CAAI Kick-off Meeting – Breakout 3 – LENDs 


1. What outstanding issues would you like addressed in future in-person and electronic grantee gatherings to maximize the success of each program and the network of LEND programs?

How we balance the activities of the LEND programs who did / did not get the funding?

Also the relationship between ASD and other DD, and how critical that may be to the future of funding for more than just autism, and how this project can be a catalyst for funding for more than just autism

Funded programs are going to be expected to collect more types of data. This is difficult b/c some data is already collected and submitted to NIRS, but some new data may need to be collected. The problem is that the non-funded LENDs are already counted in the funding by MCBH for their expenditures on autism work. If the data doesn’t become too burdensome, it makes sense to collect data from all programs, then make the argument that with more funding, these numbers would improve over time.

There is an issue with the number of meetings. Is there any way to connect this meeting with other AUCD or LEND meetings, to reduce the number of meetings necessary to attend? Also, since LEND is the largest of the programs in CAAI, need to be aware that the LEND doesn’t take over the meetings. Suggest pre- or post-meeting day, tacked on to other required meetings. Need to balance the number of days that attendee can be out of the office, or days away from family during weekend conferences – it is difficult to balance these in a way that keeps everyone happy. We try to rotate between weekdays/weekends, pre- or post-meetings, to find least objectionable options.
Back to the funding – we don’t want to create a split within the LEND network; we want the entire network to participate in this. Once we are going in that direction, then data collection and other things go from that principle. Conference calls, webinars, etc. should be accessible to all. 
It would be good for the Bureau to show a wealth of information for Congress. If the data looks good for non-funded programs, there may be a possibility that others may see it as unnecessary to increase funding to those who had not previously received it. 
It is important to package this in such a way that the whole network is involved in the project, and funding is connected to the whole network rather than the specific numbers of programs. It is all about ASD and other DD, and that is the unit that it’s going to be looked at. 

There were bad feelings in New York where 2 LENDs go funded, and one did not. There are definitely resources that the non-funded LENDs have to offer, and must be involved. 

As a non-funded program, we appreciate being part of information sharing, as there are things that we can do even without the funding that can affect the entire network. We need to find a way to share presence at conferences with both funded and non-funded programs. We continue our plan, whether funded for ASD or not. The difference between funded and non-funded has stymied some of the processes we have worked on. We’ll figure it out.

It sounds as if at the regional level, it’s important to keep everyone involved and share information. It’s also important to move on an advocacy level to get as many programs funded as possible. Q: In a regional way, is there a way to share information between programs that got funded and those that did not, for example through regional meetings? A: We don’t have the financial resources for such at this time, but if it becomes available, we could certainly look at that.

Let’s move the discussion to ASD and related DD – what elements do you see there? We need to constantly remind people that it is ASD and DD. That language was strategic, not a tack-on, and it would behoove us to keep that at the forefront. We have opportunities to do that with state teams around Learn the Signs. Act Early.  
Q: do we have 2 separate reporting systems in our NIRS database? ASD / DD needs to be clarified. Also, it would be important for non-funded LENDs to report on their ASD activities. It is important to clarify ASD and other DD. Be aware of the classification of DD with adaptive abilities, someone with a high level of ASD may not be DD. There is a difference in different programs and states in classification.

In 3 years time, we want to have something to further the cause of ASD and other DD, not just AD. This project should further a greater causes. 

In terms of autism, it is an issue of differential diagnosis, so that should be always weaved in. We should be considering this in terms of training differential diagnosis – that works for ASD and kids with other DD and behavioral challenges as well, and document some of those overlaps better than the either/or language. In NIRS, the data could be selected as ASD, DD, or both. 
Back to the federal definition issue – what we’ve discovered, there is a substantial number of people with IQ’s above 70 or 100, but functional IQ is under 70 on the Vineland, so would meet the federal definition.

We’ve talked about sleep disorders, seizure disorders, and picky eating issues that are addressed in ASD, that overlap other disabilities as well.

We should be thinking ahead to what might shape the next generation of LEND grantees, to be prepared that there may be a general lack of notice of other DD. It used to be mental retardation, and largely because of advocacy did it move to neuro-developmental disabilities, then DD, and this will come back again if we focus solely on ASD. Attendee – we are talking about adaptive functioning, and IQ, and that really is DD. In our training and other initiatives, I hate to have cut-offs, we should be capturing that sort of issues in our data and approaches. There is a lot of focus on high-end abilities, not as much on significant problems such as SIB, nutrition problems, sleep disorders, etc.

Facilitator – what I hear is that there needs to a strategic focus on ASD and other DD. We also need to be aware that to ‘rule out’ ASD doesn’t ignore the possibility of diagnosis of other disabilities. We are the keepers of the flame that DD is a part of all this, the spectrum is not a homogeneous grouping – it is across the spectrum. Trainees are prepared to deal with the spectrum. There needs to be a balance – the autism community needs to see us as experts in this area, as well as communities of other disabilities need to see us as experts in those areas as well. 

Is there written rationale to why we view this as linked? It might be helpful to us in conversations in our regions. This would be an interesting white paper or position paper – discussing DD and ASD and how those 2 relate. Agree that position paper would be helpful on these issues, as these are issues within the states. You have to deal with the whole system, you don’t want to deal with something so isolated, so as not to create a separate system for each disorder. And yet, there is a place for single-issue disorders within the system. We hope to see the LENDs as part of the response to that. It may be a good project for those 6 resource centers to come up with guidance.

Lee Grossman mentioned this yesterday – we need to look at the broader issues that deal with all services – employment, housing, healthcare, etc. These affect all people with disabilities. The inclusion or omission of just a few words in legislation makes a huge difference.

Do we know the resources needed, or the cost, to provide services to all people with ASD in a state? Research in controlled settings does not translate so easily into the real world, and we need to know the capacity to deliver this at scale.

I’m not so sure that the LENDs are tasked to that – we are tasked with the training and leadership to address those issues. Need to be closer to the community based systems to ramp that up. The closest we come to that is in the Act Early summits, when you are bringing together the players who create the systems to do this. 

2. As LENDs, operating in the context of your university, community and state, what do you think are the greatest opportunities for impact that this initiative affords your programs? Or put another way – how can LENDs best leverage the federal funding investment to make a significant difference in your state and region?

Collaborating with the research centers, who are worried about numbers and diversity in the subjects they were looking at. How might LENDs contribute to the research effort?

Particularly because of our work with the RTOIs – access to subjects is always improperly addressed in the research projects, groups don’t have enough access to subjects. LENDs have access, and it is something you may want to think about. IDDRC’s discussed creating patient and subject registries, and wanting to expand that beyond the IDDRC’s, and discussed extending that to the LEND’s. Research and access to populations means student work and trainees administering protocols, etc., so there is some opportunity.

What LENDs have access to AIR-P or B? A few. Formalizing that, and making it available to the larger group, would be helpful.

This is another emerging trend, of synergy, getting something from different categories that can mutually reinforce levels of effort and grantsmanship. Experienced, knowledgeable professionals who can provide beta testing, etc. 

3. What resources or assistance does your program need to overcome potential barriers (state, regionally, and nationally) or challenges so that it can maximize its success?

TA / MCH

Share who has developed curriculum, who has developed various things, so we’re not always working on the same projects.
Access to these things without becoming a member or logging in or whatever. However, we don’t want curriculum modules in draft, to go out to the public. We need a way to ensure careful access. Suggest access to all within CAAI to have access (not just LENDs).

Not just access, but also review of materials, to make sure that it is user-friendly. Parents can review to note usefulness or family-friendly-ness of resources or materials.

Keeping calendar, so we know what is happening across the country.

Module/curriculum/materials/practices – will only be as rich as folks provide to be shared. Lean toward being less critical, and share more openly, so can better identify gaps that needs to be addressed.

Need comments and remarks without folks feeling like they are getting drilled publicly. Opportunities for comments posted, where developer has opportunity to respond to questions and comments of others.

In regional meeting, no sense of who is taking leadership role of who is getting that regional group together again. We need someone to guide regional communication. Maybe more helpful once there are more statewide demonstration projects.

Ideas for future meetings
Appreciate opportunity to have meetings with variety of activities. 

Updates in regional planning – what worked, what didn’t. 

Session of goals of autism act – sessions on each of the goals.

May be helpful from folks who will be doing the summits, to hear from folks who have already done them. 
Autism curriculum development – would it be helpful to conceptualize trainings like Guilford’s cube? Need to organize how information is shared on the web – need schema to organize information so it is more accessible to other people.
Feedback on bringing trainees to such a meeting? It would make it a bigger meeting? Consensus to bring trainees who get a new perspective, take information back, maybe have their own group to help provide feedback on improving training programs.

Association of Teachers of MCH (ATMCH)
