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MONDAY, DECEMBER 15TH, 2008

DISCUSSION SUMMARY
The breakout session for the research network grantees focused on reviewing the overall logic model and research questions and discussing what data grantees are able to report for evaluation purposes.  Following introductions of the evaluation team members and all research network 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.  David Newman 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 regarding definitions and standards.  

GENERAL RESEARCH NETWORK RECOMMENDATIONS
The discussion began by focusing on the need to determine the long term outcomes/impact of the research itself.  Grantees felt that “this is the first initiative where various parties are coming together and are coordinated in their efforts”.  They expressed “how lucky they feel to be able to do this: that this funding is hugely impactful, and they need to be able to articulate how impactful it is”.  However, the discussion then centered around what outcomes/impacts would be available to measure in three years.  The consensus was that “three years is not necessarily a long enough time to have measurable research outcomes”.  The result follows:
· Grantees thought it would be beneficial to identify the essential ingredients of the proposed interventions needed to change to the way we impact kids’ lives.  For example, they thought it would be nice to figure out active ingredients in the interventions, since there are so many treatments out there, and they cost a lot of money. 

· The grantees felt the evaluation needed to look at things other than quantitative counts, like written description of activities and their impact.

· The grantees expressed fear of overpromising, specifically that it takes away from the magnificence of what the grantees are doing.  

· The grantees expressed concern that periodic reports on metrics of no or low numbers would be viewed negatively.
· The grantees felt the evaluation should narrow the number of indicators to more accurately capture impact. Their suggestion was to reduce the number of indicators to a small, meaningful number of indicators.  

· In regard to the logic model, grantees though it was difficult to make the link between the infrastructure items (like setting up the research networks) to the required long term outcomes. 

· The grantees felt it would be important to give MCHB, as well as the researchers, realistic expectations for deliverables given resources and timelines.  This would involve consideration on how to balance both goals:  making sure the research networks meet the bureaus deliverables and have a high degree of impact on stakeholders.

· The grantees are interested in developing inter-disciplinary collaborations between the networks and across programs will significantly increase awareness, dissemination and impact.

SPECIFIC RESEARCH NETWORK RECOMMENDATIONS
Goal #3: If diagnosis is confirmed, provide early evidence based interventions
· The grantees felt that Long-Term Goal #3 (understanding and providing treatment) is more applicable to the networks than are Goals #1 or #2, and want to eliminate Goals #1 and #2 on last column of the logic model.  

· The grantees found the Goal #3 indicators to be too limited.  They’d like to see the number of kids who are getting each type of these interventions, and also to know what types of interventions are being used.  They discussed whether to flesh out Goal #3 some more.  However, they’d need to stay within what can be done in the long term (within the structure of what is mandated).  (Maybe think about adding quality of life, changes in children’s outcomes as measures).
Objective #1:  Increase awareness of evidence-based interventions; (e.g., disseminate information on research, guidelines, and validated tools)
· The grantees felt it may be more difficult to separate out the dissemination activities conducted by MCHB funds from the dissemination activities using other funds (as they are most likely to be disseminating materials on a variety of topics).  This will not be the case for the other objectives.  

· Most felt that awareness is not a major activity of the research network.  

· There was much discussion on whether the evaluation could track whether the dissemination activity was geared to families or providers and if they can be kept separate.  The consensus was that they could try to keep them separate.  The groups for dissemination include:  Professionals / parents / educators.

· There is a need to make sure there is some information about the quantitative measures on dissemination.  Easy measures to collect: People at conferences, number of brochures, hits on website.

· One grantee was interested in measuring how impactful the dissemination effort was, in addition to counts.  The consensus was that we should just stay with narrow or critical indicators that are significant or that they can stand by.  

· The grantees wanted to make sure we capture other forms of outreach.  For example, presentations will be loaded onto website; Autism Wikipedia (AIR-P) will be developed; Blogging - Questions being posed in a blog are capturing more information than just looking at Website pages; webinar videos/ U-Tube type of video/grand rounds.  These types of things could ensure that every state was covered, including rural areas.  George from AUCD stated that he uses Google analytics to map which jurisdiction in the state are using their Website, how long they’ve stayed on your Website and where they go.  U-Tube metric tells you which videos are seen the most and number of hits.  This can tell us where we need to focus on the areas which haven’t been reached. 

· The evaluation should be sure to capture translation activities for LEP population groups. 

· The grantees noted that other organizations, such as AAP and NICQUE, can help in dissemination activities.  

Objective #2:  Reduce barriers to intervention 
· The AIR-P stated that we may want to add back Objective #2: Reduce Barriers to Intervention as their plans include working with the underserved, minority and low income persons.  They also plan to reach rural communities with telemedicine, videos, etc. 

· The grantees agreed that training (e.g., Objective #5) is not a priority for either research network.  

Objective #3:  Support research on evidence-based interventions
· The primary goal is to do the research (Objective #3).  The Research Networks wanted to make sure the evaluation captures the conduct of the research itself as the major focus.  Within Objective #3, a minimum of 50% of the budget is for research; up to 40% is for guideline development and dissemination.  
· Three years is not necessarily a long enough time to have measurable research outcomes.  There was discussion as to whether the group could come up with 2 measures that we know we can do in 3 years.  For example, AIR-B is doing consensus based guidelines to start.  Also, they are going to publish a literature review.  Neither research network wants to provide early release of randomized trials, as “these findings will be under a microscope.”

· The evaluation needs to capture cross-collaboration across networks, including:   Quarterly conference call between networks and quarterly progress report; AIR-P would like to utilize RAND.  Also, the networks could share assessment instruments with each other and outcomes/measures could be made consistent (such as PedQL, the pediatric quality of life).  For example, sleep and diet measures could be added to AIR-P studies. The Research Networks will develop a common listserve among themselves.  Another idea for sharing is to share proposal and funding/research priorities.  4 to 5 sites are the same between research networks (e.g., Kennedy Krieger, Vanderbilt).  A couple of sites overlap with LEND

· There was discussion as to the inclusion of Underserved Populations.

· Other indicators:  Can we look at change in minority recruitment and/or published documents from minorities?  

DISCUSSION/NEXT STEPS
Below are questions that arose during the session.  

· Can Insight provide rules for including (or excluding) dissemination activities from the evaluation? 

· Can Insight provide rules for including (or excluding) partnerships from the evaluation?  (e.g., Title V partnerships; LEND partnerships, etc).  Note: AIR-P has the 15 ATN sites, so reach is wide.

· What are the “critical” items that must be obtained from grantees for the program to be successful?

· Does Insight need to provide rules to separate the activities that are a part of the grant vs. those that are not part of the grant?

Note that we have assumed that the research networks are focusing on ASDs, not on other developmental disabilities.  
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