:    
Persistence. I believe this can be done.

John Dunleavy:    
Excuse me I got to also see who the players are.

Susan Kelly:    
(Cannot hear him/her.) 
Tracy Luiselli:    
(Cannot hear him/her.) 
Joyce Brannaman:    
(Cannot hear him/her.) 
Barbara Keefe:    
Stimulating.

Lynn Schardel:    
Informative

Jay Bartner:    
Collaborative

David Noble Stockford: 
Informative

Shihfen Tu:    
Informative and I like the quotes.

Toni Wall:    
Exciting 

Debbie Gilmer:    
Informative.

Pam Flood:    
And Anne?

Anne Smith:    
I found it incredibly informative for including me and my word is hopeful.

Pam Flood:    
Thank you to the folks keeping us moving and the pieces of information. Thank you. 


Also please take the flowers with you too.
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