STATE IMPLEMENTATION GRANTEE MEETING SUMMARY

CAAI PROGRAM MEETING

MONDAY, DECEMBER 15TH, 2008

DISCUSSION SUMMARY

The breakout session for the state implementation grantees focused on reviewing the state logic model and research questions and discussing what data grantees are able to report for evaluation purposes.  The following summary provides an overview of grantee feedback, clarification, and suggestions to the logic model and research questions, specifically in terms of measuring the impact of awareness activities, reducing barriers to care, training objectives, and infrastructure building and systems change.  

Because participants were generally concerned about the burden of data collection, this summary reflects the session’s focus on the data reporting aspect for grantee activities.  However, we expect additional feedback from grantees about data collection and their grant activities through January 9th. Grantees were asked to complete the worksheet on their data reporting capabilities, which was distributed during the session.  We also asked states to provide any additional comments they had about the logic model and evaluation questions when they submit their completed worksheets.

GENERAL STATE IMPLEMENTATION GRANTEE RECOMMENDATIONS
Logic Model

The overall logic model’s activities are organized according to the following categories: (1) service systems, (2) awareness building, (3) training, or (4) infrastructure building. Much of the discussion centered on the measurement of intermediate outcomes. For instance:

· Grantees asked how they should account for the number of children screened, specifically, how this measure is defined to avoid double counting. Because there is no comprehensive national database that provides a sense of the number of children reached due to the availability of screening services, such an outcome will be based on what data grantees can provide, such as how children screened are documented and by whom.

· Currently, logic model inputs include family or parent involvement under the general category of community level organizations or partners. Participants thought it is particularly important to include parents as a separate input to reflect families’ participation in awareness building and contribution to policy formation and state-level partnerships.

· Although transition to adult services is considered a service, a participant brought up her concern that adult transition is not included as an intermediate outcome in the logic model. Considering CAAI’s scope addresses early continuous screening for infants and young children as well as youth transition to adult services, the grantees through the suggestion to include adult transition as a component of infrastructure building would be appropriate. MCHB added that even though some applications focused on certain performance goals more than others, it was still important to specify adult transition within the logic model itself.

· There was also discussion about the role of cultural, linguistic, and regional disparities in access and treatment in the logic model. For instance, Alaska has a significant number of dialects as well as considerable geographic variation requiring a culturally competent approach to the development of systems of care. Similarly, Utah’s large rural and frontier portions of the state and growing Spanish-speaking population must be taken into consideration as they develop their systems of services, while Missouri plans to develop best practices training packages for communities in underserved or rural areas. Participants suggested breaking out activities and the associated outputs and outcomes to reflect targeted approaches to reaching culturally, linguistically, and geographically diverse populations. It is important to note that the individual logic models developed for each state grantee reflects state-specific approaches to improving access for traditionally underserved populations and geographic areas.
SPECIFIC STATE IMPLEMENTATION GRANTEE RECOMMENDATIONS
The discussion focused on whether the grantees can report the quantitative data indicators. For instance: 
Objective #1: How effective are the State Implementation Grants in increasing public/provider awareness of ASD and other DD?
· Grantees expressed concern about how to measure changes in public awareness, specifically whether an activity actually increased knowledge. Grantees discussed how to measure process-oriented activities such as handing out informational materials or organizing speaking panels to determine whether these activities have contributed to a change in knowledge or behavior and how to capture these data quantitatively. While pre/post tests would measure an increase in knowledge as a result of an activity, it is unknown how feasible it is for every grantee to conduct pre/post tests. 

· When asked about specific instances where states were capturing changes in awareness or behavior data quantitatively, Alaska, Wisconsin, and Utah mentioned a number of approaches. For instance, Alaska noted that they plan to conduct pre/post surveys, an internet survey, and surveys of providers when they distribute the AAP Autism Toolkits. Alaska also indicated they will be tracking the number of hits on their website accessing autism information. Wisconsin is tracking the number of referrals directing people to regional centers to determine if the increase in referrals corresponds to the distribution of the CDC’s Early Signs materials. Utah is tracking the increase in referrals to their Early Intervention 0-3 program to see at what age children are referred, and if the average age of referral changes over time. CDC added that the agency currently tracks requests and inquiries for their autism materials. 

Objective #2: How effective are the State Implementation Grants in reducing barriers to screening, diagnosis, and evidence-based interventions?
· The discussion relating to reducing barriers included a review of the research questions concerning current barriers, the local learning collaboratives, strategies to increase screening rates, improvements to adult transition services, and the data grantees are able to report. When asked about grantees’ ability to report the numbers of children served in the current state system (for example, number of children screened or diagnosed), states had mixed responses. Such information can be difficult to access because it requires a tracking system that not all grantees have. Wisconsin currently has an autism surveillance grant that may collect diagnosis information. In addition, Missouri collects data at their three different autism centers and will be working with the Interactive Autism Network (IAN) to develop and distribute a survey to parents. 

Objective #3: How effective are State Implementation Grants in training professionals to utilize valid screening/diagnostic tools and provide evidence-based interventions?

· For the purposes of the evaluation research questions, training is defined as the training providers receive (for instance, physicians, mid-level providers, and social workers) and parent or youth training is considered awareness building. However, state grantees thought it was important to distinguish training for skill versus training for awareness. Given state engagement in training activities that prepare parents to navigate the system of care and train other parents, states suggested the training component include parents and youth, in addition to community providers.

· When asked if grantees have given thought about how to measure the effectiveness of their training programs, Missouri mentioned that they are collaborating with their State Division of Developmental Disabilities to permit providers to access online materials and pre/post knowledge tests before and after engaging in the training modules

Objective #4: What types of contributions did the State Implementation Grants make to infrastructure/system changes?
· The session had reached its time limit when we got to the section of questions on infrastructure building. We explained that this evaluation is not simply focusing on the effects of grant activities, but broader systems change at the state level. We anticipate getting feedback on this section when the grantees complete their worksheets. We also used the session to start data collection on grantees’ networks of partners and collaborators. Grantees were asked to complete a short questionnaire (3 questions) about their current partners, the frequency of communication, and the type of partnership. Grantees will be asked the same questions at subsequent meetings to track the development of their networks and infrastructure building.

DISCUSSION/NEXT STEPS
Considering the CAAI legislation focuses on both ASD and developmental delays, states would like additional guidance on how to address developmental delays in their data collection.  For the purpose of the evaluation, the preference is to separately ask about screening specific to ASD and more general developmental delays screening.  However, Alaska noted that asking for ASD-specific screening assumes all states are engaged in primary screening, which is not always the case. They are concerned about developing a parallel system of care only for children with ASD.
STATE’S SUMMARY OF THEIR OWN GRANT ACTIVITIES

Because each State is focusing on different topic areas, states were asked to share a brief background about their grant activities.  Below is a summary of what they shared. 

Alaska:
· Grant focuses on expanding early identification and linking kids to time intensive intervention services.

· Recognized a large delay in time of diagnosis.

· Only one developmental therapist in Alaska.

· Partnered with Tribal Health Systems- helped interact with health providers in frontier

· Work with nurses and Part C to work with children.

· Identify a rapid responder system- parent can call in and send out a team to do some screening

· Many stakeholders in the network.

· Parent navigation system

· Media and professional education for providers and public.

Washington:

· Built on efforts started by family members and legislators

· Title V Department tagged as the facilitators of these programs

· For grant, picked parts could have strong impacts:

1. Awareness

2. Training

3. Legislative impacts

· Start by forming a joint advisory council

· Put together a fact sheet to hand out

Wisconsin:

· State had many initiatives around autism

· Title V program had not been the lead on those initiatives until this grant. 

· State Activities:

· Community of practice model: applying it to connect health and education efforts

· Statewide awareness of campaign

· Develop an electronic repository

· Regional Activities:

· Establish five regional corps teams with a liaison from each

· Year 1: Hosting 10 Regional and community trainings for providers 

· Bring in the families to regional centers to be in the workshops as changing trainings.

· WI project takes a holistic approach to CSHCN, then applies it to Autism.  

Missouri:

· Grant is housed at University of Missouri 

· State picked up autism initiatives in 2002.

· Initiatives well funded by governor.

· Enhancing care for children through medical home and incorporate families into care.

· Extension: Setting up a system to disseminate information about extension all throughout the state.

· Also implemented a Rapid Response Project

Utah:
Revolves around 4 major goals:

1. Learning collaborative for families and providers and dental practices

a. Teams = medical provider, office staff, and family member

2. Website:

a. Enhancing their medical home portal

3. Community providers capacity around early diagnosis

a. Learn the signs act early materials for child find project

b. State office of education to train five family navigators (one of which will be Spanish speaking) with family voices.

c. Enhancing ABC's of autism diagnosis for families of newly diagnosed children

4. Training for families around transition issues in the state

Illinois

· Focus on medical community

· 3 health services facilitators who recruiting family liaisons in every region.

· Impact doctors in a number of different ways:

· family advisors trained to work with doctors and providers in a different way

· Changed diagnostic process with doctors.

· Give physicians information along the way about best practices in autism treatment

· Host webinars and include data on website.

· A staff person to work on health care funding policy- working with medicaid. 

· Provide a lot of trainings and filling in the gaps

· Transition of people to adult services

· Resource centers around these activities

· Help modify the resource rooms so they are more serviceable to adults

Pennsylvania Special Project
· Raising awareness about autism in rural areas

· Created assessment and diagnostic workgroups in rural areas

· Established a central call in number to help screen autism

· Hosted video conferences around trainings for  families 

· Recruited "experienced" parents to help families in time of crisis- navigating system, etc.

North Dakota Special Project

Five goals:

1. Establish interdisciplinary teams diagnosis teams because ND has only one developmental pediatrician

2. Implemented screening diagnostic clinics

3. Followed up clinics for families

4. Ongoing tele-clinics for rural families with special research projects looking at family stressors, specifically financial issues

5. Infrastructure pieces to push forward work on a state plan for autism
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