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Strategic Planning Meeting for HIV Action Research Network

Community Collaboration Core (CCC) 

HIV Center for Clinical and Behavioral Studies/NYSPI and Columbia

12 Fl. Conference Room, 161 Ft. Washington, New York, NY

Meeting Notes, Friday, 9/29/2006
The meeting began with an introduction by Bruce Rapkin, who gave an overview of possible functions of an HIV action research network and funding opportunities for development of an infrastructure to support CBO-based HIV intervention programs.

Background: The CCC arranged this meeting, but a network would be broader than the CCC. (The HIV Center is preparing for a renewal grant beginning in 2008, at which time the CCC will be joined with the Center's International Core to become a Global Partnerships Core, primarily to provide resources to HIV Center researchers and promote the science of partnership in a broad range of settings.) However, this network, wherever it is housed, would be a collaboration of many different researchers and CBOs from various organizations and focus on infrastructure resources for joint projects. Researchers at this meeting are from different agencies, in addition to the HIV Center (i.e., Memorial Sloan-Kettering, Albert Einstein, Hunter College Center on Community and Urban Health)  

Discussion of what an HIV action research network could do: How should we define our program focus? What direction can we go? What demands our attention? 

Issues to be addressed: 

· Discussion of grant application process included barriers people have experienced when applying for funding. While there may not be shortcuts, any and all collaborative activities we do in preparation for submission of a grant to support a network would be noted by reviewers and be helpful in the process, whether an application is funded the first, second, or third time around. 

· If the network embarks upon a research project that involves clients, the considerable time CBOs expend to get clients to the researcher must be addressed. Can the CBOs really afford to spend this time and effort on research, as the work is tacked on to their regular caseloads? People must be paid for their time. Also, CBOs are under duress, as many have been impacted by new rules that require 75% of funding to be medicalized, and some have folded. (An "elephant in the room:" RWCA funds are going to medical intervention, creating a disconnect between this reality and what is going on in CBOs.) (It was also noted that despite all the challenges of the last 25 years, there have been successes, despite shrinking funding and growing poverty. New York has been creating models for programs with great clinical outcomes)

· There are negatives to working on "soft money." And CBOs usually don’t have capacity to continue with a program it had done with research funding.

· There is mistrust on the part of CBOs to collaborate with research institutions. Who will be holding the reins? Who will it impact, support, benefit? (There are different life spans/timelines that need to be factored in: Evaluation goes on forever, research has a beginning, middle, and an end. A CBO feels urgency, experiencing pain of the community, and researchers appear not to be feeling the urgency.)

· Epidemiological data is needed, but it takes too long to collect--need hands-on real time data. 

· There have been examples of new programs (i.e., drug treatment programs began in 1967) and after the initial hearing of client needs, programs became top-down--how to prevent that?

· Changes are going on on the federal funding level: Ryan-White is an example. What are implications?

· Government needs to be taught that the direction that RFPs are going is not helping all clients (One agency is considering turning away from government funding in order to serve their populations of transsexuals, young women, who aren't being provided for).

· There is a need for organized collaboration (Example: CDC issued RFP, and NYC would have gotten funding for meth/HIV if community had collaborated)

· Academic/research institutions don’t give out the funding. Funding has to be found from outside sources.

· CBOs are not willing to have clients as control group members, and researchers present agree--no randomized control trials (RCT) (Use new/powerful ways to demonstrate effectiveness of programs, without using traditional randomized control trials)

· One CBO: We have done two research collaborations, and we worked out boundaries, etc.--that was not a problem. Research does have an end point, but we don’t use research in all the ways we could. There is tension, because each partner does different things (well), and doesn’t necessary want to do other stuff (substantively and/or research-related tasks). It’s hard to do the tasks of the project as well as our primary work. We don’t talk about this matter enough.

· CBOs are ready to go—how could this network help CBOs to do what they want to do?

· Be careful of divide and conquer. 

Issues of organization: 

· How do we start joining our information?

· It is necessary for CBOs to have input at all stages of the process.

· Decision making: there is now in grants a category of Co-Principal Investigator, who can be from agencies where program will be carried out

· We need to know more about everyone’s programs, goals, and concerns/needs--to find   out what we need/want to do together (Look at what really needs to be done, not what the government has decided must be done) This would be our collaboration, we get to decide--dream outside current scarce funding box.

· Clients often don’t have a voice--how do we overcome that?

· Use the barter system?

· Menu approach: Opportunity to take the things CBOs are doing and try to understand them better—in a diversity of ways, with a range of programs. Do we want to do a group of projects?

· Create network to build infrastructure to address HIV and health concerns that may come along

· Resources are critical—(example: LGBT Community Center now has an EBI that DOH helped to do assessment. It took 2 years, and there were some funding gaps that slowed it down.)

· Need to build organizational capacity, so that there is something beyond the project

· Networks can facilitate access to resources.

· Challenge: to discuss what we want to do and how we want to do it—at the same time

· CBOs at this meeting have different missions, different funding streams, and still don’t know enough to go back to their own CBOs and make decision to join. We have a lot to share, but need more information on everyone else’s goals, too.

· Who is at the table, or not, is important to be mindful of. How will we reach out and involve others?

· We need to think about what we have done together in the past. Many in the room have experience working together. Prior networks of CBOs have been started, and meetings were rotated among the participating agencies, which worked well at that time. However, they've not formed a network with research before. The desire to participate in meetings like this was voiced.

· My experience has been as a funder and part of a CBO. In one project, the AIDS Institute put advocacy first, and helped us to get funding. There was an RFP and reason, a need, to do the work. 

· Being pushed against the wall, a severe lack of resources is what made us come together. We need what we need, and we need to get it however we can. Now we need to put our heads together to find resources. 

· We need an infrastructure for communicating, for networking, and for service referral. 

· We can network to partner with schools of health, public health, social work, for graduate students, interns, volunteers

· One comment: I have never been to such a diverse meeting before. To have collaboration this large, this diverse, is great. Can we get it into a proposal of some sort? (But there will always be a sense of tension and competition, and this tension is around fewer dollars now than before.)

· This can be more of an opportunity to work together than just with research grant, where agencies may have to compete. This can be a new and different entity.

Suggestions for directions in which to go: 

· Research advocacy (i.e., housing as prevention)

· Use organization as a lab to build interventions and gather new theoretical models

· We need to work to coordinate care and services.

· How can we tap into the community voice? This group could be helpful with a new way of advocacy (going to the streets doesn’t work in the same way it used to).

· Substance use--and address the issue of meth use in HIV incidence

· Primary prevention, or multi-service--these create opportunities and challenges

· Issues of prevention with positives, must address many issues, incl. behavioral issues (substance use, etc.)—co-occurring conditions

· Specific populations: HIV and aging (including continuum in terms of life span and disease), youth, women, MSM/gay men

· Many of us can be advocates for LGBT health needs--the nation needs us to do that, youth and young adult LGBT people need us to do that.

· Primary and secondary prevention

· Health or economic stressors, health disparities

· Program evaluation: There are wonderful things going on, but how to capture that to receive funding to continue to do it. Need tangibles about outcomes—also need to quantify! In order to preserve the resources of the agency, we must document what is being done. Program evaluation of what CBOs have been doing is research. Issues important to CBOs need be documented (i.e., keeping client in care). A bridge is needed between information CBO has (data) and what do with it to demonstrate its value. Also, databases need to be useful, need science to make accessible macro databases for CBOs to use

· Advocacy--could we obtain funding for that? There are political issues that impact services and need to be addressed. We need to challenge some of the decisions that are being made. (We are doing this work, otherwise we would not be able to survive as organizations.)

· Dual diagnosis. There needs to be a close connection with substance use issues and mental health issues.

· Medications--both access and adherence are important (it’s both together, and the research is needed to demonstrate that. Also, many clients are depressed, and we are not helping this problem--meds are not enough.)

· HIV is now a chronic disease, and we need to appreciate and work with that fact

· Look at new technology that can aid in research (i.e., computer terminal access by                      clients), providing real time information without draining resources. 

· Real time needs assessment, with ability to adapt with feedback

[Resources: Dr. Miller, adolescent sexual health, is a government person who goes beyond (Krauss)

Cochran is gold standard for evidence-based practice (Warren)]

Values that can/should guide our work:

1. Communities must have a real voice

2. Use of technology to inform decisions in real time

3. Everyone’s interests must have a place at the table

4. Shared reins – shared leadership - build upon capacities

5. Find the strength in our diversity - maximize opportunities for one another – support the ways that we differ

6. Stream of advocacy – use data to affect policy and give feedback to funders

7. Stream of evidence  - show what we know – make it work for us – make it real to funders

8. Stream of discovery – dreaming outside the box

9. When you teach and promote respect, you also stay true to your mission. 

10. Everything, every experience is research, testing our ideas, gathering evidence.

Feedback from Ed Trickett, University of Illinois, our resource person/consultant for the day: 

· One of the things about collaboration is how impossible it is, with issues of trust, power, conflict

· Can we find out how to disagree among ourselves? How we manage this issue is important. Honesty: how the constraints undermine the values people have.

· There will have to be compromises, based on agencies’ wishes, funding issues (More time must be spent on agency agendas; need to couple resources with agencies’ service and advocacy agendas.)

· What can agencies really get out of this process? Program evaluation skills, access to data relevant to your own funding. 

· Agency burden: What will agencies be giving up in terms of energy, time? (Robin Miller’s work* is helpful in this area)

· Opportunity: You have a chance to develop a model for national importance, both on agency and university sides. You need to track how this endeavor is developed, for pragmatic side—as a model

· This group needs to have ways of documenting the work you have been doing and will do--a science of practice-based evidence--and how to gather information on the dialogue, process, as a counter to the top-down approach.

· Suggestion: Could you have a series of funders' conferences/newsletters to address the constraints? Start a dialogue--educate funders about what they are doing to you, even with the best of intentions.

Discussion: Have there not been conversational with funders before? What would change things? Can we influence funders to give funds for our vision of collaborative research? 

· It would be worthwhile to help funders appreciate mediators that are meaningful, but CBOs are now spending all their time on funder-required indicators (i.e., number of visits, etc.)

· One model: Laurie Bauman’s program with youth in the Bronx. The internal decision makers on the project meet with funders 2-3 times a year, explain their experiences, ask for their help. Could we do that? It would be collaborative, ongoing (funders' dollars would "go farther, do better"). We could do that with both current and new funders.

· Is there or could there be a coalition of funders, maybe a spin-off funding agency could be created.

· Write counter RFPs, publish how we would we do it.

· Every report, every RFP shows CBO potential for getting funding. (Social work interns can be helpful, but need to have researchers look at/work with the current evidence CBOs have.) 

If we decide to do collaborative research on intervention programs, there are three ways to approach: 

1. Practice-based evidence (How can we demonstrate that a program is valuable?): 

We would ask the funder to retrofit research (better refine or describe model, come up with measures, think theoretically or programmatically—build together and create the science together—maybe using the network to further disseminate and demonstrate program effectiveness)

2. Building a program from the ground up: use/start with existing evidence-base (studies) to build program for current need from ground up (including generating data for population needs, capacity for your organization to mount intervention)

3. Adapting existing programs: If there is a program (like a DEBI), instead of doing it as is, we would build in monitoring and quality improvement machinery—does it work for the clients, staff, organization? Then do in several agencies and see how they have evolved (decision making, problem solving process as you go)

(Note: It is possible to do science and still inform practice and policy—whatever lessons we learn together, we’d have a way to make conclusions that don’t require RCT.)

Discussion: 

· Sustainability: When the project is over, what happens to the program without infrastructure support?

· Who would do the day-to-day monitoring of the program?

· What kind of infrastructure would be needed within the agencies?

· In order to decide what direction to go, group would need to look at what the content of their program would be (looking at products without content doesn't give enough information). Find out how CBOs clump based on their priorities (i.e, primary care, substance abuse treatment, etc.), then smaller groups could proceed with planning

· Question, "What do we want to fund in an infrastructure to enable future initiatives to evolve?"

· Possible funding mechanism: The NYC DOHMH will be announcing funding in a month or two (CDC indirect funds)—reportedly not limited to DEBIs--there should also be funding for EBIs (evidence-based interventions). There may also be funding for adaptations of the DEBIs (a CBO would be required to do them, adapt them, have fidelity, but not be required to evaluate them). We would want an evidence base, for the benefit of clients, boards, funders, dissemination to others.

· We’d like to change how research is done: for both big-picture structure and to specific needs. Many of the issues mentioned could be important projects that can be worked on long-term. We can join forces in many ways—common training needs, submitting RFPs, other resources. Research technology is changing--this would be a good opportunity to demonstrate a better way to do things--service and research together.

· In-house research capacity: Agencies and services providers do not often organize their data in a ‘macro’ way, a way that would lend it to good analyses. Existing data sources are under-utilized. We need a way to exchange/share our data. How can we exchange data among ourselves? (This will take technical capacity.) We should write to funders and in proposals about in-house experiences related to bring research capacity to your organization. A secondary benefit to having data management in house:  It shows how and why data is important and useful to staff. (This is not to suggest that research infrastructure be built up inside the CBO--they are a central service/activity, not a new bureaucracy)

· "Out of the box" thinking comes out of urgency. Like war, epidemics, etc. (i.e., "out of the box" thinking was ‘making services to addicts easy to access, ’ instead of old way that said you needed to get them to abstinence first.)

· One CBO: I will continue to maintain an internal infrastructure for managing data for research and evaluation. I don’t trust the government.

· Insulary vs. primary care. Tons of research shows that this is a dichotomy, this medical non-medical split. No one in government seems to be listening to their own research!

· There is a reason that the government does not listen to its own research. Calvary. We need to address this with the community, and unpack the science. Streamline the data and ‘trick’ the government: blind them with science.

A list of possible “To Do's"

1. Data bases – make the case why we need to harmonize and mine these – use this to draw funding (We could also benefit from data that is already there from the years of data reporting to funders-get information back from funders)

2. Surveillance = Giving voice = deployment of new technologies  - how could we do this and get it to work?

3. Defining the roles for ASOs/CBOs in the new era – what data are needed?  How can we be compelling?  How to strengthen our position?

4. Existing and desired research capacity in CBOs: Who is doing/wants to do what? What models make sense? What does it take to make this work?  How can we support and enhance this?

5. Practice based evidence – what opportunities to learn from what you are doing already – what can we do with this – what would we need to really make this pay off?

6. CBO Wish List – what do you want from research?  What data? Literature? Methods? Theory?  Training?  Etc.?  What exists and what do we need to still do?

7. Network development – our internal communications – how do we want to work together – what should our structure and schedule be?  How do we want to grow?  Documenting our process.

Feedback from Ed Trickett:

· Basis of collaboration is having an authentically shared goal (to make this work, it should strengthen everyone’s efforts--that’s where research must go)

· Uncovering elephants in the room is important part of process. 

· Which way to go: satisfy important agency needs or create a structure “right away?”

· Metaphor: school system doesn’t provide a model; they are different but have the same funding overseer.

· Question to ask/think about/discuss: What would actually be useful to you?

· Research both individual and institutional levels. Need clarification on who they are, how they collaborate with other researchers and institutions (i.e., staff, training, data, planning conferences, writing papers). 

Discussion:

· This group could include any and all academic institutions and CBOs (Examples: working with other institutions on a grant studies, work with pre- and post-doc Fellows from various institutions, etc. A model: NIMH-sponsored Families and HIV Consortium has been a collaborative effort among institutions, sponsoring yearly conferences (Rapkin, Krauss, Bauman have been active for several years).

·   Need for sharing skills or resources, with a common goal of demonstrating that the dollars are effective.

· Would like to see a practical collaboration.

· Practice-based evidence seems a very concrete way to move forward. How can that be done, and what funding resources would there be to do this?

· Possible goals: 1. Look at the interventions we are doing, 2. Elevate research, and 3. Use data people already have to influence funding and address HIV prevention and care efforts. 

· Want to get resources and also find a way to show others a way to run programs in humane and effective ways.

· Develop new models on how research can be done—want information that can be used to communicate to a variety of audiences. Need to find out what individuals are experiencing, often over time.

· Improve the feedback loops. Develop web-based real time diffusion of results, to compete with CDC diffusion—some electronic infrastructure. One that people could talk to each other. (There are changes going on, and research is slow. Information needs to be accessible more quickly.)

· Researchers roles need to be looked at and challenged.

· Categories between funding sources are different. Could identify gaps between data systems. Could we achieve consensus on appropriate categories—what should be? (i.e., age categories, same data collected over time within agency) DOH/state might be willing to broaden their requirements to include what CBOs in this group find to be important.

· One idea: Small Business Grant to develop usable databases to package and sell to forward the work of the collaborative (Exponents have done some of this, as have others)

· Some CBOs have behavioral databases; others have implementation data only (i.e., how many have gotten housing, how many have reduced hospitalizations). How to analyze the data people already have—could this group continue so that that could be done?

· What is the product? How do we create/develop the products each CBO make. If yes, how do you next move forward?

· Hold a symposium/conference where CBOs come with posters or presentations--here’s the program we would like to have more evidence on, further funding—and get feedback? 

Evaluation: 

· PPG has developed questionnaire to CBOs on their own programs and what evidence they might have. A goal for this body could be to help assess with CBOs the efficacy of their programs, for further funding.

· Good programs need to be improved so that they don’t get defunded—could use a place to come to get feedback on how to strengthen program (consultant resources, process evaluation)

· Very difficult to evaluate social marketing—but city and state require it. In this media age, download to your I pod, etc. Develop broadly poised surveillance messages with some kind of way to get information back (weather balloons). Issues: message penetration, response to new campaign

· Capacity building on process/in house evaluation (Example: The "House of Latex" program at GMHC involves a community with issues that GMHC’s program has discovered through evaluation have not been addressed, but that is a good thing for improvement).

· Need way to look at the needs, potentials, target populations, products. Then things will begin to clump, who do we serve and what do we want to do. That can inform our direction(s): i.e., social marketing, EBIs, program evaluation, practice-based evidence)

Considerations:

· Common measurement, meta-analytic data, would take time, a steering committee—to generate some common research

· CBOs may need to retool if we work to develop evidence base for programs you are doing already. It would require time, energy, staffing.

· CBOs would like help with program evaluation but would have to weigh the work involved

Next steps:

·    
Do we want a collaboration, how can we plan for a collaboration, and shall we meet again, and when? (It is hard to build a boat while you are sailing it—unless you do something more concrete it will fly away—but anything you do that is concrete, you may not want that the next time. Must stay adaptable.)

· Could there be 2 stages in deciding to continue: the first is "this is a good idea,” so that people could consult with their Executive Directors/Boards, 

· - and then should we decide to take the next step: “Community Action Advocacy Research Network”

· There was consensus on "this is a good idea," and meeting in committees (i.e., smaller groups to pursue EBI and other topics that have come up) and another meeting, around mid-November, for reports back to full group.  

Proposed committees:

Steering committee

Data-sharing committee

Community needs assessment committee 

Practice-based evidence and evaluation committee

Suggested guidelines:

· All groups should be made up of CBOs and researchers

· For the wish list: continuing resources with program evaluation

· Process point: Committees to be lead by co-chairs, one from the community and one from research organizations

· Minutes need to be shared with all 

· Other participants are welcome, clients, staff from all levels--and any new participants need to be fully updated before then attend a new meeting (must have agencies' buy-in)

· Is it useful to have government and private foundation representatives here, and if so, when? (local, state, federal levels; Gates, Macarthur, Ford, etc.)

· Meetings should rotate through different agencies
__________________________________

 SEQ CHAPTER \h \r 1Conference Overview
This Annual Community Partnership Conference has significantly advanced a number of the Core's aims and objectives. Building upon the strong base of the Core’s 2004 and 2005 conferences and collaborations, the CCC convened a strategic planning meeting with community-based agencies on September 29th to lay the groundwork for development of an HIV Research Action Network to provide infrastructure to CBOs. Conference participants were invited to participate in the formation of a network of agencies and researchers to forward mutual goals in HIV prevention and care. 

In attendance were 23 CBO representatives, from 16 agencies, two representatives from government agencies, and ten academic researchers, post-doctoral fellows, and support personnel from the HIV Center and four additional research institutions. Issues identified included need for sharing skills and resources between CBOs and researchers, need for greater utilization of data that CBOs have gathered on their client services, better evaluation designs for new and ongoing programs, utilization of modern technology to develop community interventions, increase in need for advocacy in syncronizing databases and putting in place mechanisms for greater feedback from researchers and funding agencies.  By consensus and in the practice of true community based participatory research (CBPR) process the group in attendance agreed to work together to further develop the plans for an HIV Action Research Network.
