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Corda Kinzie: 
We will start in about 5 minutes. 

I will have you say a little thing about it? Tell me when. Welcome. I am Corda Kinzie from the Maine Support Network; Pam Flood is the other facilitator. We are happy we got people out on this first gorgeous day of spring. Tracy was going to come two days early. Thank you for coming all that way.

And to all of you that come from further away too, thank you. To start off, in the front of your packet the outcomes and agenda are here. We also have charts. Would you read the outcomes for a few seconds and see if there is any outcome that should be here that is not here.


I am not supposed to forget you are here.


Anything? If we accomplish these, everyone will be happy.

Buzz Kastuck: 
Was that a Freudian slip on the third bullet? 

Corda Kinzie: 
Where were you when I needed an editor? 

Pam Flood: 
It was on purpose and it has to do with spring.

Joyce Branaman: 
Some word-smithing; I am wondering if - I realize we are talking about children and not just students. But sometimes that forgets that we go beyond k-12.

Debbie Gilmer: 
"Students" covers everyone right?
Anne Smith: 
Do we want to use individuals?

Corda Kinzie: 
That works.

Anne Smith: 
That is your federal government at work.

Corda Kinzie: 
That is where my taxes went.

Anne Smith: 
I am so glad to be here. I am looking at this and am looking at all of the materials and notes. It is nice to see that progress is not always glacial. Collaboration does work. Thank you - I needed this.

Corda Kinzie: 
You are welcome. 

Anne Smith: 
You are going to get hooked into something on this meeting, Tracy.

Corda Kinzie: 
The agenda - welcome is where we are now; introductions, best working conditions, (reading). Working with George, we are going to get to the matrix before the definitions and do that together. He is anxious to work with that. It will be mixed up from the agenda you have on hand. For introductions we are going to have you go around. We will start with Debbie. Introduce yourselves, your work and your role. That is it.

Debbie Gilmer: 
I work at Maine Support Network. I wear lots of hats there. I co-direct the (?) and other things.

Craig Mason: 
I am at the University of Maine. I am involved with the Newborn Hearing Screening. I am also in informatics and data consultants. I am not here as any connection with the CDC.

John Dunleavy: 
Before you continue, if I could ask people for the C-Print and interpreters please slow your pace and speak clearly and loudly.

Anne Smith: 
My name is Anne Smith. I work at OSEP. 

Pam Flood: 
Thank you.

Shihfen Tu: 
I am a faculty member at the University of Maine. We work with Maine CDC, Newborn Hearing Screening program and other programs in Maine. Toni Wall was supposed to be here. 

Corda Kinzie: 
The wireless in the building is not holding the connection for ACT. You will probably see it go in and out and they will keep working on it.

Ed Sims:
I am a first time attendee, thank you for the invitation.
Nancy Cronin: 
I am with the PDD, Systems Change Coordinator.

Bonnie Violette: 
I work at the Westbrook School Department. I oversee people at Spring Harbor Academy.

Frank Sherburne: 
I am the superintendent for MSAD 87. 

Jean Small: 
I am program director of Education Services for Blind and Visually Impaired children. I am in Bangor, but share responsibility for all 16 teachers across the state.

Tracy Luiselli: 
I am the project director for the Maine Deaf Blind project. We are a federal technical assistant project. I am based in Massachusetts. 

Murray Shulman: 
I am director of Pupil Services in Bangor.

Kathy Powers:  
I am director of Maine CITE. I am with David Stockford. I co-direct the grant from the office of special education programs.

Buzz Kastuck: 
My area is school approval with the Department of Education.

Joyce Branaman: 
I am the director of the Disability Office at the University of Southern Maine. I 
represent the University of Maine System.

John Shattuck:  
I want to thank David for all of the gifts. I expect this from now on. The flashlights are really nice.

Amy Sneirson: 
I am a lawyer at the Maine Center of Deafness. I am representing the deaf children.

John Dunleavy: 
I work in deaf services. I don't know a lot about the children's population but I am learning more. I am also a member of the State-wide Independent Living Council as well. I mostly focus on the deaf population. Hello everyone.

Pam Dawson: 
I am the director of Hear Me Now. We provide oral services to children with hearing loss.

Corda Kinzie: 
Thank you. We do have best working conditions from last time. We can add, delete or change them in any way. Speak up, and add pauses between points for ACT. Say your name before speaking. Keep side conversations minimal. Put cell phones on vibrate or silent. Clarify acronyms. I have an Acronym Chart here. I did not just do it now, I did it when you gave out your places. Take care of personal needs. We can adjust the heat, it was chilly this morning but we can play with the heat. Link all organizations at the table. We have asked you to send in your websites to Maine Support Network so we can link them. We did not get all of them.

We also decided to go on a hunt of our own and add them in. You might see it even if you did not send it in. Coffee. Materials and agendas before the meeting. They are on our website before the meeting. You go down to the bottom of the front page and you can access the handouts there. It will take you to the Sensory Low Incidence Workgroup. Any other working conditions that people can think of now? What you need?

Debbie Gilmer: 
John needs toys.

John Shattuck:  
I am good for toys now.

John Dunleavy: 
You worked for PDD? 

Nancy Cronin: 
Pervasive Developmental Disorders. That is the broad category. 

Corda Kinzie: 
In your handout we are supposed to have written up a summary, it did not get into 
the handouts. A summary from the last meetings. 

Pam Flood: 
We started with fish bowl with Kathy, David, George and John. We talked about how this work came to be. I don't know if there are any highlights that you want to share with people so they are connected.

George Smith: 
I think it would be helpful if David would restate our mission. I see some new people here. 

David Noble Stockford:
From the fish bowl, in putting in a context with the Division of Blind and Visually Impaired and Deafness, we have been looking at the data of the accounts of people we are serving. The finding is not new but there is a discrepancy on what we report on Child Count - numbers of students being served on December 1st in our schools and then looking at the numbers of the same population of the people being served at Governor Baxter School for the Deaf. Our concern is highlighted in the current climate where resources are scarce.

The policy makers look at the fact that we have different numbers. They question who is reporting what and who is serving whom. The purpose of the matrix was multiple funding sources that align with state guidelines and guidance. If you look at much of the reporting that is done it is in response to federal requirements. The requirements by different agencies have different eligibility standards. It is a challenge for families as children come in to our early intervention system, move to school and transition out of school. At one period of time they are eligible and does the family understand. 

Anne Smith: 
Is there a number to a speaker phone? The sound is distorted.

Debbie Gilmer: 
We don't have a speaker phone.

Anne Smith: 
Is there a way I could be positioned to watch the interpreter? That would be great, thank you. 

Debbie Gilmer: 
I have to move across the room, just bear with me.

John Dunleavy: 
She might be able to look at the C-Print.

Debbie Gilmer: 
Do you prefer C-Print or the interpreters? 

Anne Smith: 
I would like the C-Print.

Debbie Gilmer: 
I don't know when you can see it; you will have to tell me.

Anne Smith: 
Go in if you can. Doing well, go in a little more.

Debbie Gilmer: 
We are moving closer.

Anne Smith: 
Oh yeah. That is perfect. Thank you.

Debbie Gilmer: 
Isn't technology wonderful?

Anne Smith: 
I am getting a better sense of what happens in terms of lighting and hearing and when you have a combination - it is helping to inform my understanding of the importance of environmental arrangement. Another lesson learned.

David Noble Stockford:
We are working on that.

Anne Smith: 
I am determined to start using it. Today is the first time I have placed the Skype call. You are forcing me into arenas that I have not wanted to enter.

John Shattuck:  
I wanted to add on to what David was talking about. There was a meeting that Nancy had with me and the commissioner two months ago. It was about future plans; it rests on numbers. It was about disabled kids coming forward to us. It was the first time that I was aware of a huge bubble of people that will hit our system in the next few years. Without that conversation we would never have thought about it. Having the numbers is great and having them agree is really great for us to be able to plan out the budget resource establishment. The meeting really impressed me. Without it we would not have had a clue that was coming up.

David Noble Stockford:
The other part, one of the findings is that when we look in the definitions is an increase in the number of children with multiple disabilities. When you have a specialist work with a child, if there are mental health challenges or mental health disorder, personnel are not prepared to deal with the multiple disabilities. What evolved, which I believe is appropriate is to look at the delivery of services and not just the definitions.

From John's perspective we can't walk away from that. We have to be able to demonstrate why our numbers are different for a number of reasons that we do have an understanding of the individuals who require the services and we have a capacity to plan for that.
Nancy Cronin: 
One of the things that the autism groups have figured out is that there are many individuals in the state with pervasive mental health disorders are also deaf or blind. When you are talking about sensory disorders, it is really a mix. You don't know who is going to... You might have someone who is profoundly deaf and have autism.

Frank Sherburne: 
One of the issues is service provision. It is a challenge because identifying them - some districts do and some don't. When you are looking at the category of multiple disabilities there is no way to say - you are bringing them into just one and defining that one area. That throws off those numbers. Deafness or blindness may fall into the multiple disabilities category. Agencies may not count the specific disabilities because there is no way to record it. It is very difficult to pull the numbers into perspective.

David Noble Stockford:
Thank you. The other piece I would mention; we are a part of the AIM - Accessible Instruction of Materials Consortium. They require school districts in the state to ensure that children that need materials in alternative formats have access to them. At the same time their peers are getting materials and we have been working closely with CAST who is providing leadership nationally and the consortium states. I have been amazed at how complex the issue of insuring accessible materials is. There is constant communication among the consortium states that only highlight the issue of being eligible for one thing and how it is delivered is another. 

We have the issue of the data and our attempting to provide support for school districts to comply with IDEA 2004.

Corda Kinzie:    
Could someone speak to the dialogue of eligibility criteria versus functional definitions?

Debbie Gilmer:    
I can try. 

Anne Smith:    
I could jump in too.

Debbie Gilmer:    
Anne started this. In the adult community, looking at functional needs versus categorical eligibility, if you can't walk you need a wheelchair or some mobility but we have waiver programs that serve certain categories. The World Health Organization serves people on functional and needs. What people spoke of last time, students with disabilities don't fit into just one category. They don't fit neatly.


And we have kids that don't fit into any categories either.


Anne?

Anne Smith:    
I think the bigger issues are around what are we doing here? This may be the time to think of social justice, distribution of equitable opportunities and access to response to intervention. This conversation is very near and dear to my heart as I work with kids and families that fell through the cracks throughout my career. I find that some people are so married to the categories that we have hardening of it. There are people who have made a career of doing interventions to fix the deficit.

I think that some of that has served a few kids well but because life is not neat and tidy I think it is captioned in the data. If you look at (?) Data as kids classified as mentally retarded, deaf blind, autism is flat, etc showing a high reliance on places. 

Then we have standards based and whose standards are they. It brings up the gold standard. You think of Russ Whitehurst and the Institute for Sciences Model - there were clinical trials and after 8 years of R&D the productions strategy was we knew less than before. How does that fit with disabilities? It has not served the kids we are talking about. There is discourse on disability studies and people at universities are looking at different ways of teacher prep and equity social justice and universal design, and really addressing those issues and opportunities. We hear from families and kids that want to be closer to home and part of something and yet we privilege the gold or state standard preferences for families and kids and probably educators.

That is why the World Health Organization and the CDC can connect with this. This is science and we are a part of this effort. In my opinion from what I have seen we need to move to a social model of disability as we are not getting the outcomes or need and the data indicates that.

Debbie Gilmer:    
I will call you as we have a speaker phone.

Anne Smith:    
XXX-XXX-XXXX. 

Debbie Gilmer:    
I will call you and keep you on Skype too.


We will erase your number from C-Print.

Murray Shulman:    
It is my impression that definitions are generated at the federal level that we operate under. Before IDEA, it was heavy with categorical labels and models. I am not sure we will solve that around the table today. That is federal legislation and how we look at children. I appreciate the discussion but do not know how targeted this is to our mission. Maybe someone could fill me in.

John Shattuck:    
This is a huge question. I would suggest and agree with Murray this one time anyway. I know from a VR standpoint, although there is a functional component our partners need definition on eligibility. To get reauthorized, this is an important question but don't know for this group that is something we can attend to in 2-3 meetings or can address it. I don't know that can be our practical focus.

Debbie Gilmer:    
That was this context from last time. Short of the feds moving, you are right Murray, it is about the categories. This is some of our dilemma across departments. It would be nice to see something less categorical. We were asked to share information about the World Health Organization. 

Anne Smith:    
Another point is the feds, this is some civic, if we find problems that have persisted over the years perhaps we can use that data to inform people locally and to inform policy makers, program implementers as we start to re-authorized IDEA and constituent groups. 

There are a lot of people talking about this; I just wanted you to think if this is worth pursuing.

Corda Kinzie:    
We found last time that some people are changing definitions to functionality and that is why we included them in there. To look at them as a group but to also look at it as we seem to be in transition moving toward functional.


Did you want to say something else?

David Noble Stockford:
I would comment from earlier, we have the capacity to collect data as we have 504 Data in MEDEMS but it is not by disability. That was determined for reasons no one recalls but made sense at the time.

Frank is looking at what other schools are piloting and using through Infinite Campus and that is real. One of the issues related to data and through this groups encouragement is the data. We are not talking of large groups. We should be able to allow individuals and families know that systems are there to support them and know who they are. Those falling through the cracks because we don't know they exist or who serves them.

We should, one, be able to explain the data and it will help the data. And resources will be necessary.
Frank Sherburne: 
We all know that what will drive this are finances. If we are not identifying the numbers correctly and showing them to Congress they question our local entitlement. Why are we receiving this money when our numbers down show what we indicated? We can't show them. If we want to ensure the flow of federal resources we have to do a better job identifying the categories. The adult resources will collapse. Resources are becoming tighter.

Corda Kinzie: 
Anne was shaking her head and giving thumbs up.

Amy Sneirson: 
This is useful to hear where everyone is in agreement. There is a lot we can't do. The definitions are stuck where they are now. Could we talk about what we could do? I hear people talking about more information they would like. We can put practical things on the table. Maybe the Department of Education could change their IEP form to encourage more reporting of disabilities. We could walk away with that.

Corda Kinzie: 
Just finishing up on the summary from last time: we made some decisions as a group. We added additional agencies. If you know someone that should be added, make sure to let us know. We (reading). 

Nancy Cronin: 
Can we turn the volume down on the computer because there is a bit of feedback and it is quiet challenging to hear and understand.

Corda Kinzie: 
David had some data last time and I believe the light yellow sheet is the data you were talking about.

Murray Shulman:
There is a Section 504 piece and I am concerned about the categories there are as many as there are children. There are not a set number of categories we can appeal to. It is a broad law about discrimination. I don't know if you want to tackle that through Infinite Campus. I think it would be interesting if we did.

George Smith: 
What is going through my mind as you are assigned the data analysis, when we constructed this matrix I hoped that along the top we would have a number of agencies. Coming down the side would be categories. In the middle we would see agencies that agreed with things on the side. What I am finding as I do more work with this, we are just adding rows and columns but there is no agreement between agencies. I believe this exercise is taking us down a path that won't get us to where we want to go.

This matrix that came out from the Maine Deaf Blind project - as part of your handout here - has a functional definitions incorporated along the top. It is a functional definition of vision loss and down the vertical is a functional definition of hearing loss.

I don't know if David opened a door when he said Maine could do its own thing. I like what Deb said when she said we could agree whether or not we could agree if a person needs a wheelchair. If we can agree if they have autism or a visual impairment might be something else. 

We could take daily living or activities from learning and reorganize along those functional definitions. Those are the thoughts that came to my mind.

Corda Kinzie: 
I am going to turn it over to George now. That is where we were going next and it went to that spot. 

John Dunleavy: 
I want to respond to what Murray said. You mentioned there are as many categories as children, I don't argue with that but I am struggling with that. When we look at functional definitions we are looking at a definition of a disability of what is wrong with a child. I think that perhaps goes against the concept of looking at the individual child achieving what they can as an individual. If we look at the federal government controlling our finances, we have to follow what their - who pays the piper calls the tune. How do we resolve that? How do we keep the federal money coming at the same time that we do something proactive? I am concerned that we begin looking at children more and more as data and as units of data and we begin to overlook the fact that we are dealing with individuals.

It struck me when you talked about there are as many categories as there are children.

Debbie Gilmer: 
I don't know if this gets at it, we were convened because of this discrepancy. The legislature is saying to get the numbers together. We need resources but we can't justify them because we don't have the data. What do we need to do to get the needs met - at the same time as addressing the data needs? Is there a way to take the functional definitions without changing the diagnoses that we are bound by to figure out who is serving what kinds of kids?
Those kids that have multiple disabilities that are being identified or being served by your departments with other labels. David can't stand in front of them and say they have deafness and blindness because they are not in the right categories.

John Dunleavy: 
Can I jump in again? The point is not that we have a deaf or blind child, we have a child. That is my point. We have a child who may have this or that disability, as long as we continue focusing on the category as primary, we are stuck. We need to think about the child first and the category comes second. Whether we change the form or whatever, we have to think of the child first. We need to figure out what they need.

Anne Smith: 
It is interesting that the cornerstone is in Individualized Education Plan, yet the focus on the individual is often trumped by our focus on fitting the individual in a category. Why don't we think of the individual and what they need to function in the environment to get equal access? That is a shift that we hope is happening. Other people are very "caught in the continuum" if you will. There is a tension between the continuum of services and ideas that Maynard Reynolds has talked about - a continuum of support. What do we need to do that? 

John Shattuck:  
David, when you are standing before the committee and they ask you these questions - they say how many children in the state are deaf blind - what do you tell them now?

David Noble Stockford:
We give what is in the Child Count. 

Debbie Gilmer: 
It is in your packet.

John Shattuck:  
You can't just refer to that Child Count? 

Debbie Gilmer: 
It is in your packet. 

Tracy Luiselli: 
Prior to December 1st we had 54.

Debbie Gilmer: 
That is the problem.

Murray Shulman: 
I think there are vehicles to approach children and determining service levels and philosophical issues around methodology - most people in the state are not staffed to do 3D grids on children. We have starved ourselves to meet the basic requirements to track our children. We are a long way from having the state government to change the paradigm. That will probably take several decades to implement. We should see where we can focus on the some of the most common definitions and adapt a common language. We can begin to talk a similar language around the children.
The categorical stuff is simplistic but it doesn't tell us about the children. I am trying to move this one step and I am new to the group but we won't resolve the issues around this table. Our mission was to provide recommendations to (reading agenda). If we can't get past alignment... It seems to be right before us and we are stuck with categorical kinds of systems that we operate from. Most of us deal with the functional stuff. Once we qualify children no one is opposed to a functional model - it makes services easier and the use of resources more efficient. It would be nice if we could move away from the broader discussions that have been around for years and see how we can work together as a group. We can all make sense of this if we move to a functional model.

Pam Dawson: 
I think part of the discussion should be how we can gather data on children that might not fall under eligibility standards but still have a disability. There are those of us out there in the private sector to give services to children above and beyond what they qualify for. Receiving agencies want to know if there is a child coming to them. We are working with kids who have a hearing impairment but don't have an IEP. The school will want to know that.

Craig Mason: 
I wonder what we want to try to do out of this is to model this grid in a multi-dimensional sort of way. Not this grid exactly. How do you get those seven kids with those 55 kids from different agencies? You end up with a variety of cells - where are those other 48 kids that you are seeing and you are not. We need to create the universe of all of the kids out there that people are seeing. Where are the overlaps and gaps between programs? 

We need to practically approach it for the first question and collect the data and build in the functional aspects and service needs that we can overlay on that. Where the service needs for the individual kids are falling through the cracks. That is what David was getting at. Out of the universe of kids let's make a five dimensional grid and see where they fall. Which agencies are missing different slices of the pie? Is someone really being overlooked or is it the criteria that you expect to see different numbers.

Murray Shulman: 
I think that is a great idea. I think we should focus on how many dimensions we 
are managing - 5, 4, 10? I will let George fend for himself on that. 

George Smith: 
In terms of breaking into groups we have two leaders who understand what we are trying to do and what we want to get out of this meeting. I think we should have Craig on one, Murray on one, and me on one. My thought was that if we can get someone in each group from as many agencies as we could, we could do what you are talking about. We might be able to make some leverage and report back.

Nancy Cronin: 
I have some problems with doing a grid like this because so many kids also have Developmental Disabilities in addition to blindness or deafness. One of the lessons is that you don't create a system for one group of kids. You make sure it fits everyone. You can use deaf blindness as a spring board, but you don't ask them to do one set for one disability group and another for another group.

Corda Kinzie: 
We want to split into smaller groups and have a chance for people to say those things.

Debbie Gilmer: 
We also have - David and the planners made the decision to start the process with the small groups of folks.

Nancy Cronin: 
I have worked with at least two individuals with autism who are deaf or blind, it would be a miss not to represent them.

Craig Mason: 
We need a bigger grid. That might be what is happening. There might be someone out there that has a chart with multiple diagnoses. They are served by that group...

Corda Kinzie: 
We need to split into the three groups.

Murray Shulman: 
I am not sure I agree with the three groups. A trinity is nice but I am Jewish. I know what happened to the first one. As a committee of the whole we might take a stab at floating a few schemas around the issue. The background is our funding which is a categorical model. One piece has to be categorical. We can't topple a system that is nationwide sitting in Augusta. So far we have two dimensions. When you get past the category a child is assigned to, you get into paragraphs which narratively describe the child. That is where you get other issues like developmental delays. The issue is to get past the first line of the IEP and get into the meat of what educators under IDEA perceive a child's issues to be. The problem is that it gets lost in our data reporting.

You get the functional stuff I am sure because you need to know what you are targeting for a child and a category doesn't tell you much. This is an ancient debate. Was higher education a category? We specialize in emotional disabilities; it was post-secondary education that drove the IDEA stuff. We have to live with that. I don't hear a revolution starting in Washington yet.
Anne Smith: 
I think there are a lot of policy documents and I would be happy to pull those together to include with the national data. There are a couple from others, state reporting data, and another was a document by Muller on why the deaf/blind count had discrepancies within it. What we do with the programs Tracy is working with. 

I think this needs to be fore grounded in an Executive Summary so we have a sense of the problems. 

Corda Kinzie:    
Tracy?

Tracy Luiselli:    
I just wanted to give you a brief history of the grid. It has been used in the Deaf Blind project that used to be the New England Center. When the federal definition came out I could barely say concommitment hearing loss. We ended up with a definition parents could not understand. The grid has helped parents understand the range and spectrum.

I have struggled with the issues of communication and motor and concept development and how that plays with sensory losses. The grid does not get to that but it relates to this morning.

In our work whether definitions or descriptors it has to be clear to parents because they are the number one advocate for their child. If the definitions are not clear to them it will not work to others.

Corda Kinzie:    
George do you still think we should break into groups?

George Smith: 
I think it is clear what we want to do and it does not matter to me how we do that.

Frank Sherburne:    
I think it would be more time effect doing it together. It is better to struggle together in on rather than three groups. We will spend time spinning wheels and better to do it together as a group.

Corda Kinzie:    
Okay, thumbs up or sideways or down? All right let's take a break and then get a list of categories.

(Participants break and then will return to session.)

Corda Kinzie: 
At the back of the room... At the back of the room there is a parking lot. You have little post-its. It is right here. If you have a resource, question or something to share you will check in at the end of the meeting. We have sugarless candy; it is on the table with the food. 

Pam Flood: 
I will bring you back. 5, 4, 3, 2... I wanted to quickly let the people who came in a little late say their name and where they are from so we bring them in. I will introduce who we have on the phone.
Cindy Husson Brown: 
Child Development Services.

Pam Flood: 
We have Glinda Foster Hill who has joined us. Glinda?

Glinda Foster Hill: 
I am with Special Education Programs. I am sorry to join you mid-way but I am happy to be here.

Pam Flood: 
Anne will come back in a minute as well.

Corda Kinzie: 
While you were away, George and Murray put their heads together. They came up with a small beginning on how to do the matrix.

George Smith: 
I will turn it to Murray first. Then I will explain (Cannot hear him/her.) 

Murray Shulman: 
This is the size group I want to control. Let me give you a background. The Bangor school department had children jump over a hurdle to get special education services. What we realize was there was a narrow bridge between regular education and special education. To get into our programs, you have to jump over the hurdle. We did some research and discovered that the issue was a funding one. For a child to get services they had to qualify. We had a number of children who could not meet the requirement could get support.

We would go through what was required so they would qualify under IDEA and Section 504 - if they did not qualify but the people on the table agreed that the child needed to access OT or PT we would figure out a way to do that. We would pro-rate it. It would bring unidentifiable kids into our programs. We heard that we would get swamped with kids we should not work with. We made them part special education and part regular education - we could get passed the identifying piece so they could access the service. 

We solved the money issue. We solved the tension around IEP team meetings. We have children using the rooms that do not meet the criteria. That moves you away from thinking of them as qualified and not qualified. We don't care what category they fall under in IDEA we look at the service needs. The door opens - if you are emotionally disabled, learning impaired, etc. There is still a functional piece that has been lost in the process of meeting federal and state requirements. That moves you away from counting beans into looking at children as individuals. That is the framework that we operate from in Bangor. It makes our meetings easier, it makes service availability easier and it keeps us legal.

We all have to worry about categorical stuff - if we focus more on the children as individuals we move towards a system of care rather than a system of rules. We meet the requirements for counting children, but the important thing for this group is to look at children and develop service models that meet their needs. Every professional that works for us does functional assessment. We need to get to that level of care with children and get passed the categorical stuff. That is why George and I ... Two minutes of semi-brilliance.

George Smith: 
I thought we could pick a low incidence category and it does not matter which one. Think in terms of functional definition like Deaf Blind project and your decibel level is at whatever level. Then think of service needs based on the functional definition and then back this way which would fill in this cell is what service could we provide. Then at that point the different agencies combine to see what services are there.

If we can do it an agreement on one hand that many agencies provide the same service and on the other hand areas where the service providers don't overlap. The break down is because the focus in this group represents an agency and we are trying to chunk up the agency but the starting point has to be the service itself and then chunk back up to it.

With that I will turn it over. I can answer questions but will turn this over to the facilitators to do the exercise.

Corda Kinzie:    
The way I would do this is having each of you in small groups to do each one of those. George had wanted different agencies together so if you are from or in the same please be in a different group.

You will have to select your own groups. How about groups of four? Select your own groups and then select a category. Right, George?
George Smith: 
Like one of the low incidence groups? (Yes) to see if this is workable I thought we would all focus on the same category of either visual impairment or deafness...

Corda Kinzie:    
Pam will chart it out.

Jean Small:    
I will do blind and visual impairment. Some of the guidelines on the blue handout would be the same qualifiers we have (Reading from the chart of on low vision - across the top of the blue sheet.)


We have a medical piece as a qualifier. 

What does not show but applies to our program is sometimes a student will have near normal vision but a syndrome or disease that will lead to a vision loss. We keep them on a case load and monitor them because of the medical implications. 

George Smith: 
What Jean talked about for starting point, take the matrix and turn it sideways, then you have functional definitions in the box coming down the left side. So the functional definitions for visual loss would be on the left side. Now based on, if we do this, we can list them out or maybe this is sufficient.

Interpreter:
How does this match up?

George Smith: 
This has degree of vision loss on the horizontal access on the top. On this box (chart) yes functional.

On this box the functional is the vertical access. We will take the horizontal access and turn it vertically so the functional degree of vision loss is going up and down on the chart.


So the functional definition is going across.

Jean Small:    
Perhaps I am confused now. I was thinking functional definition different. To me this does not explain how a student functions but as one of the measures we use to say the child qualifies.

John Shattuck:    
So what would you use as a functional definition if you picked a category like legally blind 20/200 what would you say in functional terms?

Jean Small:    
That is where it is difficult. There will be an assessment of the child. 

George Smith: 
So confusion over the term function.

Jean Small:    
I think someone used the term categorical?

George Smith: 
What is your term for those across the top?

Jean Small:    
Guidelines for service. 

Frank Sherburne:    
Those are the categorical break downs that will define. My term of functionality is more. I look at what it means to an individual. We look at how a person is within an environment.

Murray Shulman:    
These do not predict how individuals are within each area. That is the difference with categories and people. We are looking at a model of individuals. If a child is blind, someone has to come in and work with that child.

Debbie Gilmer:    
For the purpose of this exercise, without the definition, if we want to put something in those boxes going down. The functional definition is going down on the right side. If we get caught up in the narrow definition of each box then we won't get an example down.

Murray Shulman:    
I think we are back in the box on definition. We talk of functionality and O&M.

George Smith: 
So this should be functionality? (Yes)

Murray Shulman:    
If a child is blind we need to know how they manage their space and cognitive stimulation, process information. Then we need to look at...

Jean Small:    
That is dependent on the kind of vision they have and the near and distant vision.

Frank Sherburne:    
I think Murray is right though. In the vertical area they are the parameters and you are talking of the service needs. It is defining the vertical area and what it is.

Murray you are right because there will be multiple environments like home, school, etc that come into play. Horizontal is the service needs within each functional areas.

Murray Shulman:    
You are under settings and how they function in each setting. I am looking at considering the process of the information of the environment. I don't think one excludes the other.

Frank Sherburne:    
Right.

Corda Kinzie:    
Will this get us to the numbers piece George?

George Smith: 
What numbers are you trying to get to? I think it is the ones you agree on. If we do the exercise my thinking and maybe Murray’s is we would get the functionality here. Services at the top, providers on the third dimension and then agreement on the last. Give me an example of information processing issue that would require something.

Murray Shulman:    
Performance based items on cognizant tests - that is why we work on the variable side.

The service test is tied...An example, an O&M person does an assessment.

Tracy Luiselli:    
Brain Orientation and Mobility.

Murray Shulman:     
Those are areas people assess. 

Craig Mason:    
I wonder if we jumped a step ahead of where we may want to start. Going back to David’s question - why is yours 55 and yours 7. Not to minimize functionality and service, first let's get the number of kids to add up to see where the 48 kids are missing. It may be a combination of dual diagnosis or children too young or old, in education or not. 

Not the service or functionality yet but who are the kids you see or you see and why do the numbers not match up. Doing the same grid.

Tracy Luiselli:    
I think you can put the grid and definitions together which is important but procedurally it is how the information is used. We see kids with multiple disabilities and are seen as the primary need on whether to bring a nurse in or access PT. There is an issue of the grid and defining it but the other element is procedurally how to use the information in an IEP.

Craig Mason:    
We may see that seven kids looking at the DOE, as of December 1st where it says 7 but under multiple disabilities it says 3,082 - we don't know that. We have a grid of single diagnosis, and this is where it can be ten dimensional. We may see this number 7 it is one diagnosis but you may have 7 kids there and 48 kids in a different category.

Tracy Luiselli:    
What we are trying to look at is the child identifier code on the IEP so we know where those other kids are. That is made by the educational team.

Frank Sherburne:    
Are we back to counting? It sounds that way. We are full circle. We had a broad definition on where kids fall moving away from counting and now we are back to it. So is the mission on counting? We are going around in a circle. If it is counting we can accomplish that. If broader we need to know that and I don't think we will get anywhere. May be I am misinterpreting. If that is the goal I would like to know that.

Pam Flood:    
I think the idea was to move backward. That seemed to be the cleanest way to see how it works and use that to move to the next step. It may be a place to get your head around it.

Craig Mason:    
I think it is to address it.

Pam Flood:    
You were talking with...

John Dunleavy:    
The question for me is how many kids do we have in the state. Of those children how many are in the educational system, of those how many have needs beyond average or normal or above, special needs or regardless. How many kids are something unique or special? If we have those let's put it down and count them once. Then how many of them need something unique or special and then we can focus on them in their category. If we just focus on the needs you will have different numbers because of the overlap.

I think we are arguing around functionality and definition and counting. Say we have 40 kids with hearing loss, you know we need a total and that is how it makes sense. 

I would say we need to look at the total and from that kids that need something unique and then go to the chart of who and what needs to be provided. It needs to be done.

Obviously I don't think those 48 kids disappeared. They are not gone. I think it comes back to how it is counted.

Murray Shulman:
I agree with that point of view. I think if we refrain along functional lines we will be able to regroup the children and provide better guidance along the categories. The descriptors lead people to different categories. If we have clearer functional descriptors we generate better data as we describe children more accurately. That is why it works backward to allow us to peel off the descriptors of these kids. 

Debbie Gilmer:    
Okay, George now what do we do?

George Smith:
I think we are back to what our aim is again. I understood we are trying to provide David a way to explain to the legislature why we serve so many kids and the discrepancies in the various agencies. I thought that was this group’s aim. Where I am now is trying to figure out a method to proceed to get to that point where we can come up with that. 

It seems we have a couple things. What Craig suggested and what John suggested and that is one thing. Let's start with numbers. Craig said it better, but we have 7 on DOE Child Count for deaf blind and how are other agencies looking at them and how the discrepancy appears. That is one way.

Murray and I came at it inductively. Once that is filled out then the count would fall out of it. One was deductive and one was inductive.

Nancy Cronin:    
I think we have to go to what are the agencies and their kids needs because every kid is different. We are not talking big numbers but 50-60 kids.

George Smith: 
Yes. The top row of the matrix is the latest.  I put down the people served from what people gave me. It ranges from a low of 30 to a high of 22583.

Nancy Cronin:    
(Cannot hear him/her.) 

George Smith: 
I just put the data where I got it. That is our starting point.

Debbie Gilmer:    
A former colleague talked about followed money. Is there a way to look at those 7, 54, etc kids, George, using the MEDEMS identifier that comes in. Somehow everyone is pulling money from somewhere. 

This grid is not going to help any of us unless it is an exemplar. Here are 2-5 kids and how it plays out across. Then we mine that or follow the money data, either services the kids receive or something. Does that make sense? I would think that would help the legislature as well.

Frank Sherburne:    
Lynn is not here and I don't know the exact number, but the Baxter School, look at the Deaf/Blind category. It is my understanding that they serve 400-450 kids. Those numbers don't agree. It is too bad Lynn is not here but when consultants come from Baxter they talk of servicing 400-450 kids so where are they identified in this yellow matrix. I believe they are servicing that number but they are not on this yellow sheet.

Murray Shulman: 
Our theory is they fall under another category. Baxter is not saying they only serve that.

Frank Sherburne:    
What David is getting why are we funding this many programs but it is not on this count.

Cindy Smith:
They can serve a broader range which may not be under the (?)

Amy Sneirson:    
I am trying to get to the simplest way to get something concrete. It seems we are hearing this over and over again. At the last meeting I looked for the point. It looks like we are trying to beef up the numbers or make them jive. What we see is kids are only being identified under one label, one that does not capture all their needs. If the various disabilities were accurately reflected would be real and for the legislatures. The legislators cannot understand this. We can create functional definitions but it seems one way to accomplish this groups goal is to have IEP or IFSP and I know 504 is more complicated, but that they would fully reflect the diagnosis which would capture the count and give David bigger numbers which is helpful at the legislature and for us to capture who our kids are.

Murray Shulman:    
If you identify a kid with multiple disabilities you are to list that. What we need to do is get them in Infinite Campus. If a kid comes up deaf / blind you can peel it off rather than the multiple disabilities. 504 identifies broad categories. 

Craig Mason:    
Do we know if Infinite Campus contains this data in a different way so that every child can appear multiple times or is it only once and if in a multiple category you can't go back. 

Nancy Cronin:    
An unduplicated count.

George Smith: 
You only count each kid once but we would be able if everyone put in the secondary diagnosis because there would be a separate field.

Amy Sneirson:    
A different subset.

Craig Mason:    
It would go a long way, and working with schools to get the information in. There is a broader issue though relevant to David. For other diagnosis that some of us are interested in, it won't answer like Autism where the definitions are different from the medical one, some groups may see it. Education data is still the best source for Autism anywhere but the issue is capturing multiple services is an issue.

Murray Shulman:    
Even Autism is a challenge. 

Craig Mason:    
Going to Infinite Campus and training schools would go a long way to solving some of the issues. We would see the 7 and 48. There will still be problems and the numbers won't exactly measure up.

Debbie Gilmer:    
Is it possible for Infinite Campus, this would help with transition planning, I wonder if in that you could identify or have a pull down menu that identifies some categorical way of additional service providers. So you could see the student receive services from multiple providers. So they are participating in the IEP team and I don't imagine that is in Infinite Campus. Is there a way to do that so you can query the data to take to the legislature to say 200 kids insularly kids receiving these services?
George Smith: 
I don't know that could happen. You get closer to that in a CDS system.

David Noble Stockford:  
Going back and looking at the purpose, it isn't just me that is going to the legislature. Jean just stepped out. They are having a real challenge with their funding to serve children through their program. That has been discussed with others. John and his staff have looked at the curtailments that have occurred. I see that Craig recognizes that - our data is the best that the state has. We should at least have an explanation. It isn't just to send the numbers to the legislature. The system isn't working either. I spoke briefly with Ed and I am getting an email about certified Maine Care Seed. If one takes a case, one will assert that we are all paying three times.

It is a challenge for us to demonstrate that it isn't that way. I know the Commissioner used a figure yesterday about kids with PMI and I heard the legislature say on the news that is costly. It is the issue about having them pass one and know who the students are. I believe if we - in part - orchestrate the funding resources you would be surprised about what connections will be made between the families and the people receiving the resources.

Nancy Cronin: 
I don't know a lot about this. I think the data is a big crux. It would help individuals with PDD as well. We have talked about how there is a large suspicion about how Autism is undercounted - they fall under multiple disabilities. Having that data would be helpful. Does Infinite Campus capture CDS or does CASE-E capture that? If we look at zero to 21 there is another database.

Corda Kinzie: 
There are two cases?

Cindy Husson Brown: 
There is a CASE E which is the data program that they use to enter their data. There is another version for the schools that is a different program. I don't know if George can answer this.

George Smith: 
The only thing I know about your system in terms of what Deb was suggesting - you track invoices and you know what they provided. That kind of data is available out of that system that focuses on CDS.

Corda Kinzie: 
So... In order to do the numbers and also do this piece - the capturing the bigger picture - George started to get numbers from people and organizations. Do you want to keep going the same way you are going?

George Smith: 
My concern is - we are back to where I started - what people have sent me from the organizations going across the top are criteria that have added row after row. I am not seeing ... Let me just take Governor Baxter School for the Deaf - I will drop down under the category Deaf. It says Hard of Hearing. Governor Baxter School for the Deaf is in that column. It is about the fifth or sixth row down. Governor Baxter School for the Deaf says Hard of Hearing is one of their criteria.

Department of Education serves Hard of Hearing - the overlap in that box should be every agency that treats Hard of Hearing people or students in the age group that we are trying to capture. I hope that this group would put their heads together and say that we all serve Hard of Hearing kids. Here is where we agree that we serve them and here is where we diverge. As it is, I am not the one who says Department of Education's definition is the same as Governor Baxter School for the Deafs' definition. That is up to you in the fields.

In other words, we have four categories we are working on. I would like to have this set of 70 or 80 rows narrowed down to ... Or minimizes with intersects in the cells with different agencies working in there. Then we can get in the numbers. The row is the horizontal and column is vertical.

Cindy Husson Brown:
In the columns can we break it out by the age groups so we have the Part C and all of their parameters and then 3 - 5 or 3 - 20? There should be a number in the boxes, not the initials of the group - those are at the top. It might be more useful to see that Department of Education has 32 kids and Department of Labor has 12 kids. Would not that show us some of the numbers - what we are trying to get at?

Nancy Cronin: 
I think we need to define what agencies or organizations we are talking about. When I look at CBHS and I look at the eligibility on the last page you have to be (reading). I have no idea how many of those folks have ... Are within the category we are talking about. By the same token if I looked at just bipolar disorder I have no idea how many of them are deaf, blind or deaf blind. We need to narrow what we are talking about. Anyone who is deaf could be anything else.

Debbie Gilmer: 
I will go back to something I said earlier. Is it possible for someone who has access and can provide an exemplar - pick a kid or two out of the database and come back with this kind of information for us. Is that possible for the next meeting? 

Cindy Husson Brown: 
I would direct my question to George. We could extrapolate from the Child Count data - you could go to the local site and say of those 337 three year olds who were developmentally delayed - who had hearing loss, was blind, etc.

George Smith: 
Before we get there, we have five rows down - hard of hearing. If we jump down to ... One two three four... Seven from the bottom we have Department of Education's definition. (Reading Department of Education's definition of Hard of Hearing). What I would like someone to do from Department of Education and Governor Baxter School for the Deaf say if they are talking about the same kid. If they are, what is the ID number? To me that is what we are trying to get to. Or are these two separate kids because the definitions are separate. I don't think it is up to me to solve with counts until we can agree that we if we put our heads together we could come up with a set of definitions to work with. 

Murray Shulman: 
I remember years ago we tried to develop a unified release form that all the agencies could use. Do you think we made it? We did not.

Pam Flood: 
This work has not been done anywhere. We are trying to lay out some pieces. We know the challenges are there. We know what they are so what can we do. George, would it make sense to convene a small group - 4 or 5 people with George - to do what Deb said to take a couple of kids and play them out. Come back to the group and say this is where it makes sense and this is where it doesn't. Identify where they could make ground and where the barriers were. We could operate off of people who have been trying to do it. This hasn't been done before and it is our chance to do something different.

We want to move away from the categories and really look at children down the road but know that we have data when we need to go to the legislature.

Tracy Luiselli: 
We maintain a deaf blind census so the kids that we have - that were in the 50s - we know who the kids are, where they are, their parents, some of their schools and service providers. Jean and I could possibly look at that data and talk to George and say we have a kid in "such and such a town" and not give identifying information and pull out how they are identified. I am throwing that out.

Craig Mason: 
We have developed a system. I am going to put my geek hat on. We have been working on ways of linking data - statistically and with a method called double encryption. It encrypts the data on both ends. It ends up that it is impossible for the two parties to go back and figure out which kids in the two data sets were matched and which weren't. We were looking for an opportunity to try that out. They can't tell you "here are all of our kids." We can say, "Here is how many are showing up in each place."
Tracy Luiselli: 
It would help for us to look at Part C and Part B kids to see where we lose them.

Corda Kinzie: 
The small group is Tracy, Jean, and Craig and...

Pam Flood: 
George.

Shihfen Tu:
He just asked if I volunteered for the small group.

Craig Mason: 
We are married.

Corda Kinzie: 
Is she going to the meeting too?

Craig Mason: 
Yes. She is more reliable than I am.

Debbie Gilmer: 
I want to be involved.

Corda Kinzie: 
You went to the bathroom George, you are on it.

Pam Flood: 
We should generate some questions for them. That would be a suggestion that I have. 

George Smith: 
There is something else that came to me that this group could do individually. Not here. We could do it between meetings. We have the criteria from each agency listed down the side. We could have someone from each of the groups read the definitions and say "I have, in my count, x number of kids that fit this." We could look across to see if there are commonalities. That would help us sort out kids that are part of one definition but not another. That would be a good exercise - we could send this matrix out and clean out the initials. Your homework assignment would be that someone from each agency on the top - go down and read the definitions for each row and put in the number of kids that fit their definition for that agency.

Tracy Luiselli: 
What also relates - we have to have the parameters around age.

Cindy Husson Brown: 
It would simplify it.

Tracy Luiselli: 
Some agencies may go to five years and eleven months. Other kids might... At six years or 18th birthday. There is not consistency across the age parameters.

George Smith: 
Didn't we agree on the 0-20 age group? We could parse them out later.

Debbie Gilmer:    
As you fill it out you could list them in your own data if that is how they are broken up.

Corda Kinzie:    
Do you want to do that in another group?

George Smith: 
No each individual. The cells will be cleaned out.

Pam Flood:    
And people will fill in the number.

George Smith: 
If it says unique language I would put the number of kids in my agency.

Pam Flood:    
Would they look at service or?

George Smith: 
It is an eligibility criteria.

Pam Flood:    
Are you looking at only total numbers?

George Smith: 
They may fit several definitions.

Pam Flood:    
Would GBSD count them once?

George Smith: 
No for every definition.

If the kid fit within the eligibility criteria and there are 7 listed here and their kid fits each then they should put them in each one.

Murray Shulman:    
One of the definition challenges is there are escape clauses. For example a child is deaf blind unless there is another disability and that moves the kid to multiple handicap. We will run into these that default to other options. I think you need a name match and the double encryption is the neatest way to get to that.

George Smith: 
What is that?

Murray Shulman:    
My understanding is you can enter children as individuals without giving names and do a match to see if there is overlap and see if children are in that.

Craig Mason:    
Does George know he is in it?

Corda Kinzie:    
You are on the group and they will pull out two or three exemplars. Tracy and Jean and Craig and Shihfen.

Would you send out George what you want with directions so everyone would know what they are being asked for the next meeting?

What about the chart with the box - remember the big picture? Do we want anyone to work on that between now and May 14?

Murray Shulman:    
If this works we won't need that.

Pam Flood:    
I want us to touch base. Are there questions you want the smaller group to address and answer for you?
Maybe questions could be on post it notes and we would make sure the group gets those?

Corda Kinzie:    
My brain says they have something to do and the questions may not fit?

Pam Flood:    
It also may give them a chance to think about that.

Corda Kinzie:    
If you have a question for the small group put it on a post it and up here before you leave.


Also we will send out Shihfen, Tracy, Craig’s email if you want to send that.

Questions on a post it note and on the Parking Lot. If you forgot to put it up we will send out the smaller groups email.

David Noble Stockford:
Could we send that question with an email to you?

Corda Kinzie:    
Yes. So they will come to the Maine Support Network and then go to whom?

David Noble Stockford:
I will speak to them. I anticipate that one of these students are in your school district, if so, I would say what was the decision making on putting the child in that category. The other piece given a student is an 'Other', and then have people look at and say we are looking at the count, could they call you. The purpose we are looking for is a call from a colleague on what we will accomplish.

Murray Shulman:    
I think emailing each director and asking to peel out the kids.

David Noble Stockford:
We are sensitive to the fact that people are concerned about the data we are collecting.

Corda Kinzie:    
There is not asking of data from everyone.

David Noble Stockford:
The reality is that on our behalf and others everyone has access to information. It would be powerful to us in how it would accomplish another way to look at the data and aggregate it.

Diane Smith:
I would like a commitment on the double encryption otherwise there is no privacy at all. 

John Dunleavy:    
If we don't solve that issue then there is no way to provide accurate numbers. If we cannot identify the number of individuals we will be stuck. The privacy is one block. You could count morning to night and still have the same number with counting.

Corda Kinzie:    
My understanding is they take 2-3 kids and it will be double encrypted and we won't know who it is.

Craig Mason:    
My understanding is two questions, pulling two individual files and the other was linking your kids?

Tracy Luiselli:    
Prior to November 1st is the low 50s.

Craig Mason:    
So linking your data with the DOE and with double encryption the idea is you know how many kids are in both but not who. It gets at John’s point of the universe of all the kids. 

Corda Kinzie:    
So people with the information on those kids always have that and the rest of us won't know.

Craig Mason:    
And they won't even know who is who.

Tracy Luiselli:    
We would not report the syndrome either.

Craig Mason:    
There is another procedure and you could not identify any children beyond size K. It will be minimal information and prevents one child in Millinocket born in 2005 knowing who that is. You could only say it is some group of 15 of commonly used kids.

Corda Kinzie:    
With your lawyer hat on Amy does that sound right?

Amy Sneirson:    
That didn't bother me but the handful of students from the Deaf Blind project and this group. That bothered me more.

Tracy Luiselli:    
I was talking of a town generically.


That would not be known. 

Craig Mason:    
Our approach would not have anything to do with that.

Amy Sneirson:    
Yes and you would need to get a release from the family and for what prepares.

John Dunleavy:    
Also for improvements.

Amy Sneirson:    
But the family would need to know that.

John Dunleavy:    
Yes and statistical information. 

Murray Shulman:    
Would we be able to do this again or just one time around because of confidentiality or the program is not available.


We want something that is useful year to year and not a onetime shot.

Corda Kinzie:    
We are trying to use it as an exemplar.

Debbie Gilmer:    
To see if the model is workable.

Diane Smith:
The software may change. It is not like comparing apples to apples.

Corda Kinzie:    
Okay, we need to wrap it up and move on with the day. Let's do a one word whip.

You can pass and I can come around and catch you later if you want to think of a word.

Pam Flood:    
We use this to evaluate the day.

Debbie Gilmer:    
Interesting

(People quickly speak a word as they go around the room.)


Woo hoo.


Frustrating.


Complicated.


Focused.


Challenged 


Finally


Challenged 


Circular


Challenging 


Challenging


Circular


Irritated


Circular

Anne Smith:    
Iceberg.

Corda Kinzie:    
Is Glinda still on the phone? 

Glinda Foster Hill:
I am here but muted. 

I was just going to advise you not to give up. The issues of confidentiality, I am speaking from a family member view and not the government, families, I have never had a family tell me no when asked if their files could be viewed for something like this. Families want this problem solved and to get the best services for their children. When I hear people letting the issue of HIPPA and FERPA and ask your attorneys about access for more than the purpose of reporting. When families know and as a person whose information is in many databases I don't care who accesses it I just want services available when I need them.

Corda Kinzie:    
Thank you. 


See you all on May 14th.
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