LEND GRANTEE MEETING SUMMARY

CAAI PROGRAM MEETING

MONDAY, DECEMBER 15TH, 2008

Discussion Summary
Following introductions of the LEND evaluation team members and all LEND participants, we started the break out session by briefly reviewing the logic model that Insight had prepared, in order to lay the groundwork for discussion of the particular research questions.  Claire Wilson presented the logic model and moderated the discussion, which focused primarily on the research questions and data indicators.   Overall, the grantees indicated that the research questions effectively reflected the content and scope of their work, but they also responded with several questions relating to the evaluation, and asked for clarification on several issues, identified below.    

GENERAL LEND RECOMMENDATIONS
· The LEND grantees suggested that the order in which the research questions are listed should be rearranged to reflect the LENDs’ current priorities and activities.  Additionally, they suggested re-wording some of the questions to more accurately reflect program activities.  The new order and wording will be:

1) 
How effective are the LEND programs in training professionals to: (a) utilize valid screening tools; b) utilize valid diagnostic tools and c) provide evidence-based interventions? (CAAI Objective #5)

2) 
How effective are the LEND training programs at improving systems of care for children with ASD/DD and their families?  (This new objective includes developing/expanding leadership in the field.) 

3) 
How effective are the LEND training programs in increasing health care professionals’ and trainees’ awareness about screening, diagnosis and evidence-based interventions for ASD/DD? (CAAI Objective #1)

4) 
How effective are the LEND programs in reducing barriers to screening, diagnosis, and treatment?  (CAAI Objective #2)

5) How effective are the LEND training programs in contributing to research on evidence-based practices (e.g., screening, diagnosis and intervention)?  (CAAI Objective #3)

· Some individuals questioned whether the data will be used to evaluate each individual LEND, or whether the evaluation will be based on aggregate data across all grantees funded under CAAI.  There was concern that if we  look at activities that only some LENDs are performing, programs with a different emphasis will be negatively evaluated by comparison.  The evaluation team noted that the evaluation would be based on aggregate data.  Using this approach, the LEND program can “get credit” for the full range of activities performed and the outcomes accomplished across all grantees, rather than only being evaluated on those activities performed by every individual LEND.  This helped assuage concerns that a specific LEND would be held accountable for activities or objectives not targeted in their grant proposal 

· Regarding collection of qualitative data for the evaluation, the grantees pointed out that the final report should highlight some of the unique stories and accomplishments of specific LENDs, so that these activities do not get lost.  Many attendees felt that these stories would make for a more compelling Report to Congress.

SPECIFIC LEND RECOMMENDATIONS

Objective #1:  How effective are the LEND programs in increasing awareness of ASD screening, early diagnosis and identification, and treatment?
· There was discussion over whether to include CAAI Objective #1 about increasing awareness as an explicit objective in the evaluation of the LENDs since it is not an objective specifically targeted by the grantees.  The consensus among the group seemed to be that although increasing awareness was not a primary focus of the grants, many of the grant activities do increase awareness among the providers directly and may indirectly increase public awareness  Accordingly, participants agreed that it would be important for the evaluation to retain the awareness-related questions in order to take these activities into account.  This discussion was a major factor in the decision mentioned above to reorder the research questions to more adequately reflect the LENDs’ priorities.
· Regarding Objective #1, Question #1: On a similar note, the group pointed out that the LENDs seek specifically to increase the “knowledge and skills” among providers/trainees, not awareness, so the research question will be reworded accordingly.
· Participants recommended that we collapse two of the subquestions under Objective 1: “Which, if any specific subpopulations is the LEND targeting?” and “What are the LEND grantees doing to increase awareness in underserved populations?”  Additionally, they felt the question about underserved populations should be divided into two questions, one asking about awareness among the professionals who work with underserved populations and the other asking about awareness among underserved populations themselves.  Finally, they wanted clarification on the definition of underserved populations.  
· Under the quantitative data indicators for the questions relating to increasing awareness among underserved populations, they suggested re-wording “number of educational workshops made accessible to underserved populations” to “Number of educational workshops targeting underserved populations.”  They also suggested adding a quantitative indicator in response to the new question about increasing awareness among professionals working with underserved populations.
Grantees suggested evaluators clearly make the distinction we to whether “increasing awareness” refers to the provision of direct service to children and families affected by ASD vs. increasing general public awareness regarding ASD. They suggested re-wording the Objective 1: Question #2 to the following: “What are the LEND programs doing to increase public awareness about ASD screening, diagnosis, and early intervention & treatment?”  (The questions was originally worded as: “What are the LEND programs doing to increase awareness among families of children with ASD and the public?”)
Objective #2: How effective are the LEND programs in reducing barriers to screening and diagnosis?
· In the initial draft of the research questions, the question about the LENDs’ contribution to expanding leadership was listed under Objective 2, which refers to reducing barriers to screening and diagnosis.  Participants felt this question did not fit well under this objective, however, they also noted that leadership development and expansion is a major focus of the LENDs, so the question is an important one.  The group concluded that this item should be included under the new LEND-Specific Objective and its related Research Question: “How effective are the LEND training programs at improving systems of care for children with ASD and their families and developing/expanding leadership?”
· In the data indicators column, participants suggested we add an indicator regarding the number of pre-service and short-term trainees who undergo training in screening and diagnosis.  

· Regarding the question, “How has the LEND program expanded the supply of health care professionals from racially/ethnically/culturally diverse population groups?,” participants wanted clarification on the definitions of these terms and whether these groups are different from underserved groups.

Objective #3: How effective are the LEND training programs in contributing to research on evidence-based practices for children and adolescents with ASD and other DD?  
· There was discussion on whether the LENDs should be evaluated on their advancement of research on evidence-based interventions, since they are primarily focused on training.  Much of the work the LENDs do will inform studies on evidence-based practices, but conducting research is not the primary focus of the programs.  Additionally, participants noted that the current wording focuses only on evidence-based interventions, but the LEND programs also focus heavily on screening and diagnosis.  To address the first concern, the research question was re-worded to ask about the extent to which LENDs “contribute to (rather than advance) research.” Additionally, this question will be listed last, to reflect its relative priority to the other research questions.  Finally, instead of asking about research on evidence-based interventions, it was suggested that the question ask about research on evidence-based practices, to more accurately reflect the scope of the LENDs’ work. 
· Under the quantitative indicators, participants suggested replacing “number of scientific conference presentations” with “number of research presentations at conferences.  
Objective #5: How effective are the LEND programs in training professionals to utilize valid tools for: a) screening; b) diagnosis; and c) evidence-based interventions?
· It was suggested that the question under objective 5a be split into three parts, with (a) asking about screening, (b) asking about diagnosis and (c) asking about evidence based interventions.
NEW LEND OBJECTIVE: How effective are the LEND training programs at improving systems of care for children with ASD and their families and developing/expanding leadership?

· Under the question, “What have the LEND grantees been doing to engage families in program and policy activities, we will add a third subquestion and quantitative indicator regarding the number of family members receiving training in ASD/DD. 

· As noted previously, the research question about expanding leadership will be moved under this objective.

· One of the questions asks about medical homes, which sparked the discussion: What constitutes a ‘medical home” – what are the criteria? Grantees expressed a need to specify criteria for defining what constitutes a “medical home?” Some grantees also -expressed skepticism as to whether we can really answer this question in 2 years.
DISCUSSION/NEXT STEPS
· A major issue that was discussed at length was whether to just look at ASD or to look at ASD and other DDs.  The overwhelming consensus was that the evaluation must look at ASD and other DDs in order to fully capture the scope and significance of the work that the LENDs are doing.  In order to do this, will changes have to be made to NIRS to tease out ASD-specific activities (but without ignoring the broader yet still ASD-relevant activities)?  This question has cross-program implications and will likely need to be discussed in the context of the entire CAA Initiative in order to ensure that the databases collect all relevant bits of information.  
· Additional conversation surrounding the issue of whether and how to include ASD and other DD raised the following question highlighting why it is important to look at other DDs: when an ASD diagnosis is ruled out, are the LENDs tracking what happens to those children, such as whether an alternate diagnosis is made, and what interventions they receive?  The answer to this question provides important data on good developmental practice in differential diagnosis and appropriate recommendations for treatment. Thus, tracking outcomes for these children must continue.  
· Another major issue was what will be used as baseline data for the evaluation.  Since most of the CAAI-funded LENDs already existed prior to receiving CAAI funding, what indicators will be used to show what they accomplish, above and beyond what they were doing before, using the funds specifically received through the CAA legislation?      

· The LENDs are eagerly awaiting clarification from the MCHB workgroup as to the definition and distinction between underserved vs. racially/ethically/culturally diverse populations.
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