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Concurrent Session Template
Facilitators: Barb Purvis, NCDB & Tanni Anthony, CO

Note taker: Amy Parker, NCDB
Key points identified in session on: Early ID and Referral: Use of data; Coordination & Systemic Partnerships; Working with State Teams; Targeting Training Materials for Service Providers
	WHAT’S WORKING?

	What do we know/think is effective and working?

	· Identifying 33 kids in TN and in MO increased numbers by 75%. 
· Relationships and the use of the toolbox for planning.
· In some states there is such a strong system, like CO, there isn’t an immediate need to complete the entire self-assessment guide. It depends upon the state needs and the infrastructure.

· Barb- Distance consultation is what we are using to help states.  About half of the states have used or are planning to use the self-assessment guide and EI&R toolkit.  LA, OK, KS will be doing some targeted TA and we’ll be partnering with OH for intensive TA. We have had some mini-work groups going on. 

· Danna, from TN, our state is divided into 6 districts- we talked with the educational coordinator in the state and decided to do training in each district. Helping them understand what children with DB look like. Not falling only into the multiple disabilty only category

· Julie, in VA, we did the INSITE model with infants and toddlers. After each training,  we get a wave of referrals. We did it at a central location and we got money from the state department. Paid travel and hotel. 25 people attended. People had to apply and we selected people with the DOE and got 2 representatives from each region. Had a lot of disciplines and welcomed all providers- several related services. 
· Tracy from MA, we have done INSITE but our challenge is that our providers are so booked. We can’t get our 5 day training in.  We try to do 2 days, intermittently with webinars in between. The other tool that we are finding useful is Reach for the Stars.  People love this tool and it is very parent focused. Also, we are using an initial kid form- we get the birth date, the etiology and we put them in the count.  We follow up with the service provider to see if they want to do a full referral. 

· Tanni from CO, CHIP (Colorado Home Intervention Program), Anchor Center, CSDB, systems in CO to recognize deafblindness. We cover the state and we have a relationship with the primary sensory loss and it is put into a proactive manner with families.  We are doing a trans-disciplinary model. Newborn hearing screening- 3 months is our mean age of identification. VI has been good with early ID too.  Network in sensory disabilities at the state level so that there is good child find and family outreach. Have a MOU, if a baby has sensory disabilities, you must have an expert on the team who is a sensory specialist. 

· Lisa from IN- In IN, we did focus groups and discovered that the census packet was too daunting. IN did the one page referral form and it helped reduce this barrier and started to build a bridge for getting in the door. 

· Nancy from WA, we are a part of a larger sensory disability consortium to conduct training on how to do vision and hearing screening. Training has been done face to face but we are currently working to convert the training to online modules. 
 Can do a census only registration to help people get into the system. 
· Heather from OH, has been engaged in curriculum training. It has been a challenge for us to get administrative buy in. We use the curriculum training with VISSA, INSITE and SKI-HI to invite partnerships with EDHI groups.  In the regional hearing program, we talk about DB within the project and referral. We have some things for us that are working but our numbers aren’t changing so far.  As we are planning are we being purposeful. Traditionally we have brought our advisory group together and we have some purposeful planning.  We have representation from different systems. Design and deployment team has been our way to do policy and training, personnel prep and professional development. Screening is an issue.  We have 88 counties and that level is challenging to handle. 

· Clara in NY, something that is worth sharing is to identify 5 hospitals and we have a parent who is working with Clara and she makes those relationships with the hospitals. We talk about visual and hearing impairment. We give them the speech about working with parents slowly. We have had more referrals from social workers in hospitals. 



	How can we use our national network to replicate, learn from, etc.?
· Regina in Florida would like to work collaboratively with the network on what is working in using the materials.  


	CHALLENGES?

	What are the issues?

	· Tanni- In CO, we hit a bump and there weren’t enough VI professionals in our state. Functional vision assessment was not done before developmental assessments. Repetitive, continual built in to systems- time, data, training. 

· Brent from TX- new challenge from TX because part C is coming up with new rules for family cost share. There is a misunderstanding about what families will be responsible for. TVI, COM
· Tracy from MA- has seen lots of system disagreement about when someone should come into the identification process. 

· In NY, the turn over and getting to provide access and information. 
· Molly from NM, we have wonderful early childhood outreach services- School for the deaf and school for the blind. They are able to see families regularly. The challenge is that when the culture within either program feels these are “our kids” it can sometimes feel like there is a degree of possessiveness or competition (e.g. we know what’s best). Sometimes referral is delayed because of this culture. Breaking through that barrier and asking people to consider what they don’t know when both senses are affected is difficult. Higher caseload than 14. 
· NJ- important for families to know that there are signs that come up early and it is important to be proactive. If there is anything that catches your eye, address it early. 

· Jill Singer from VI, we have several challenges in the VI- I am the director of Part B.  For our Part C, we need to expand partnerships. We have been in transition from our PTI and this transition has impacted our partnerships and it has hindered our identification process. It has been hard impacting our District directors.

· Heather from OH- use of the self assessment guide with systems can also be a challenge because the DBP may not answer in the same way that a system would.
· The primary challenge remains identification.  You need different strategies in finding and then getting them referred to the right places.



	How can we partner to address common challenges and issues?

	· Barb- Shelly V. from Florida would like a repository of pictures and profiles of children that can be shared.
· Nancy H. -WA is doing online modules that focus on kids with vision and hearing loss. WA is creating them and will be working collaboratively with other western states on an additional module related to deaf-blindness. It will be generic for use by the entire network. Preliminary meeting about 7-8 modules that we are building on.

· Tanni- CO gives some funds to ANCHOR and CHIP to help them become “shared students” across lists. Built in the expectation with the funds so that they show up on both census lists. 

· Regina from FL- how does HIPPA effect you? Tanni, parents give permission. 
· Barb- Karl White from NHCAM- has a helpful white paper on the issues around HIPPA and privacy

· The use of products and the eligibility codes is one way to really make an impact in the identification.  Barb would like to ensure that we not only look at identification and referral, but intervention. 

· For the most part we don’t get our kids until they are 2-3. Part of the self-assessment guide, helps you target the earliest categories. 
· CO materials on the blindness side, you might get identified. Jim Jan- Good doctor’s review of CVI. Vision from a neurological perspectives. Talking about two things that have great influence Meaningful experiences in the first year’s of life in the early years.  2013 July- August for JVIB article. 

· MI updated their online updates stronger statement of vision and hearing assessment.

· Communication Matrix. Organized a Community of practice. . Dr. Charity Rowland. 
· IL ways to use our data creatively and using data within their state according to medical billing codes. Identifying certain pediatricians and audiologists.  How to target their outreach and technical assistance can be tailored to the data.

· Currently a small group is working on targeting materials for Part C Service Coordinators. Next will be materials targeted to Part C service providers. Then the plan is to move on to developing targeted materials for the medical community. Some states have already begun working on this audience. 
· What we have had for a long time is a risk list.  We have aligned this document with the national child count.  There is a column for the Medicaid billing codes.  ICD 9 codes do not automatically qualify someone for services in states.  Sometimes it is the associated codes that qualify someone for part C services.  These codes are vital for service provision and eligibility. A draft has been completed and a final version will be ready by the end of the year. This will be part of a packet of materials for Part C Service Coordinators.  
· Another small group is working on 1-2 page pieces for the Part C Service Coordinator packet. (with segments taken from an IN publication Identifying Infants and Toddlers with Combined Vision and Hearing Loss, which was patterned after Practice perspectives Identifying children who are DB and). Categories of materials to be included in the packet: awareness, impact, identification, referral, follow-up and tips for intervention. 

· Barb- In 2009, we published a white paper.  The revisions to that paper will be posted soon. This will be posted with our materials as well. 
· Barb- Early ID and referral home page on the NCDB website, there is an EI&R TA request form. This helps us track what we provide to states in terms of TA.  
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