APPROVED BY TLCD – 01/08/01

TRIBAL LEADERS DIABETES COMMITTEE
Meeting Summary Radisson Hotel -Albuquerque, NM
 May 31,2000

TLDC Members Present: Alvin Windy Boy (Co-Chair), Dr. Nathaniel Cobb (representing Dr. Kermit Smith), John Pipe, Joseph Gladstone (representing Muriel Segundo), Buford Rolin, Dan Simplicio, Patricia Martin, Lisa Brown (representing Judy Goforth Parker), James Adams, and Mike Jackson 

NDPC Members at the Table: Dr. Kelly Acton, Dr. Sally Davis, Dr. Frank Vinicor, Lorelei DeCora, Yvette Joseph-Fox, Birdie Sanchez, and Marla Jasperse
TLDC Members Absent: Dr. Kermit Smith, H. Sally Smith, Dr. Judy Goforth Parker, Muriel Segundo, Charles Murphy, Jerry Freddie, Rosemary Lopez and Judy Roy 

Others in attendance: IHS National Diabetes Program: Lorraine Valdez, Gwen Hosey, Althea Tortalita, Gloria Lucero, Cheryl Wilson, Mary Tso, and Elsie Casiquito, CDC: JoAnne Pegler, Kathy Rufo and Donald Betts NDPC Staff: Cindy McKay, Sheri Lesansee, and Selina Keryte Others: Dr. Zeenat Mahal, Dr. Dorothy Gohdes, Daryl Garcia, Daisy Arsenault, Tina Tah and Dr. Yvette Roubideaux
	Subject
	Discussion
	Responsibility

	Opening Remarks
	Meeting was called to order at 8:45 a.m.  The Co-Chair, Mr. Alvin Windy Boy, welcomed everyone and a prayer was offered by Mr. Mike Jackson.

Roll call of committee member, Center Advisory Board (CAB) Members of the National Diabetes Prevention Center (NDPC) and all others in attendance were asked to introduce themselves.
	

	Agenda -5/31/00


	Agenda was accepted and approved with no changes. 
	

	Minutes -5/10/00
	Minutes of the last meeting were tabled til the next meeting on July 27 & 28 in Portland, OR. 
	TLDC next meeting

	Discussion of the 

NDPC 


	Mr. Windy Boy explained that this meeting was called to share concerns from the TLDC and the NDPC. 

Buford Rolin asked that the NDPC report its current financial status. As discussed at the previous TLDC meeting, there seems to be no progress at working with tribal leaders nationally and this is a concern to the TLDC since $1 mil was allocated to them from the Special Diabetes Grant monies. He asked, what is the role of the CAB and what specifically is the role of the TLDC supposed to be with the NDPC? And if there are resources that have not been utilized what is the status of those resources? He expressed concern that there is work going on to secure additional funding for the next 5 years. TLDC would like to show that the funding received is being used properly to improve the care of American Indian and Alaska Native people. 

Patricia Martin addressed the frame work for research as a role of the TLDC. She stated that tribes have taken a leadership role through organizations similar to the National Indian Health Board (NIHB) through an agency such as the IHS. Noted that there isn't inclusion of the National Congress of American Indians (NCAI) on a formal basis, as well as NIHB, and stated that it appears the agencies at the forefront of this research center are IHS and CDC and steps have not been taken to make tribes a part of this process. 

	

	Discussion of the 

NDPC 

Role of the Steering Committee to the NDPC 

Role of the Center Advisory Board to the NDPC 

Role of the Tribal Leaders Diabetes Committee to the NDPC 

Dr. Vinicor's vision of the TLDC's role to the NDPC 

Dr. Davis' 

Recommendation 

CABs' 

Recommendation 

Yvette Joseph-Fox Recommendation 

Lorelei DeCora's Organizational Chart Recommendation w/ recommendation from Dr. Acton to make a stronger line between the S.C. and CAB. 

Dr. Davis' Recommendation 


	Ms. Martin also stated that tribes have gone to the NCAI to secure their support. TLDC's mission statement should have stated that they will provide oversight and monitoring in the overall project and not just make recommendations to the IHS so that finances could be tracked and reviewed and to also look at strategies of how to best address some of the issues. She would like to look at reframing research so that tribes are actually taking control of research as a whole. For these reasons she feels it's important to review and update the TLDC’s Mission Statement. She sees that the NDPC is a special project and recognizes the need to follow these protocols. 

Mr. Gladstone stated that he sees the NDPC as a clearinghouse for research information that they gather. Tribes need to know that these resources exist and are available and the TLDC should provide direction as to what restraints they do and don't have so that other diabetes program directors can contact them with information they need. 

Some of the TLDC expressed their concerns regarding the time left on this grant and if funding is not spent then it will be the tribes who will lose. 

Mr. Windy Boy reminded NDPC and CDC that at a prior meeting CDC stated that there needed to be some process established to include tribal leadership. And he asked that a document be created to establish this government to government relationship. He asked about the organizational structure of the NDPC and where the TLDC stands on this chart and what their role will be. Another question he asked was regarding the financial status. If there is an excess of $1.8 mil. from Yr 1 and $1.5 mil. from Yr 2, why can't these funds be dispersed in a grant announcement? He said that this money could be used in Indian Country. 
Mr. Dan Simplicio asked Mr. Windy Boy to show the document that does not include the TLDC. Mr. Windy Boy showed this document.
 Dr. Vinicor explained that this was an earlier draft and since meeting with the TLDC two sessions ago this document has been updated. 

Ms. Yvette Joseph-Fox explained that the document that Mr. Windy Boy refers to is also the document that was presented to the NDPC CAB members at the March meeting. She remarked that it continues to leave everyone in question as to what is the role and how is it perceived, because there seems to be no accountability to the TLDC. It seems that the Steering Committee is the only group providing oversight to the NDPC. She explained that the reason this summit meeting was called, to include the CAB, TLDC and the Steering Committee members, was so that clarification could be provided by CDC. She expressed hope that this opportunity could finally establish what the roles are of these committees and determine the status of the funding that has not been spent. 

Dr. Sally Davis provided handouts to all members at the table and stated that they are also hoping that this meeting will provide clarity to all. She stated that this is the first project of its kind and it needs to be nurtured. We need to have patience, and that there will be more obstacles in the way that will need to be addressed and hopefully, they will be dealt with in a way that will be satisfactory to most people. She also stated that with a group this large representing so many different agencies and different tribes it is very difficult to make everyone happy at the same time. However, she welcomes any input that will be offered and she and the Steering Committee members would try their best to answer any questions that they may have.

Updates that she provided:
· Project is only 1 year old. Funding was received on Oct. 1, 1998. 

· 1st year was designed by the planning committee to bring together the partners.  It is a collaborative agreement/cooperative agreement and much of the 1st year was spent on planning the first conference in Gallup. 

· Conference on Type 2 Diabetes on American Indian Youth scheduled for August in Gallup, 

· In July, Summer Institute with 10 or 11 courses to design, enhance and increase skills in diabetes research 

· Call for Abstracts for the Type 2 Diabetes Conference in August and .Dine' College in the Middle of their Model Program with their college students to watch them in to a premier enhancement program called Diabetes Research Enhancement Program and is a model for other colleges and universities. 

Dr. Davis stated that the conference information could be pulled off their web-site.  She noted that the CAB members had developed a list of questions and concerns, and these questions were answered in writing by members of the Steering Committee. 

First of all, the Steering Committee is made up of members from IHS, CDC, Navajo Tribe, Gallup Indian Medical Center, Dine' College, Zuni-Ramah PHS, and Zuni Pueblo and are founding members of the grant. They help put these answers together for the CAB. The role of the Steering Committee is to provide day-to-day management and oversight of activities and this is conducted with frequent calls and meetings. 

Steering Committee members nominated 60 people that consist of tribal leaders, diabetes and research experts and tribal scientists and 15 people were elected to form the CAB. The role of the CAB (referred to CAB document, particularly questions 1 and 2) is to provide programmatic and scientific advice and direction, as well as provide input and advice, to the Steering Committee. Within the CAB committee are 4 sub-committees 1) Research &Evaluation, 2) Networking & Collaboration, 3) Communication & Information Resources, and 4) Education & Training. 

The role of the TLDC is to provide advice and input to the NDPC on how to serve more tribes, how to go nation-wide, suggest sources for more funding since this funding is not enough to sustain efforts for along period of time to a center of national scope, and to inform NDPC on issues of national importance and policy. 

Dr. Davis stated that they will need to seek advice and guidance from the TLDC, particularly when more money becomes available and the NDPC is expanding. 

Dr. Frank Vinicor added a few contextual perspectives that provided some foundation for some of the dilemmas that the Center faces. Much like the difficult decisions that the TLDC have had to face in allocating $30 mil and coming up with some decisions on how to do that, keeping track of it, dealing with the unobligated funds and likewise, the NDPC has dilemmas. One of the dilemmas is striking a balance and knowing how to address the specific language of the law that was passed. Congress charged the CDC to do 2 things simultaneously: 1) to initiate start-up money in Gallup with 2 tribes, CDC having legal and congressional responsibility to conduct this process and 2) the word "National" was placed in the Center by law with a certain vision associated with it. CDC and the Partners are charged to balance these two things out. There may be the perception that all the NDPC is doing is the first part (Navajo and Zuni), but there are a few national activities going on as stated by Dr. Davis. There have been activities going on as stated by Dr. Davis. There have and are conferences that are open to everyone. There have been efforts to present nationally at national meetings about the problems of diabetes in Indian Country through the American Diabetes Association (ADA) and the American Public Health Association (APHA) to bring to the consciousness of people, issues. Efforts have also been made to try to get a better sense of the issues by working with IHS at the 8 regional meetings. 

The role that he sees for the TLDC is when and how to move more nationally, not whether to move nationally, since those efforts are already being made. He feels that it would be inappropriate and disrespectful if they did not present a plan to the TLDC and it would also be inappropriate if they did not involve the TLDC in helping them think through what that plan is. No one on the partnership list is opposed to the help and guidance of the TLDC. 

He provided examples of how he sees the CAB's serving the NDPC. There is a need to establish an appropriate review process such that only the best research projects get funded, to disseminate research information to tribes and obtain their help in deciding which information needs to be disseminated. These issues were discussed with the CAB at their meeting in March. 

Mr. Windy Boy stated that he would rather see the unobligated funds be dispersed to tribes (mentioned the Rocky Boy Area). He feels that the conferences mentioned above will not help patients already afflicted with diabetes. 

Dr. Vinicor stated that paying for direct services to patients with funding from the NDPC needs to be discussed as to whether they can or should. There are different responsibilities and this discussion may show how the totality of what is needed can be fulfilled. 

Dr. Nathaniel Cobb presented the Public Health Research perspective and used the Sudden Infant Death Syndrome (SIDS) as an example. He discussed how that research has proven that certain sleeping positions were more likely to cause SIDS and then that information was disseminated from a National Program, leading to a measurable reduction in SIDS deaths. As he understands, this is the type of role that the NDPC is to play in their research. NDPC would look at the research that might show, what can we do to gain a toe hold on diabetes and make some changes at the community level that will make a difference, and then that information gets disseminated out to the field. If you don't pull together experts, as in the case of SIDS, they may not have discovered some answers that have made a big difference. This type of research does take time. 

Mr. Gladstone stated that the information to do something about diabetes is out there, however it is not getting to the tribes. This National Center would be able to get information to the tribes, and people from the reservations wanting to do something about diabetes could get trained and the knowledge they receive will last beyond the $4,000.00 that exists at his site. He sees this Center as an investment and states that $1 mil is not enough to run it. He would like the TLDC to tell the Center staff how it should serve the tribes and then have the Center teach the tribes how to ask questions that they need to ask so that the NDPC can reach the future generation how to prevent diabetes so that dialysis centers can be closed. 
Mr. Windy Boy told Mr. Gladstone the there is a need for Tribal Consultation. He stated that in his 12 years of tribal leadership he has seen projects come and go without tribal consultation. And all that he asks is that there be tribal consultation so that the tribal leaders are involved and that they be at the table from the beginning of the discussions. This is important for all 568 tribes. 

Mr. Gladstone explained that he is from the Blackfeet and Nez Perce Tribes and that his mother has diabetes and he does understand and appreciate the need for funding. However, feels that the Center is an investment, tribes and tribal leaders should be informed of that so that diabetes can be prevented. 

Mr. Windy Boy stated that he is very weary of research studies and shared a story about a research study funded by NIH to the State of Montana about 3 years ago. This telephone survey was established to find out if alcoholism programs were working on reservations. The survey was to be answered by alcoholics on 8 reservations in Montana, but only 15% of tribal members have phones on the Rocky Boy reservation. The only way that the tribal leaders found out about this survey was because one his family members received the call and was surveyed. Research related to health that does not get approved by their local health board is of concern to him.
Ms. Lorelei DeCora, a member of the CAB, wanted to bring attention to the TLDC the need for technical assistance. Of the 300+ diabetes programs nation-wide, 60% have requested technical assistance. An example, the need to help with possibly setting up their data collection system, that possibly being the reason why some of the programs have not been able to spend their money. She hopes that these experts on the CAB can assist the tribes in setting up that technical assistance needs for data collection. She reminded the TLDC that the treatment of diabetes and diabetes dollars are dependent on the data collection for congress to appropriate more money for treatment, but the grantees need to show numbers.  She mentioned that NDPC could provide the experts, set up their systems and teach staff to enter data. NDPC is also offering training to tribes on how to set-up Institutional Review Boards (IRB). IRBs give the local tribes the voice, direction and say over any research. She also suggested and gave examples of Diabetes Talking Circles working on 4 of the reservations that she is working with and stated that progress is happening and improvements are being made in patients' diet/nutrition and weight loss. She said that she understands how difficult it is to attend conferences, but stated how important it is if training is offered, learned and taken back to their communities. These are the type of projects that the CAB is working on to assist tribes. She stated that she sees how the NDPC can make an impact if the CAB, Partners and those associated with the NDPC are strategic about it. 

Mr. Rolin said that he would like to know the financial status of the NDPC since it has not been discussed in detail and asked what the plans were for expansion. He also stated that if the TLDC has been considered a player on the NDPC, why are they not listed on the brochures where all other Partners where listed. 

Mr. Mike Jackson stated that the NDPC needs to satisfy all tribes in some way. Money allocated should include supporting all tribes and NDPC has to try to work more nationally. He also stated that many tribes don't have access to the Internet and would not get information about the conferences on the web-site. He mentioned that money has already been set-aside for IHS and tribes to improve the data. He noted that the two tribes (Navajo and Zuni) have different eating habits than all other tribes and asked how could their research study help those other tribes? He said he does not want this project to go down as wasted federal dollars. 

Ms. Marla Jasperse talked about the planning process of the NDPC project. As Navajo and Zuni put their proposal together, they worked hard and it took time.  As it would when a family increases, coordination and collaboration gets hard and that's the same problems they are facing. She said they had many concerns and questions and they did discuss how to set-up the foundation that could help all American Indian and Alaska Native tribes at the National Center. She stated that all need to come together to be able to move forward, Navajo Nation feels awkward about using the money, and until there is agreement and harmony, Navajo Nation does not feel they can move forward. And that NDPC is on the road to move forward to reach out nationally. We need to respect each other in working together and with the understanding that there will be disagreements, but need to learn to resolve them and move forward. She pleaded with all members at the table to look at the issues and address how the Center can reach out to other tribes. 

Mr. Dan Simplicio asked what are we doing for our people and how many of the TLDC are working on a Comprehensive Health Plan? Stated that this is the first for Zuni and that is why they are in the process of putting one together. He stated that the tribes need to show positive outcomes and then share the information with other tribes. He commented that if this project is successful with Zuni and Navajo it will be shared nationally with tribes. He stated, "As Tribal Leaders we need to get moving, this is not about just the two tribes, but that this is where it starts". 

Mr. Gladstone stated that what he hopes to see the Center do on a National level is to train people to be Diabetes Educators and to administer Prevention Programs on reservations. He sees that the NDPC could be an effective information source and the tribes can use this information as they see fit, just need to let it get started. 

Mr. Rolin again said he would just like to know what the TLDC role is. He stated that he serves 23 tribes in the Nashville Area and, it is a fast growing area as far as diabetes is concerned. He would like to know how he could meet his peoples' needs. 

Ms. Yvette Joseph Fox provided visual charts of what Dr. Davis' organizational chart would look like, the CAB's suggested organizational chart and her recommendation as shown below. 
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                               Committee



                                   NDPC

Ms. Joseph-Fox stated that this appears that the perceived relationship is that the TLDC serves in an advisory capacity to the Steering Committee. The only dilemma with this is that the NDPC staff is only accountable to the Steering Committee. That may not be the actual situation, but that is how it appears. 
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    Committee                                                                  CAB


                                                   NDPC

What the CAB recommended in March is the TLDC have a direct relationship with the NDPC and the TLDC have a indirect relationship to the Steering Committee and the CAB. 
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         Committee                      Committee                           CAB
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                                                    NDPC

Ms. Joseph-Fox suggested that there be 2 co-chairs from each committee represented on the Joint Committee Leadership to provide guidance and leadership on activities, and they would meet quarterly to outline what is happening. Need to have a clear line of organization that there isn't just the grantee's making recommendations to the staff, but that there has to be some way to broaden the range to be national in scope, so that the TLDC is not bogged down with the day- to-day operations. She stated the need to end this meeting knowing the roles and responsibilities of each of the committees and the relationship to one another so that there is accountability. She noted that if a clear relationship is not developed this confusion will continue. 

Dr. Vinicor expressed the fact that the leader and the individual responsible for NDPC is the recipient of the cooperative agreement which is UNM and Dr. Sally Davis. He mentioned that there is a process called the Forecast Model in which each of the 8 partners on the Steering Committee have an equal vote in what gets done. And that the original 8 partners have opportunities for input with monthly conference calls and an agenda is sent out prior to these calls. He explained to Ms. Joseph-Fox that the Steering Committee and NDPC are one in the same, not two different entities. He mentioned that they are already doing things nationally and that the issue is, "how do we best augment those activities?" That is where the NDPC is looking to the TLDC to increase their efforts and understand how to do that. He feels that if the NDPC came to this meeting with a plan, they would be criticized for not engaging in consultation. He stated that he has said all along that he would like to work with the TLDC on how to do that in a consultation process, not come up with a plan ahead of time. He feels that they are doing national things and that they are not just focusing on the two tribes. He stated that he has heard from the two tribes that they are willing to go national with what they learn and the NDPC is concerned with helping them decide when and how to go national. He told Ms. Joseph-Fox that he does not agree with her in saying that the NDPC is separate from the Steering Committee. He used the example that NIHB is one and the same as the Board. 

Ms. Martin stated that as the projects began to evolve and develop, the TLDC has been through it enough to know that they come out in disjointed efforts and then it begins to feel like they are being manipulated and used once again. She stated that what she hears is double talk going on in the statements made by Dr. Vinicor, "we want to consult with tribes before going national" and then says "we are already going national with some activities". She mentioned that in the protocol the Tribal Leaders have been attempting to develop with the Federal Government on a government to government relationship, it is important to take a look at the language that was developed in legislation, there is lack of consultation by Congress. She asked what the intent was of Congress when they formulated the legislation for NDPC and what was meant when other minorities included in the language to be served by the Center. She thinks that this is why Tribal Leaders are very cautious as to how this will all play out and stated that this is not a simple project. 

Ms. Lisa Brown stated this needs to begin somewhere and the NDPC should not be reluctant to develop a plan, but that there should be consultation with the TLDC. She suggested they use the process that is used with the Tribal Self-Governance Advisory Committee (TSGAC) in that they bring forth a plan, the Tribal Leaders review it, comment on it and move forward. 

Dr. Acton provided a brief history of the TLDC and the NDPC. The first meeting was in December, 1997 and was actually a meeting of the Diabetes Workgroup (the TLDC had not been created. At that meeting the development of the formula was discussed. The group met with Joe Trujillo (representative from Senator Domenici's office) and it was agreed that $1 mil. would be taken off the top of the $30 mil funding and put into CDC to be directed to a National Diabetes Prevention Center. At the time the Diabetes Workgroup said, in exchange for the $1 mil, they wanted 2 assurances 1) that a group of Tribal Leaders would be Advisory to the NDPC and 2) that there be a National focus. A letter was sent to Dr. Trujllo and signed. The IHS Headquarters negotiated a cooperative agreement with CDC on transfer of funds and 4 FTE's. About 9 months later Dr. Acton went back and reviewed the cooperative agreement between IHS and CDC and discovered that the language of the cooperative agreement between IHS and CDC did not define a role for the TLDC, she then went to Dr. Vinicor and Kathy Rufo and mentioned that there was a problem. This was the first time that CDC had heard of the Tribal Leaders Diabetes Committee. Prior to that CDC had discussions with IHS, CDC asked what need to be done to get the Center off the ground and IHS strongly suggested that a national consultation or input and guidance activity be developed and CDC contracted with WEST AT, Inc. to try to hold regional meetings around the country to get ideas from people on what a National Center should do to serve all tribes. That activity is almost complete. The last meeting will be held in Nashville at the end of June and a comprehensive report will be prepared and shared with the TLDC, NDPC and Steering Committee when it is complete. She said that it would only be fair to acknowledge that the TLDC was in existence for awhile, and had made some determinations, before CDC had heard about them. 
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Ms. DeCora offered another organizational chart for everyone's consideration.  She also stated that TLDC is clearly a partner, even if they are not listed on any of the documents, because of the $1 mil. that was allocated by them. The legislative language requires the NDPC to establish and convene a tribal advisory group. After consultation from the Partners and meeting with the TLDC it was clear that there are two functions that are needed to help guide the center, the policy level and scientific and technical level. She stated that the function of the CAB is to work directly with the NDPC programs in scientific and technical guidance, and the TLDC would provide policy guidance to the Steering Committee. She asked if this model would work for everyone. 

Dr. Vinicor mentioned feels very comfortable with this model and stated that in the RF A there would be a body of Tribal Leaders to consult with, not knowing that there had already been a formal body established that had made some agreements with IHS. 
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Dr. Davis recommended that the Steering Committee and the NDPC overlap since they are one and the same. 

Dr. Roubideaux explained that an Organization would usually consist of an implementation body and either an advisory body or a governing body. An example would be that a big corporation has their Executive Staff that does the work and then a Board that advises them on what they do. She stated that this gives them something to think about as to how the NDPC Organization could be set-up. 

Dr. Acton also stated that the TLDC/ IHS Model could be a possible starting place for discussion. The TLDC and IHS National Diabetes Program meet quarterly. The agency brings forward issues on which they would like the TLDC to advise or give input and guidance, and the TLDC brings up issues that they want to discuss and their concerns and these are discussed back and forth. She suggested the Principle Investigator or a designee would come to the quarterly meetings, present to the TLDC, and the TLDC could bring up their issues and concerns. This way it would be an ongoing established dialog so there aren't unanswered questions for too long. 

Ms. Joseph-Fox stated that she understood from the meeting in Bethesda that half the $3 mil would be dedicated to nation-wide efforts. She asked the NDPC staff if this was true. If this is the case, then there needs to be a process to provide accountability to that as well. 

Ms. Martin mentioned that she does not disagree with the organizational plan, but that she is concerned about the language in the legislation about expansion. Who is instructing CDC, is it a member of Congress? She states that she is not clear on this and thinks that information should be clear before the TLDC makes a final decision. 

Dr. Vinicor agreed that there has been confusion and stated that CDC was not consulted either about the legislative language. They were equally surprised by what was said, but they saw it as an opportunity. The legislation does state that CDC will take the lead, but in active cooperation with IHS. 

Dr. Acton said that Senator Domenici's office recently asked IHS to respond to questions about NDPC on May 25th and handed out a few copies of the questions and IHS' response for everyone to share and review. In brief the document says that Senator Domenici would like for IHS to be involved in the ongoing process of NDPC. She responded by saying that IHS is involved and continues to be involved, described the TLDC and explained that they were the committee that recommended to IHS and supported the transfer of the $1 mil and 4FTE's to CDC for NDPC, and that that's who IHS supports and looks to for advice on this project. 

Ms. Brown suggested that 2 representatives from the TLDC be added to the NDPC Steering Committee to represent the national scope. 

A motion was made to add 2 TLDC members to the Steering Committee. A vote was taken with 1 "No" vote from Portland and 6 "Yes" votes. 

Dr. Davis suggested that an alternate be selected from the TLDC to participate if the designee is not able to participate on the Steering Committee conference calls. 

Mr. Dan Simplicio mentioned that NDPC already has TLDC representation through him, but other TLDC members commented that, because Mr. Simplicio's tribe is one that is being funded in this project, there is a conflict of interest. They feel that TLDC representation on the Steering Committee should have a national reflection. 

Dr. Vinicor mentioned again that they have spent a lot of time working on the decision of how the voting could be made fair. They did agree that it would be one vote for each partner and the two chosen from the TLDC would have an equal vote on decisions that are made. He also suggested that they would vote, not just on national expansion issues, but also be involved in local program decisions or staff issues, etc. and be full fledged members of the Steering Committee. 

Mr. Simplicio was asked by Mr. Jackson if he has a problem with adding other TLDC's to the Steering Committee. Mr. Simplicio responded by saying that he does not have a problem with that, but that he is concerned with the change and expansion of the organization that it may impede the process of reviewing and approving proposals. Ms. Brown stated that once the process is formed it will take time to get established but ultimately, it may mean a more positive outcome with having other tribal advocates on this committee. 

Ms. Joseph-Fox laid out the 8 members of the Steering Committee for everyone to see on a flip chart as listed below and asked, again, how much of this effort is supposed to be nation-wide. She offered the opinion that, if it is 50% of the $3 mil, then the 50% should be represented on a national level. "This is where the challenge lies", she said. 

Make up of the Steering Committee:

UNM - Dr. Sally Davis, CDC -  JoAnne Pegler, IHS - Dr. Kelly Acton, Zuni Tribe - Dan Simplicio, Zuni IHS - Dr. Scott Doughty, Navajo Tribe -  Marla Jasperse, Gallup IHS - Dr. Charlene Avery, and Dine' College  -  Mark Bauer 

Dr. Acton stated that the Steering Committee is in the process searching for Director who will be hired through UNM. This position should be filled by September. Dr. Davis said that UNM would still have a vote, because they are the grant recipient. 
Mr. Alvin Windy Boy stated that the TLDC members to be representatives on the Steering Committee will be decided at the next meeting on July 27 & 28 in Portland, OR.

Planning for the next meeting agenda was discussed.
1I) Revisit Joslin Vision Network 

2) Univ. of Colorado -Telemedicine 3) Research Issues -NCAI 

4) Select 3 TL delegates to NDPC 

5) NIDDK -Continue discussion from the Bethesda Meeting
6) Model Diabetes Program Evaluation 
7) IHCIA Update 

8) Discuss Plans for the SG DM Funding -Future Funding Meeting will be two full days on July 27 & 28, 2000. 

Meeting broke for lunch at 12:30 p.m. to reconvene at 1:15 p.m.                                                 
	TLDC to create 



	Discussion of the NDPC continued after lunch break
	Mr. Windyboy asked Ms. Joseph Fox and Dr. Roubideaux to look into advocating for more funds for the Special Grants for Diabetes. And stated that he heard from Paul Moorehead about a hearing regarding Diabetes in Indian Country.  Ms. Joseph-Fox said she would follow-up on that.
Ms. Joseph-Fox also provided information regarding a discussion by Senator Campbell of developing a National Prevention Research Center on Diabetes for Indian Country in Colorado.  She has been invited to meet with the Mayor of Aurora, CO, which is where the Fitz Simmons Army Base was.  The City of Aurora and the University of Colorado are going to be dedicating the University of Colorado’s Native Health Center tomorrow, 6/1/00.  They are currently restructuring some of the buildings at Fitz Simmons campus and are proposing the development of the National Prevention Research Center to be established there.  She had copies of the concept paper which she shared with those interested.  She stated that Senator Campbell has the capacity, as a member of the Appropriations Committee, to do what Senator Domenici has done. That is why it is so crucial to get the NDPC launched on a nation-wide basis as soon as possible, because they are looking at talking to NIHB about collaboration with tribes nation-wide.
Dr. Davis provided an update on the NDPC financial status to the TLDC.  The budget is divided into Program, Research and Technical Assistance, Special Projects, Supplies, Travel and other expenses (which are direct expenses), Facilities and Management Costs, Equipment, Building Rental, etc.  The University of New Mexico is the grant recipient and gets $2.3 mil of the $3 mil allocated.  About 26% goes to Facilities and Administration, 30% into Research and Technical Assistance, and 43% into Program, Special Projects and Other. (Pie Chart Attached).  She explained that the first year there was a large amount of unobligated funds because the time was mostly spent in planning, pulling together the Steering Committee, finding a location to house the Center in Gallup and a number of other things.  The unobligated funds averages out to $621,779 per year for 3 years, which is being requested as a carry-over for Years 3, 4, and 5 which will be used to continue and sustain the research projects and other activities that have been established in Year 1 and 2.  The University indirect cost for Facilities and Administration is 26%.  The Special Projects funds have not been released until IRB approval for those research projects.  The average per allocation of the carry-over is research, salaries & benefits, and research sub-contracts.  This money is handled by the Controllers Office at the University of New Mexico.
Mr. Pipe asked for a financial statement from the UNM Controllers Offices of expenditures thus far.  Dr. Davis said she could provide that information to the TLDC. She stated the standard protocol is that all purchases are made through the Controllers Office at UNM and are signed off at CDC and UNM by the appropriate people. 

Mr. Buford Rolin stated that he would like to know what their expenditures have been through the 1 ½ years since UNM received the funding. Dr. Davis stated that what is shown is the First Yr expenditures and that a report can be prepared to show the 6 months of this year. 

Ms. Martin stated that the indirect costs need to be looked at closely and find out where the money is going. She mentioned that from the reports received CDC has an indirect cost, UNM has an indirect cost and wonders if the tribes are also accessing their indirect costs. She raises this issue because tribes are not paid the full indirect costs that should be appropriated to them through federal government funding and struggle to access this funding. Yet, when audits are conducted in tribes and funds are not expended, then the remainder of the funding has to be returned, but other organizations request a higher percentage for indirect cost. 

Dr. Davis stated that NDPC does pay an indirect cost to Dine' College as a sub-contract at 38.9% and the University of Arizona also as a sub-contract at approximately 40-49%. She also mentioned that if it is required they do pay the cost unless they can negotiate not to. 

Mr. Rolin asked Dr. Davis what "Other (8%)" represents on the pie chart. She replied by saying that "Other" means supplies, travel, telephone, federal express (administrative costs). 

Several TLDC commented that the report the NDPC provided was very confusing and they had problems understanding it. Dr. Acton asked if the TLDC could provide a sample of what they wanted so that Dr. Davis has it to follow when she prepares her reports for the TLDC. 

Ms. Martin stated that it should not be confusing, that they are just asking for what the federal government expects of tribes when they send in their financial reports. Examples of what is asked of tribes when reporting to the federal government are indirect costs and their levels, Year 1 audit, strategic plans in order, and ensure that GPRA regulations are followed. She also stated that the question Ms. Joseph-Fox asked about where NDPC is at in terms of expending unobligated funding was a good question. How does the NDPC match up their goals and objectives with their budget? She stated that NDPC should know how much they are expending every quarter, just as tribes are expected to know this as well. 

Dr. Davis said that NDPC can provide the reports on a quarterly basis. UNM has been doing their reports yearly, but they can produce quarterly reports. 

Ms. Brown suggested that projections could be shown on these reports if the funds are not obligated or expended. 

Ms. Martin stated that the TLDC will be tracking the indirect costs of this project. She also asked for samples of the research projects being conducted to possibly share with other communities. 

Ms. DeCora asked if Year 1 remaining funds could be used for national expansion and be included under Special Projects. And asked if in Year 2 & 3 if there are intentions to incorporate a National RFP for model research projects, for example if another tribe is doing testing and the CAB feels that they need to support them, then can they apply for an RFP and Year 1 unobligated funds be used to fund their project? Does the Steering Committee make these decisions? 

Again, Dr. Vinicor stated that the issue was, how do we expand more nationally? And added that the unobligated funds are not lost or misspent. He noted that the Steering Committee must decide how it should be allocated. The responses that he's heard are that there is a need for technical assistance for more research, RFAs, others want dissemination and clearinghouse activities. It is really a small amount of money and we need to make some choices of how best to utilize this funding. 

Ms. Jasperse explained what the Navajo College research course includes Native American students from all, not just Navajo students. They are looking at programs to identify the gaps, working on a proposal, and are developing a 3 part program evaluation. This study will be available to other tribes if they would like to use it. She added that the staff the NDPC has chosen to look at these reviews are doing a good job, noting that Dine' College and its students are benefiting from this. 

Mr. Windy Boy expressed that no one on the TLDC has yet mentioned the obvious: that this project is only advantageous to Navajo and Zuni Tribes. But because there was mention of unobligated funds it drew a red flag to the TLDC. He emphasized that all the TLDC are asking is for accountability. He stated that an updated financial report should be ready for the TLDC to review at the next meeting. 

Ms. Joseph-Fox shared what Ms. Sally Smith's, chairperson of the National Indian Health Board, approach to handling issues that can not be resolved. If there is a tie up of the RFA then she will call attorneys to look at the legislative language and probably call her CPAs to layout a more functional budget so that everyone can understand where the Center is going. She added that what Ms. Smith may want to see is a budget that clarifies each project by line item and explain what the sub- sub- line items are. 

Dr. Vinicor expressed his emotions that it seemed to him that everyone started working together in a positive way and the suggestion of legal efforts being brought into this is very discouraging. He mentioned that the morning discussions went well and it seems to be moving forward. He said there is plenty of flexibility in the RFA and to take this process which has been challenging to everyone and to blend it with a legal approach is discouraging. He felt it would just widen the gap. Ms. Joseph-Fox said that she proposed it because she felt compelled to continue to monitor this financial issue and felt that there is unwillingness to moving forward. 

Dr. Vinicor then said he did not know what she wanted him to say expect that the unobligated funds will be going towards national expansion. The nature of that expansion is the issue and the process of deciding that should occur with the TLDC. He feels that there has been substantial progress, the agreement to have 3 TLDC members on the Steering Committee, the agreement to improve the budgetary issues, the agreement to move nationally. And asked her, "what more can be said to convince you?" 

Mr. Jackson stated that tribes who participate in a grants process are expected to expend the funds and not have unobligated funds lay idle, and UNM should not be allowed to do this. 

Dr. Davis stated that it was not clear how they wanted financial reports to be written in the past and now that it is clear they can provide that to the TLDC 

Ms. Martin explained that the Tribal Leaders are responsible for all the 1997 BBA funds allocated to IHS to oversee the development of projects. The TLDC need to take time to have an executive session so that they can discuss what they need to do and the need to look at common vision. She mentioned that they as Tribal Leaders are accountable, not just to the federal government but also to the people that they represent and need to pay attention to the dynamics. 

Dr. Dorothy Gohdes, member of the CAB, suggested that the CAB massage some of the ideas expressed in order to move forward nationally. 

Ms. Brown suggest that options be brought in for the TLDC to review prior to the next meeting, so that it can be reviewed and commented on at the next meeting. 

Dr. Acton asked that Dr. Gohdes' suggestion, for the CAB to suggest options, be tabled til after the report from the 8 Regional Meetings is completed so that the input from national tribal groups and people working in tribal communities ideas could also be considered along with the options from the CAB. 

Ms. Joseph-Fox stated the need to conduct a quick resolution, already into the 3rd year and also need better accounting of what the Center is doing at both a local and a national level. 

Mr. Windy Boy mentioned that the Tribal Leaders are focused on specific issues and in this case it is Diabetes. They often rely on people to provide technical assistance from tribal technicians to put together documents. He asked in partnership with the NDPC to provide travel for at least 5 technicians to do the work needed to summarize plans in order for the TLDC to concentrate on main points for the meetings. 

Dr. Roubideaux suggested that a one page summary of the projects from the NDPC, for the TLDC to review, might help with identifying all the levels of review and all the levels of IRB, for example Gallup Indian Medical Center submits proposal, gets technical assistance, proposal approved by NDPC and goes to Navajo, then to IHS, then to CDC and is finally funded. 

Dr. Davis said that they already have a process similar to that for their projects. She will provide the one page summary to TLDC. 

Ms. DeCora mentioned that the CAB is just getting organized into their smaller committees, as discussed earlier, to get them up and running as soon as possible.  CAB’s suggestion to the NDPC is that any research proposals that comes into the Center, the CAB will look at the research quality of these projects and would help as experts to those submitting.  The four identified to the CAB committee will be on conference calls in the next two weeks to start their process.  She shared a story of a man she knows who believes that the epidemic of diabetes will bring back the language, ceremonies and ways of the Indian people and will help the people be well.

Mr. Windy Boy stated the importance of accountability because tribes are being federally recognized, at least 5 tribes per year.  As the meeting ends, he asked members at the table not to feel offended by anything that was said.  He explained that Tribal Leaders have a large responsibility on a vast array of issues that they deal with everyday and that they expect results.  He mentioned that the health care per capita for Indian people is about $1,400 and the rest of America is about $3,200 and that is why it is important to realize why they provide advice and question what needs to be questioned in order to create a positive change in diabetes.  He hopes that young people will be able to come forward and speak on behalf of their tribes.  He also mentioned that there are government officials wanting to take away the sovereignty rights of Indian people.  He then thanked everyone for attending the meeting and hopes for a positive change and, in the near future, a cure for diabetes.
Mr. Simplicio also thanked everyone for attending and reminded them that they are all working towards the same efforts.  He wanted all to understand that there are policies that need to be followed and the need to have a process in place.  He told the story of Zuni Pueblo, in the year 1539 they had a population of about 14,000 people.  This population decreased to about 1,600 by the time they reached the 1900s because of disease factors, and yet the tribes’ culture is still intact.  He closed by saying that this is an opportunity to work together and that Zuni Pueblo is wanting to help everyone by providing the outcomes to the tribes when the research is complete.
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One page summary of project will be provided by Dr. Davis. 



	Dr. Yvette Roubideaux’ Summary
	Dr. Roubideaux prepared the following meeting summary on a flip chart”
ROLES

· Diagram of TLDC, CAB, Steering Committee relationships

· 3 TLDC members            SC
· summary report CDC, UNM, Partners, NDPC

FINDINGS

· Financials           July (Indirect Cost & Expenditures)
· Audit (Annual)

· Indirect Cost Issues (Precentages)

NATIONAL EXPANSION

· WESTAT Draft Reports from each of the 8 Regional meetings.  Review at July meeting.

· Input from TLDC for priorities

· CAB to give options before end of July

· RFA copies to review
	

	Next Meeting
	Next regularly scheduled quarterly meeting is set-up for July 27th and 28th in Portland, OR.
	

	Meeting Adjourned
	Meeting was adjourned at 4:30 p.m.
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