Centers for Disease Control and Prevention

Prevention Research Center’s

National Community Committee

Houston Retreat

University of Texas Medical Center

Houston, Texas

October 6 – 7, 2003

Attending:
Mena Hughes (UCLA/Rand PRC), Argin Hutchins (Johns Hopkins PRC), Elia Garza (University of South Florida PRC), Carolyn Harris ( St. Louis University PRC), Nedra Davis ( Johns Hopkins University PRC), Jacquelene Massey (Johns Hopkins University PRC), Catherine Haywood (Tulane University PRC), Ella Greene-Moton (University of Michigan PRC/ Co-Chair), James Patterson (University of West Virginia PRC), Sharrice White (CDC PRC Program Office), E. Yvonne Lewis (University of Michigan PRC/ Co-Chair), Annette Cook (University of South Carolina PRC), Ralph Fuccillo (Harvard University PRC), Freda Motton (St. Louis University PRC), Hank Haske (University of New Mexico PRC), Charlene Acker (University of Michigan PRC/Secretary), Rosie Perez (University of Texas PRC), Monique Barber (University of Texas PRC).
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Co-chairs Yvonne Lewis and Ella Greene-Moton called the meeting to order at 9:00 a.m.  

Rosie Perez, community representative from the Houston PRC, offered a welcome and gave some background on the Texas Medical Center.  The Medical Center serviced over 5.1 million patients in the last year.  All of the hospitals in the system operate as non-profit.  There are over 61,000 total positions and there is a combined operating budget of 5.4 billion dollars for all of the entities.  Research activities account for 714 million dollars.  The Center sits on over 740 acres.

Susan Tortolero, Director, University of Texas Prevention Research Center, offered greetings from the Center.  This Center was one of the first to receive funding in 1986, they were one of three Centers.  They had a target population of an eight state area.  The initial concept was to link with local health departments and universities.  The focus was on youth and adolescents.  There was no partnering with community at all.  The second cycle of funding brought a focus on Texas with a focus on school children, health departments and schools.  The advisory committee evolved to include community as partners and collaborators.  It became really important to get the community perspectives on all research areas.  The input of the National Community Committee is crucial in moving PRC’s toward community.  There has been $100,000 set aside at this PRC for community to use.  This PRC director admits that she has changed from initial skepticism about true partnership and community involvement and learned to embrace community.  Some Centers may be partnering in a collaborative way and some may not. NCC members are in position to have a major influence on research at the national level.  

The NCC thanked Dr. Tortolero for her comments.  Rosie offered some comments on the evolution of her PRC.  Three years ago Rosie attended the first meeting of the NCC in Washington, D.C., and brought back information about how other PRC’s were functioning.  As a result, they had a lot of people at the table during their reapplication process.  Dialogue between individuals was very helpful during this process.  They were able to work out a structure and a mission.  

Yvonne stated that the information that the results of this meeting would be shared at the PRC Directors Meeting to be held prior to the American Public Health Association Annual Meeting in November.
An observation was made about the containers in the airport restrooms that are designated for needle disposal.  Is there a drug problem here?  Rosie answered that the containers are for diabetic needles.  There is no large drug problem here (with drug use). 

The population is very diverse, including a large Latino and African American communities.  They also have quite a few Asians and Vietnamese.  Houston schools are 56% Latino and 30% African American.  There are few racial problems.  Schools do not offer sex education as it relates to prevention, but rather they are abstinence focused.  Clinics can provide some services to schools because they are right across the street.  Partnerships are critical to this process.

Members were asked to introduce themselves and share some highlights on the work that they do.

Yvonne Lewis gave some history on the University of Michigan PRC.  She is the Executive Director of Faith Access to Economic Development (FACED) in Flint, Michigan.  FACED is a faith-based community-based organization that provides services to members of the Flint community.

Annette Cook represents the University of South Carolina PRC whose focus is physical activity and was funded in 1999.  She works for the Health Department and is chair of their CAB.  Annette stated that the idea of full community involvement has not been fully embraced yet.  

Ralph Fuccillo represents Harvard PRC.  He is the Executive Director for Foundation Teaching-Research Community Service.  This is a partnership to eliminate health disparities.  He is the chair of the Community Committee.  The partnership includes New Hampshire, Massachusetts and Maine.  They recently held their 1st Annual Community Committee Day.

Sharrice White is a ATPM (Association of Teachers in Preventive Medicine) Fellow, Community Relations, from the CDC.  Sharrice provides technical assistance to the National Community Committee. She will be conducting research on the issue of “Trust”.  Sharrice is also working on the Examining Community Partnerships for Prevention Research Project, which offers perspectives on community based prevention research. **(A copy of the report from this project was distributed during this retreat.”

Reverend James Patterson represents the West Virginia University PRC.  Rev. Patterson chairs a partnership of African American churches in West Virginia, which has a 3 ½ % African American population.  As a result of information that Rev. Patterson has received during his tenure with the NCC, he persuaded the W. Virginia PRC to change the name of the CAB to the Community Partnering Board.

Ella Greene-Moton is the Assistant Director of the Flint Odyssey House Health Awareness Center, which is a component of the Flint Odyssey House Inc., a therapeutic drug treatment center.  She is a member of Community Campus Partnerships for Health and current chair of the CAB of the University of Michigan PRC.  

Catherine Haywood represents Tulane University PRC.  Catherine is a member of a community group called Women with a Vision.  This group focuses on women’s issues. Catherine also works for the University, but sits on the CAB as a community representative.

Jacquelene Sharp-Massey works on youth issues for the office of the Mayor of Baltimore.  She sees the Johns Hopkins PRC in transition.  She has been a member of the CAB since 1998 and works with youth, ages 16 to 21 who are not attending school.  She is also a member of the Workforce Investment Board.  Every year they find employment for 5,000 youth.  Their program is ready to work with the PRC.

Nedra Davis is the community liaison for Johns Hopkins PRC.  She has been in this position for five months.  Johns Hopkins PRC was not funded for the next cycle.  They want to learn and redevelop their PRC in order to rewrite their grant application.  She also works with the youth board.

Carolyn Harris represents the St. Louis PRC.  She was working with a Senior Center, which had concerns about residents and issues of cardiovascular disease, malnutrition and obesity.  She had coordinated a Walk a Thon for the Center and is interested in information about NCC.

Elia Garza represents the University of South Florida CAB. There are many migrant workers and many different cultures in this region. Their PRC is interested in specific health issues of this group and have focused special attention on eye injuries of citrus workers and injuries.  Elia works for the Health Department with a March of Dimes program for pregnant women who do not receive prenatal care.  She is looking for ideas to get community more involved.

Argin Hutchins works for Youth Violence Prevention and has identified no mechanism to sustain anti-violence activities.  He is working on his PhD. in Public Health.  He feels that his work can help bridge the gap between research community and other communities.

Mena Hughes of UCLA/RAND works in adolescent health promotion and teen pregnancy prevention.  She thinks that being in Los Angeles, the partners there need to be more committed to the community.  She is interested in taking home ideas on how to do this.

Freda Motton represents St. Louis PRC.  Freda is a community liaison and program coordinator for several community programs.

Monique Barber works for the University of Texas School of Public Health Center for Health Promotion-Healthy Passages as the community liaison.  This is a fellowship associated with Project Define.

Nancy Murray is University of Texas Scientific Coordinator.  Her research area is obesity, smoking and dissemination of school projects.  

Hank Haske represents the University of New Mexico CAB and the Navajo Nation.  The focus is on Native Americans communities and health disparities.  He is really interested in addressing the problem of diabetes, which cuts across racial and ethnic lines.  He feels that we need to approach prevention by being sensitive to cultural differences.  This is the way we will gain support from the community.
Rosie then facilitated an “ice-breaker.”

Yvonne reviewed the contents of the retreat folder.  Ella reviewed the Regional Structure, which is patterned after the structure of the Project Define. **(A copy of the Regional Structure was distributed on day 2 of the retreat.)

Yvonne distributed a copy of the Leadership Structure of the Prevention Research Centers (revised February 20, 2001).

The NCC noted the structure.  

Initially, for the development of the National Community Committee, Center Directors were asked to send a description of their PRC and submit two names of people who could serve on the NCC to represent their PRC.  PRC Directors were asked to support the representatives so they could attend NCC meetings.  Since there was little additional money available, it was believed that the regional structure could move the development of the NCC forward.  Regional Directors volunteered during our first formal meeting in the 2002 Chronic Disease Control and Prevention Conference.  Responsibilities for Regional Directors were put in draft form for review at the February 2003 Chronic conference and be further developed during this retreat, as well as a schedule for conference calls.  

A description of the Examining Community Partnerships…grant that was written by Community Campus Partnerships for Health (CCPH) and other partners, to the Centers for Disease Control and Prevention was shared.  The purpose of the grant is to identify and synthesize the work of partnerships within the community.  NCC was one of nine groups who were involved in this project.  Yvonne and Ella represent the NCC for this project.  This is a two-year project, which during the first year, generated seven reports.  The information in the reports has been collapsed into two major categories: 1) Training and 2) Policy. A training curriculum will be developed to help bridge the gap between universities and communities. 

Sharrice stated that a peer review component is being discussed to include in the curriculum in order to facilitate the process for more community members to participate on peer review panels.  In reviewing the concepts for developing the relationship between universities and communities, it was discovered that, many times they are not that far apart in thinking regarding training, however it is a matter of how things are done to accomplish the goal.  There may be more opportunities for NCC community representatives to be involved in the process.
Rosie stated  she feels that it is very important for representatives be involved as peer reviewers.

Reverend Patterson stated that involving community people in the review process is good.  National Institutes of Health (NIH) has community people on review boards.  This also relates to the policy side.

Freda wondered about the Review Summary Statement. (This is regarding the review summary providing feedback to the PRC regarding their proposals.)

Yvonne stated that we have been careful not to identify PRC Directors who were resistant to the community being involved in a strong way. They all have different perspectives and it would be unfair to indicate the Centers without detailed explanation, all of which we do not have to give.

Ella stated that it is important not to alienate Center directors who do not fully embrace the concept of more community involvement.

Argin stated that his PRC has to really engage the community and has developed a list of points to address, based on the report from their reapplication for funding. This will use be used to build upon the process for resubmission during the open competition phase.
Yvonne said that the PRC logic model was provided and can really help centers that did not get funded. **(A copy of the logic model was distributed during this meeting).

Community is in the forefront of the logic model and community is infused throughout the conceptual framework and has to relate to outcomes.  We need to make sure that we are involved in policymaking process as well.

Sharrice informed the group that Research America! is interested in providing more training to the NCC.  She asked if the NCC would like to do a repeat of the training that was held in July or do they want more advanced advocacy training?  One of the reasons for this discussion is that there is a need to think about how to approach policymakers.  The addition of Prevention Research Centers will reduce funds to the originally funded Centers.  Conversation can begin on issues to collectively use as power base to reach many parts of the community.  NCC members voted to have additional advocacy training due to the fact that the information that would really help members to approach policymakers was not well retained by some members and were too brief.

Prevention Research Center’s Community Advisory Boards are structured very differently.  Different voices from the community should be represented on NCC.  This will help maintain the focus on prevention activities.  There is a need to keep community engaged while programs are being carried out.  Leadership development should be addressed.

Hank stated that in addition to IRB’s, the Navajo Nation has a research review board.  This allows researchers to go into the community and ask permission to do research.  Outcomes must come back to the community.  This ensures that exploitation of the community does not occur.  This is a tedious process, to be sure, but outcomes are good.  

Can we come up with a collective statement to PRC Directors?  A research agenda needs to be established as well.  This group also needs to explore if there is language in legislature that addresses appropriations for special populations and balance it out to benefit all partners.  Is there a formal relationship between the PRC Steering Committee and the NCC?

Yvonne answered that at the PRC Steering committee meeting it was stated that there should be a community person at level of the PRC. The suggestion was put forth that there be a community representative as co-chair of the Steering Committee. This recommendation has not yet been presented in a full PRC Director’s meeting.   Should this supported by the Center Directors’, the process could about one year to implement.

Ralph stated that preparedness on bio-terrorism has removed the focus on prevention.  A statement is needed about our focus as prevention. 

It was mentioned that the Chronic Disease Conference is to be held in February 2004 in Washington, D.C. Perhaps a training conducted by Research America! could be planned during this time.

The discussion resulted in the development of another subcommittee, with the title of Content.

The committee then “broke out” into three subgroups.
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Ralph Fuccillo

After the full group reassembled the following reports were given:

Mena reported that the Content committee has assigned themselves some tasks.  They want to tell the story behind prevention research.  It is important for the legislature to see the “story” behind the numbers.  They will develop a statement of purpose. *** The results of this report will be put into a power point presentation to be disseminated at the PRC Directors’ meeting by the NCC co-chairs).

Yvonne reported that the Fund Development Committee developed a purpose for the committee, described the purpose for proposed resources and PRC support. *** The results of this report have been put into a power point presentation to be disseminated at the PRC Directors’ meeting by NCC co-chairs).  
Ella reported that the By-laws committee felt that a name change was appropriate.  The name Policy/Procedures/Operations sub-committee better describes the work that this committee will be engaged in.  It was decided that developing NCC Guiding Principles should be one of the first steps to move NCC toward a more formal status.  A vision statement and a mission statement (draft) were developed by this group.  This committee asked that members look at these two statements and offer comments or proposed changes at a later date.*** The results of this report will be put into a power point presentation to be disseminated at the PRC Directors’ meeting by NCC co-chairs).
Further discussion was held relating to the proposed activities of the subcommittees.  An interesting point of view was expressed as it relates to the financial relationship between the NCC and the PRC.  It was noted, “NCC currently exists under the ‘controlled courtesy’ of the PRC.”

Professional development of CAB members was discussed.

Rosie elaborated on the development issues.  She feels that the committee can become experts in community advocacy through education and training.  NCC members should reach out to other states, whether they have PRC’s or not.  We should extend a hand to organizations that are interested in addressing the quality of life for its citizens.  A focus should also be on minority populations and health disparities that exist in these populations.

Jacquelene wondered if there is a timeline for 501c3 application?  The answer is no, but work has already begun by pulling information off of the Internet about the process.

Hank suggested that each state representative do an outline search of requirements for establishing 501c3.  Use of the most restrictive requirements would cover all situations.  Guiding principles should be obtained from the National PRC office.  A draft can be developed to submit to our PRC’s.  

Jacquelene suggested a partnership with a national organization that has the same agenda as the NCC may facilitate the use of said organization as the fiduciary agent for NCC.

We need to explore the pros and cons of becoming a 501c3 organization.

Rev. Patterson suggested a book in the “Dummy” series on application process for 501c3 could be reviewed..

Nedra offered to bring information about the international CAB she has been a part of. NIH has a community development program.  Each Center has a community budget.  We need to make sure that the Centers share the reapplication information with CAB members.  We need to make sure all Centers have this information.

October 7 ( 7:30 a.m.-12:00 p.m.)

Ella Greene-Moton and Yvonne Lewis called the meeting to order at 7:30 a.m. 

Reverend Patterson offered a prayer.

Yvonne asked members check their calendars and a conference call was set for Monday, November 3, from 1:00 p.m.-2:30 p.m. EST.  Sharrice White will send conference call information prior to the meeting.  Additionally, a conference call for Regional Directors will occur from 12:00 p.m.-1:00p.m. EST.  Sharrice will coordinate this call as well.

Yvonne suggested that Susan Tortolero be invited back to this meeting to review outcomes of this meeting.  It was felt that she would be able to give positive feedback and be in a position to “help sell” the ideas to other Center Directors.  

A debriefing was held as it relates to information developed and shared at the previous meeting.  

Jacquelene said that the process worked well.  It was “free flowing.”  Much work was accomplished.  People demonstrated commitment.

Rev. Patterson wondered if we were too cautious in our 501c3 discussion?

Ella stated that after hearing Ralph’s comments, it moved the committee toward doing good investigation of the issue.

Argin pointed out that the Congressional Black Caucus made sure that they would not alienate their constituents during the process and we should follow that model.

Rosie stated that she is eager to go for the 501c3 as well.  It will involve a lot of work and travel.  It will benefit the committee.

Ella asked that the committee consider adopting a different leadership structure.  She proposes that, since Yvonne has been with the project since the beginning, she should be the chair and Ella serve as chair elect.  The following year Ella would move into the chair position and someone from the committee would be nominated as chair elect.  This would provide continuity and provide time for others to learn the process.

All felt that this was a good process.

Rosie asked how soon we should move into the committees of the steering committee.  

Yvonne said that Center Directors may want to make some recommendations of how to engage NCC representatives on steering committee.  

Hank stated that we should think long term when we think about 501c3.  We are advocates for people who do not have a voice in research.  There will not be any severance of relationship with PRC.  This will reinforce partnership.

Those Centers that had minimum contact with their communities were sent a message by not being refunded.  Hank is all in favor of 501c3 application.

Yvonne stated that there is preliminary work to be done in the area of development of the 501 c 3 and we need to continue the work we are doing now.

The PRC National Steering Committee has four sub committees.  Rosie Perez and Reverend Patterson volunteered to serve on Research.  Freda Motton volunteered for Communication.  Mena Hughes volunteered for Program.  Argin Hutchins and Catherine Haywood volunteered for Policy.  It was suggested that there be two members of the NCC on each committee, one standing and one as an alternate.  Since other members, who are not present, may want to serve on committees, this discussion was closed.
Yvonne asked the question “What kind of legislation is in place that this committee could influence?”  

Mena voiced concerns that a 501c3 may be a disadvantage to us and distance this committee from the PRC.

Ella stated that there was some hesitation when the subject first came up.  We need to “sell” the idea to the Centers.

Hank stated that this “voice” is very effective.  He has observed successful groups who really impact policy.  The President should call a summit on research.  This would allow people to express their feeling regarding research.  It will also give the committee a stronger relationship with the PRC’s.  

Jacquelene said that if there were a grant, specifically for this entity it would be a good thing.  There should still be a budget from the PRC for the NCC.  We need to write for a small grant while working on the 501c3.

Yvonne asked that the group reach a consensus on the need for a 501c3.  All members agreed.  

Many things need to be worked out, but Yvonne and Ella can go back to Center Directors with the idea.

The incoming chair of the PRC Steering Committee is Geri Dino.  The change will occur in February at the Chronic Conference.  

Yvonne asked NCC representatives to encourage Center Directors to send the same people to the NCC meetings.  This will also bring about continuity for the group.  It is understood that some Centers may not be refunded and cannot send representatives. However, if they consider the possibilities it may still serve them well to send representatives to the February meeting.
Elia asked how does the work that the NCC does “trickle down” to communities?

Rosie explained that we take the information back to the individual CABs and then the ideas get translated into the community projects.

Charlene, I am not sure of the context of the following statements.  Was there additional information that can be included to clarify?

The next conference call we will find out what communities feel about the concerns (What concerns were we talking about?).  We are meeting to inform and educate community on what is happening at the National level.  PRC Directors will have a conference call before the end of October.  

Question: What do we need to do, what will be the process and who will be involved in the 501c3 process?

Answer: There should be a sub committee with the main facilitators from the Policy/Procedures/Operations (PPO), Ella, Fund Development, Hank, and Nedra who will provide information from the global CAB.  Both committees will be working on this.  

Question: Would everyone send questions and concerns to Sharrice?  If you identify funding opportunities, forward them to Sharrice as well.

We have to have our own resources.  Keeping in mind how the CABS are structured within the PRC, we can develop the NCC to become an asset to the CAB. Those conversations related to structure influenced the RFA.  

Sharrice shared information about the web board.  It is an open web board from Directors, information is already posted.  All meeting minutes, conference opportunities and an open chat line are available to NCC members.  The web address is www.cdc.gov/prc.

The summary of the retreat will be available to all representatives. 

There was a discussion on Regional Directors.  

Sharrice recommended that the steering committee put an orientation packet together.  

(Were the following bullets recommendations for the packet or were these functions of the Regional Director?) 

· The Regional Representatives need to know how the committee works and the structure.

· Contact NCC members from your region to give information, dates, conferences

· Follow up on information and making sure all members get the same information

· Establish a list serve for members in your region

· Willing to assist with some area of National planning, when necessary

· Prepare community people to sit on peer review

· Orient new members

· Provide support and guidance to NCC Co-chairs

· Consider sitting on committees or recommend someone who can

· Ethical/Cultural respect issues further facililitated by NCC Regional Directors

Annette stated that she would like to bring on a community person from South Carolina to the Chronic Conference. It will be very important for others to know how the committees work and feel comfortable with sharing information.
We need to keep in mind that the PRC cannot discuss who was funded and who was not.

The Chronic Disease Conference will be held at the Marriott Wardam in Washington, D.C. on February 18-20, 2003.  Sharrice will get the information for the meetings of the NCC at the conference and share with the committee via email.

Agendas will be sent out in advance of the meeting.  

A discussion was held for representatives that may be interested in sitting on committees to plan the 2005 Chronic Disease Conference.  These representatives should be prepared to meet immediately following the 2004 Conference.

A newsletter was discussed and contact will be made with those interested in participating.  Argin has plenty of pictures and a useful format.

There was discussion on what representing your community really means. Additional insights needed here. 

Individual members gave final thoughts about how well the group felt that the process worked.

Special Note:  Charlene Acker, NCC Secretary has copies of all documents that were distributed during the meeting. Unfortunately, all documents are not available in electronic format.  Therefore, if you would like copies, please email a fax number to Charlene and she will provide you with the documents in a timely manner.

Respectfully submitted,

Charlene Acker, Secretary

National Community Committee

