	TRIBAL LEADERS DIABETES COMMITTEE

Meeting Summary

Albuquerque, New Mexico

Pyramid Crown Plaza Hotel

October 26, 1999



Members Present. Alvin Windy Boy (Co-Chair), Dr. Kermit Smith (Co-Chair), Rosemary Lopez, Muriel Segundo,

Patricia Martin, Buford Rolin, Dan Simplicio, H. Sally Smith, and John Pipe



Others in attendance: HIS: Dr. Kelly Acton, Lorraine Valdez, Althea Tortalita, and Phyllis Wolfe (HQE Grants

Management) CDC: Frank Vinicor, Kathy Rufo, and Jo Anne Pegler Others: Dr. Yvette Roubideaux (CNAH), Vivian

Hattie (Zuni), Yvette Joseph-Fox (NIHB), Geri Recine (Rocky Boy Health Board)



Members Absent/Excused:  Anthony Largo, Mike Jackson, Judy Roy, Jerry Freddie, Marlin Weston and James Factor



Subject�Discussion�Responsibility��Opening Remarks�Prayer offered by Alvin Windy Boy and meeting called to order at 8:50 a.m. Roll call with quorum in place. Introductions around the room of non-committee members.

���Agenda







Year 3 Distribution �Alvin Windy Boy said that Areas have had 2 years to get data in place and reported that redistribution of funds needed to be addressed. Research says, "Diabetes is #1 in Indian Country."



John Pipe suggested taking the data money and "trickle it down to the tribes".  Dr. Kelly Acton encouraged committee to reconsider data money issue. The data is not really perfect yet and improvement efforts need to be ongoing. Two years is not enough to improve the collection of data in all Areas. Data is only as good as what's being reported at the local level. Patricia Martin suggested adding the Congressional Report to the agenda.



A motion was made to accept the agenda as proposed, with inclusion of the Congressional Report and Data Issue raised by Alvin Windy Boy. Motion carries.���Indian Health Care Improvement Act (IHCIA)�Lorraine Valdez updated the TLDC on the Diabetes Section 204 of the IHCIA.  Concerned about the removal of the word "effective" from Model Diabetes Program in most recent draft. "Was this an oversight or internal?"



Buford Rolin said that the IHCIA National Steering Committee met in October and he told them that there were concerns from the TLDC. Goal is to get the Steering Committee information before October 29 on the final bill to present. The TLDC may still have an opportunity to address the concerns. The concern regarding language that tribes "may" have a Diabetes Control Officer (DCO) was raised.  According to the language, DCO's are an option for the area, not mandatory.



Buford Rolin informed the TLDC committee that recommendations need to be made now, if there are changes to be made.



Sally Smith asked, "what is the strategy for all the 22 IHCIA committees to consider them?"



Buford Rolin explained that the purpose was to develop legislation that was 	representative of people's concerns, but not to limit it to just the existing ones.



Other tribes could work within the system and with national programs. Problem:  all these special, local projects instead of a national scope.



Sally Smith explained that this is authorizing language rather than appropriation language. And asked Buford Rolin what he could do as co-chair of that committee.



Buford Rolin informed the committee that Dr. Trujillo has agreed to keep the small workgroup together to monitor and address issues. NIHB has been asked to assume responsibility to lobby on the hill. Trying to raise $250,000 from tribes to monitor this and get info back to all of them to track this effort.



Yvette Joseph-Fox announced that the House has indicated that the bill will go forward as is, out of respect for the Steering Committee. The Senate may choose to have a stand-alone bill. Recommendations okay to amend the bill, attach on a clean sheet, and send it to the key members in the Senate (rather than the House). Indicated that there is a better chance to get changes made through the Senate.



 Patricia Martin said, "we all have a role to do advocacy at home. But the TLDC can play a national role to define what "effective means". Dr. Kermit Smith asked if it would be better to put "effective" now and define it later.



Alvin Windy Boy told the Diabetes Program Staff that it is up to the Program to let the TLDC know what needs to be in the Indian Health Care Improvement Act.  And Yvette Joseph-Fox suggested editing with language that the Diabetes staff suggests now.



Dr. Yvette Roubideaux added that the TLDC has the opportunity to define what MDPs do now. She also gave an evaluation update.



Alvin Windy Boy directed staff to draft explicit language for IHCIA.	
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K. Acton to draft



































































Diabetes Program and TLDC Chairs to sign.��Model Diabetes Programs (MDPs)�Buford Rolin asked if the MDPs were evaluated.



Dr. Acton reminded them about the HCFA Reimbursement for Diabetes Education legislation and stated that the MDPs may have a role.



Dr. Roubideaux described the evaluation of NMPs and informed them that there isn't one general approach. They all do different things.

 

Patricia Martin added perspectives should not be forced on tribes. Whatever is done needs to be culturally congruent with the tribes of that area (ex: fish eating/food gathering people) Should be based on the lifestyles of the different tribes. MDPs can walk into any arena and try to define the needs for everybody. She asked that educational material/curriculums pay attention to lifestyles, spiritual perspectives and teachings of each of the tribes and focus on the entity of that particular region.



Buford Rolin agreed with Patricia Martin. Can the TLDC define or recommend what these MDPs need to do in order to apply for these resources? And then ask that it be included in the IHCIA bill?



Alvin Windy Boy agrees the word "effective" needs to be clearly defined so that determination can be made regarding each Model Program.



Dr. Roubideaux asked the TLDC if they were requesting that the MDPs incorporate activities that are culturally relevant to the tribes of the region. MDPs will need to

show, in their process, that they have seen what the needs are and show actual

progress toward meeting them. This should be judged by someone who can make

that decision.



Lorraine added that the MDPs could come up with a process and not a final product, 	and with that the tribes could develop a project that will be culturally relevant in 	their area.



Dr. Smith asked Yvette Joseph-Fox how it can be worded so that the purpose is clear. And she said it could be complex or simple, and suggested that the actual bill be typed and strike-over and insert what's need.



Buford Rolin commented that whatever recommendations that the TLDC make, we need to make sure that it does not create a reverse situation and that Section 204 still be included. In prior years there have been changes, and with the support of HCFA the National Steering Committee worked hard on making improvements for all Indian people in a very short amount of time. Tribal Leaders and all Indian people need to ask the representatives from their States to support these bills and be co- sponsors.



Patricia Martin recommended that the MDPs offer technical assistance to tribes.



Phyllis Wolfe asked if the MDPs could be called upon to assist the smaller tribes in filling out their grant applications. Applications were due in April and money needed to be awarded by June I". A number of tribes did not get their applications in until September, because of turnover, new staff, etc. Year 5 of the grant period, Grantees need to request/receive their funding before the end of that fiscal year. Dr. Acton agreed that the "effective" MDPs could do that, but not all are "effective". 



Buford Rolin pointed out that we have the Special Funds available now and how do we pay for it in the future. He feels it is a priority.



Phyllis Wolfe explained a situation she has experienced in several instances with tribes where the tribe authorized a recipient to administer the grant money on their 	behalf. The recipient organization then developed an education program, but the recipient of the funding said that they had ownership of it, not the tribe. Phyllis indicated that thafs not what was intended, they were doing the work on behalf of the tribe, so the tribe should have been provided the educational material, training and prevention education. Perhaps the MDPs need to have something laid out right up front that says that educational material produced with government money belongs to the public. And needs to address this very clearly.



Dr. Acton agreed with her in saying that the money with which educational materials are produced are government funds and should be public domain.



Phyllis Wolfe asked the Diabetes Program staff to remind the MDPs at their next annual meeting.



Mr. Buford Rolin reminded the committee that they need to be careful with changing the wording to the bill. The needs should be addressed as well as definitions in the Diabetes section (ex: "effectiveness").



Yvette Joseph-Fox said, by changing the definitions then you run the risk of generalizing. For instance, the CHRs and scholarship programs would not look compliant. 



H. Sally Smith suggested the possibility of working in collaboration with the

National Diabetes Prevention Center (NDPC) to work on defining the word

"effective".



Rosemary Lopez gave the example of a curriculum  for schools that they have worked on, "Growing Healthy Model", in coordination with IHS and the Tribe.  There were problems with communicating.  She suggested using the word "effective" to mean a more coordinated cooperation with IHS and Tribes.



Dr. Roubideaux stated that if the TLDC defines effectiveness to mean that the MDPs are supposed to develop culturally appropriate activities for tribes, in close association and communication with tribes, then the evaluation of effectiveness means that there has to be a process to communicate with the tribes.  So whatever the TLDC defines as the purpose and adds to the bill then MDPs have to do it to be effective.  For example, if you say there has to be good communication with the tribes, it has to be culturally effective, it has to be based on belief, then when you evaluate, you can determine whether the MDPs are being effective.  She suggested that the TLDC provide broad guidance by listing 4 or 5 things that the TLDC wants the MDPs to do to define the purpose.  And then they could evaluate it later.

���Area Diabetes Consultants�The concern brought up earlier regarding the language in the IHCIA indicating that

it is an option for the Areas to have a Diabetes Control Officer was explained in

detail by Dr. Kelly Acton.  Dr. Acton expressed her concern of the option of Areas having a "Diabetes Control Officer" (now known as the "Area Diabetes Consultants") as stated in the IHCIA.  Area Diabetes Consultants (ADCS) coordinate diabetes-related activities, training and surveillance, as well as provide support with educational activities and hands on technical assistance to the health facilities in their Areas.  They also serve as the Pro ect Officer on the grants for the regions.  Her concern is that if it is not mandated this network of operation will fall apart.



Dr. Smith concurred.  He has served as a Diabetes Control Officer and agrees that it is a full-time job.  If it could be included in the bill, he would like it to state that there should be at least one individual who is dedicated to Diabetes.



Lorraine Valdez is also concerned about losing the Area Diabetes Consultants.  With the grants in place it has become more than a full-time position.  If they are removed now it could jeopardize the grant program.



Phyllis Wolfe also was in favor of mandating that Area Diabetes Consultants not be an option.  She says that she could not run the Diabetes Grant Program without them.



Buford Rolin said that as it is written it is an Area decision and they would need to amend the language to include their responsibilities.



Tribal Leaders were in favor of adding it to the language. A letter will be drafted and signed by the Committee Chairperson.
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K. Acton, A Windy Boy, and K. Smith��Grant Programs�Dr. Acton asked Tribal Leaders, "What do we do with Grantees who do not comply with addressing data collection, don't submit questionnaires or are not following grant regulations?" This question was asked at the Area Diabetes Consultant (ADC) meeting in Portland by an ADC who is also a Project Officer. Some applications are not complete, but are turned in with the Chief Medical Officer's signature.



Patricia Martin suggested that the TLDC write a letter as a group to all Grantees

with all the names of the TLDC listed so that if the Grantees have questions they

can contact the person in their area.



The TLDC all were in favor of this idea and asked the IHS Diabetes Staff to draft a IHS Diabetes letter.  Staff to draft.
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IHS Diabetes Staff to draft.��NHLBI Strong Heart Study�Dr. Acton informed the TLDC that the NHLBI Strong Heart Study of Cardiovascular Disease application which included American Indians was not accepted during the final cut. Although the rates show that Cardiovascular Disease is increasing among Native American people and decreasing for the rest of the general US population. This study, funded by NIH, is moving forward and Indian people will not be included. Might decide that Tribal Leaders approach the Office of Minority Health and NIH.



Buford Rolin asked if there was any specific reason why we were not included.  And added that the TLDC needs to express their concerns.



Patricia Martin expressed her concern that Medical and Higher Education Institutions are constantly utilizing the data that the tribes have.



John Pipe agreed and suggested that the TLDC voice their concerns strongly and include that this is a concern from Tribal Leaders.



Dr. Smith met with Mr. Leo Nolan 4-5 weeks ago and will find out more information from him.



Rosemary Lopez expressed her concerns and asked if it also included the Strong Heart Study conducted with the DPP'S. Dr. Acton explained that the Clinical Trial is going to go forward but would not affect that particular on-going study.



Sally Smith expressed her concerns about the types of research that will be conducted and suggested that this might be a project that the NDPC might want to be involved in.



Dr. Roubideaux explained that this is the largest Clinical Trial on Diabetes and Cardiovascular disease to be conducted and why were Native Americans not considered when they have the highest rate of Diabetes and numbers are increasing in cardiovascular disease. Alvin Windy Boy agreed that that should be included in the language. Dr Roubideaux asked the TLDC if they would like clarification on Tribal Consultation. Felt that it may help them understand this process more clearly.



Buford Rolin informed the TLDC that the Coalition of Consultation will be available in two weeks and will be in the language.



Dr. Acton responded to Ms. Smith's comment about that NDPC and explained that the Steering Committee has struggled with deciding on what types of research they will be conducting and understands that they are moving more towards doing participatory research rather than clinical trials.

���Eight (8) Regional Meetings�Dr. Acton reminded the TLDC that at the last meeting she informed them that there would be 8 regional meetings to meet with Grantees. She announced that the first meeting will be held in Anchorage at the end of November and Sally Smith will be attending. She encouraged the TLDC to attend the Regional meetings in their area.

���National Diabetes Prevention Center�Dr. Acton introduced Dr. Frank Vinicor, Director, Division of Diabetes Translation

at the Centers for Disease Control.  He handed out a packet of information to the

TLDC and began his presentation by giving a brief overview.  This has been a

learning process for CDC and this is the first direct relationship it has ever had with tribes.  The 8 founding partners of the NDPC  (Navajo, Zuni, CDC, UNM, IHS, Gallup Indian Medical Center, Zuni PHS Indian Hospital and Dine' College) are still learning to trust one another, learning to understand what the motives are of each other, and are very formally establishing mechanisms to make decisions.  They are currently working on 3 things:

1.  starting to reach a point to provide resources to the partners like Dine' College, the tribal 

     nations and the two hospitals (not to IHS HQW, CDC or UNM) and provide money for

     projects in those areas

2.  how we can best expand nationally, and

3.  how best to get advice and guidance beyond the partners.



NDPC has considered having two advisory groups, one established at this time is the Center Advisory Board (CAB) and its purposes would be primarily to tell them how they are functioning as a Center.  The list of CAB members were in the TLDC's packet.  The other advisory group consisting of the TLDC would give advice as to how best to decide how NDPC can go national and how that should be structured.  Dr. Vinicor views this committee as having a direct line to the Steering Committee.



The TLDC expressed their concerns regarding their role in the implementation of the NDPC.  Informed Dr. Frank Vinicor that Mr. Joe Trujillo from Senator Domenici's office met with the TLDC in 1997 and said that this committee would have a key role in this whole process.  Some of the TLDC members agreed that at the April 1999 meeting Dr. Davis was very vague at answering questions that the Tribal Leaders had.  She mentioned at that time that there would be several people on the committee that would be receiving letters to be CAB members, but would not reveal any names.  Some of the TLDC members viewed this as a secretive process.



Questions that were brought up by the TLDC were: 

1.  What is the TLDC's role in this process?

2.  What would the organizational chart look like?

3.  What is the NDPC's budget, timeline and research plans?

4.  What are the proportion of funds going directly for research in tribal communities?



Concerns of the TLDC were:

1.  TLDC needs to have a pivotal leadership role.

2.  Possibility of duplication of efforts of NDPC with other programs.  They need to focus

     on research.

3.  This project needs to be more public and accountable.

4.  Leaders want more information to stay infon-ned and advocate for the NDPC.



Dr.Vinicor explained that the initial monies totaling $3 million are going towards

establishing the infrastructure and activities with Navajo and Zuni Nations.  NDPC is just now starting to go national by gathering information and would like the TLDC to offer advice and give ideas.  Right now about 2/3 of the funding is going to Zuni and Gallup and establishing the center; 1/3 for National efforts since it is just beginning and will eventually evolve to 50/50.  Dr. Vinicor agreed to provide information and details to the TLDC as requested and needed.



Action to be taken:

1.  The TLDC will be added to the organizational chart for the NDPC - with a direct line to

      the Steering Committee. For clarification, they have requested a written description of

      their role - without the term "advisory."

2.  Want to be kept informed on a quarterly basis with fiscal and programmatic updates from

      NDPC.  These updates are requested to be presented in person, in addition to written

      reports.  TLDC will include this on their regular agenda.  TLDC also requested to see a

      copy of a summary budget from UNM and a timeline for NDPC activities as well as a

      copy of the cooperative agreement between CDC and UNM.

	3.  They expect to serve in an active role as part of the consultation body for the future

     development of NDPC's national expansion plan, and

	4.  Want to be included, individually, on all mailing/invitation lists, copies of     newsletters,

     announcements, press clippings, etc.



If the CDC.NDPC has any information that they would like to share with the TLDC the IHS Diabetes Program offered to mail it out prior to the quarterly meetings.



The TLDC met among themselves and agreed with the suggestion to decide what role they would like to play on the NDPC. Dr. Vinicor was informed that their decision in the role that they would like is to interact with the policy and program development body. They also talked about the fact that the TLDC will be maintained by Dr. Trujillo to continue after the grant period is over and he would continue to look to this committee for advice to the agency in matters relating to diabetes.
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TLDC to send Letter to Dr. F. Vinicor, CDC��Minutes�TLDC accepted the minutes as written with one recommendation in future minutes to include tracking of items, ex. Who is responsible for what. Task list is starting to grow and tracking is crucial.

����

Final Report Process�At the July meeting the TLDC was informed that, Beatrice Jacobowski, a congressional report writing consultant, was hired and material has been given to her.	





TLDC requested review of the Executive Summary and the Table of Contents and would also like a copy of the Health for Native Life Magazine.�K. Acton & B. Jacobowski due 12/1/99 at HQE



IHS Diabetes Program to mail.

��Travel Reimbursement for TLDC Travel�Geri Racine, Rocky Boy Health Board Accounts Manager, was introduced. As agreed at the July 1999 meeting Rocky Boy Health Board will now be handling reimbursement for TLDC attending quarterly meetings. Ms. Racine asked TLDC to schedule all travel and after returning from a meeting to mail all receipts to her at Rocky Boy Health Board, RR 1, Box 664, Box Elder, MT 59521.

�G Racine. After each meeting��Next Meeting and Agenda Items�Next meeting will be held in San Diego after the National Council of Clinical Director's meeting, February 3-4, 2000. Bahia Resort, San Diego Calif.



ITEMS: 	FY 2000 Funding

	Draft Strategic Planning

	NDPC

�A. Tortalita to schedule��Meeting Adjourned�Meeting Adjourned at 2:15 p.m.
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