APPROVED BY TLDC – April 23, 2001


TRIBAL LEADERS DIABETES COMMITTEE MEETING

MEETING SUMMARY

 Friday, February 23, 2001

Renaissance Atlanta Hotel - Atlanta, GA
TLDC Present:   Alvin Windy Boy (Co-Chair), Dr. Kermit Smith (Co-Chair), H. Sally Smith, Dan Simplicio, Kelly Short Slagley, Muriel J. Segundo, Judy Roy, Roger Trudell, Mike Jackson, Sr., Rosemary Lopez, (Julia A. Davis representing Patricia Martin), Jerry Freddie, John Pipe, Gloria Teague (representing Dr. Judy Goforth-Parker)

TLCD Members Absent:  Buford Rolin, Dr. Judy Goforth-Parker, Patricia Martin

TWG Members Present:  Lena Belcourt, Lisa Brown, Joe Gladstone, Lorraine Valdez, and Althea Tortalita  Absent:  Thomas John, Dr. Julien Naylor and Dr. Yvette Roubideaux

Others in Attendance:  Cynthia Navarrette (Recorder), Barbara Namias, Elaine Dado, Lorelei DeCora, Dr. Scott W. Burchiel, Sally Davis, Marla Jasperse, Dr. Taylor McKenzie, Regina McCabe and Bruce Leonard  IHS:  Dr. Kelly Acton, Rae Synder, Dr. Martia Glass, Tina Tah, Cliff Wiggins CDC:  Dr. Frank Vinicor, Kathy Rufo, JoAnne Pegler, Dawn Satterfield, Don Betts, Ralph Bryan and Dean Seneca

	 Topic
	Discussion
	Responsibility

	WELCOME

OPENING REMARKS
	8:43a by Alvin Windy Boy, Sr.

I’ve got the utmost respect for all of you.  You have the commitment and it is needed.  Our lives have changed, getting into Politics.  I was the last person I thought that would be in Health Care.  With cattle, I can deliver twins by c-section, but never thought about the importance of our health and how involved I would be.

Spiritual good health will enhance our well-being.  Trying to bring this awareness is not very hard in my sense.  Everybody is doing something, whether it be CDC or NIH, and the list goes on.  But what I see is that they are not involved with the people stricken with these diseases.  We are the mediators, to help the organizations have an understanding, there is nothing better than having tribal leaders that can provide that direction.  I can sense the power and ability of each one of you at this table.  We can provide the direction that we have been empowered and entrusted with.  Long ago, our elders had the answers, had the direction for all of us.  It was uncommon even in the ‘60s, whether it was about parenting or illness - the elders always had the direction.  Even those inflicted with diseases, they had people that could help with those diseases.  Now our people are mostly dependent on western medicine.  Today we are in a different arena. We need to have those traditional practices as a part of our lives.  We always believe in a higher creation, and welcome from a diverse nation, a nation that I hope is always called Indian country.  Backbone of Mother Earth is the Rocky Mountains.  Rockies start in AK and go all the way through South America.  When Creator made Indian Man, he made us with distinct numbers and distinct languages. I’d like to call upon Judy Roy to bring us into our meeting. 

Blessing by Judy Roy

Roll Call taken by Althea Tortalita
	

	AGENDA
	Agenda Amendments Offered (see agenda)

Kelly, CA Rep moved to adopt with amendments.  Bemidji Seconded.  Motion carried.


	

	TRIBAL CONSULTA-TION UPDATE


	Portland Area Report by Julia Davis

Minutes were taken by the TLDC Technical Workgroup.  Area Director was present with her Staff.  Comments were brought forward by the Tribal Leaders present in regards to the formula.  Some of the questions/comments that were brought forward were in regards to making recommendations after the Session II consultation in our Area.  The Portland Area Tribes want to know if the formula/methodology is going to be changed by this committee?

Alvin Windy Boy, Sr. answers by stating that we want to hear from all Tribal Consultations and will determine then whether we will change the formula or not. I’d also like to hear from the Technical Workgroup as to their opinions of what they are seeing thus far from these consultation meetings.

Julia also asked when Dr. Trujillo will be making the decision on the formula?

Alvin states that the only meeting he is aware of that Dr. Trujillo will be attending is the one scheduled in Reno, NV.

Lena Belcourt – Dr. Trujillo, IHS Director, will make his final decision in June.  The March date is the first meeting with the TLDC and the Director and we will be reporting to Dr. Trujillo about Session I outcomes.  The TLDC and the Director will look at trends and priorities as discussed in the consultations.

Julia Davis mentioned that the guy from NIKE (Sam McCracken) came to Portland’s consultation and offered NIKE products at a discount.  The Tribes felt strongly that we did need to be in unison with the other tribes outside of our Area.

Billings Area Report by Lena Belcourt

Billings Area – we had about 35 to 40 participants in the session.  We provided an overview of the process, set-asides were supported for Urban areas @ an increase of 25% - but Tribes were concerned about double-counting.  They were also concerned about what the Urban Areas were providing and wanted to ensure that they were providing only to beneficiaries.  Billings Area did not have enough information about the NPDC to make a decision in regards to this.  There wasn’t enough info for them to justify any amount towards the National Diabetes Prevention Center.  The Billings Area Tribes went through the set-aside amounts and it came to 12m, so they decided to cap the amount as a percentage of 10%.  They were also unsure of supporting the IHS Areas, and felt that money should go to the IHS National Diabetes Program.  They also felt that the mortality rate was not a good health indicator in regards to the area.  But if they did change the formula, they wanted to know how this would effect the distribution of the new monies.  They were not receptive to the Congressional letter, but that they knew how best to address the needs of their people.  We are going to do an emersion to address the priorities and other Area’s are invited to this session.

Albuquerque Area report by Tina Tah

We had about 30-40 people in attendance at our meeting.  Unfortunately, the majority were not Tribal Leaders but their designees.  We supplied information then formed three workgroups to address the issues.  We will work through March and meet again in April.

Dan Simplicio thanked Lena Belcourt and Rosemary Lopez for being in attendance and helping with the meeting.  Many Tribal Leaders were not there due to the short notice and other meetings they were attending as well.  It did bring the actual workers who work within the program to come together and address needs from their perspective.  We are pleased with our outcome and again thank everyone who took part in the Session.

Oklahoma Area report by Lisa Brown

Had about 60–70 participants with a good turnout of Tribal Leaders.  We did have concerns about the length of time for distribution of the money for FY2002 be distributed and we addressed the formula in these sessions.  Urban should stay the same until they provide justification.  They provided for 3m set-aside for TLDC, for NDPC they recommended no further set-aside due to lack of information.  For Administrative set-aside, they recommended 1.5m for data set-aside. TLDC support should continue to be from IHS office.  Formula was discussed, but we did not talk about changes.  Session 2 date has been set.

Tucson Area report by Joe Gladstone

Concerns that came up were regarding the Urban Set-Aside, the possibility of raising the % for Urban set-aside, no number, but felt it was not enough as it was now.  Grants Mgmt Branch discussion was a concern.  Area supported the TLDC set-aside.  Area felt they were treated fairly, but one Tribe tabled the decision until they had a chance to review the formula.  They felt the grants should remain non-competitive.  The Nethercutt letter was placed on the table, and for the most part, the Area was uncomfortable with the letter.  The Area did support the data set-aside with one Tribe stating that it should be smaller amount.  Supported Admin Support for a Grants Mgmt Specialist.  Most of it went fairly easy.  When we went through the consultation the outcome was that they were fairly happy with the way things were with only slight changes in the %’s.  

Alaska Area report provided by H. Sally Smith

Had our consultation on the 16th of February.  About 40-50 people were in attendance.  I’d like to thank Lena Belcourt for providing us a template to work from in AK.  It saved us much time and suggest others use it as a template as well.

Recommendations from AK:

A 2% set-aside for Data, if other areas provide up to a 5%, we will support that as well. We also support the concept of Grants Mgmt requests, but want budgets supplied before we confirm

We also support the concept of TLDC and Tech Workgroup, but want budgets provided.  $1 mil. for NDPC and $1mil. for Denver – only specific is that if TLDC provides these funds, that we know what the benefits are.

Funding Formula

After the set asides, AK recommends the following formula:

TSA – 12.5%, Remote Factor 10%, User Count 30%

Health Status


Disease Burden 32.5%


Increase in Prevalence 15%

Many participants supported the idea of having an area wide diabetes plan

Further, discussion on Focus or Purpose will be held by a workgroup and a recommendation will be given in April.

Lena also indicated that Billings Area wanted accountability addressed for all set-aside requests.

Albuquerque also mentioned that Billings document enhanced their Session I Consultation.

Mr. Pipe – attended the Billings Area Consultation.  One of the comments made at Billings was that @ 30m figures supplied all set-asides a cap of 10% and they agreed that the same approach of 10% cap should be supplied at the 70m and 100m figures.

Lisa – OK is April 17, Tucson is April 19

Lena – other areas just completed their planning meetings.  Aberdeen Area went well.  They have an Aberdeen Tribal Leaders Council, and have a really good, tight communication with their tribes.  They are looking forward to a good discussion on March 14th.  

The other was Bemidji Consultation.  They too had ongoing discussions with Area tribes.  They felt they had good open dialogue due to communications and information dissemination.  They are going to have a shorter meeting due to the majority of items already discussed and decided on.  The majority of their meeting will be discussion.

Nashville felt they could make a decision without a consultation meeting.

Navajo Area will meet on February 26th. 

Kelly Slagley reported California Area will hold one meeting in March 22nd, in Reno, just after the Trujillo meeting.  The initial discussions indicate they will decide to keep the formula the same.  They want to consult before the money is disseminated, but there is also the concern that we aren’t going to get the funds on time, perhaps we can get ½ of the money now and distribute as it is, and hold the rest for consultation to end.  Regarding the other set-asides, we wanted to see some current information.  Regarding the Denver Center, we didn’t feel like the amount of 5m was right especially since the NDPC only got 1m.  We want to see more information.

Dan Simplicio would like to have the Technical Workgroup to continue to be available, as it has been a great benefit.

Jerry Freddie reported Navajo is going to have a core group meeting on Monday the 26th of February, and Grants are meeting on March 1st.  Also, it would be beneficial to this committee the success stories from each area be provided to us.

Alvin agrees with the statement and indicates that it is expected to be provided to us after the Session II meetings.


	

	NDPC UPDATE

NDPC DDSCUSSION CONTINUED


	Dan Simplicio asks to be excused from this discussion as recommended from his Governor due to a Conflict of Interest.

Dr. Taylor McKenzie  introduced members of the NDPC

Sally Davis, Principal Investigator

Marla Jaspers

Dan Simplicio

Dr. Scott Burchiel in place of Dr. Frank Vinicor

Dr. McKenzie - What we wanted to do was give you an update from the Center and our activities.  We have developed a proposal for the National Diabetes Prevention Center- South West, as it will be restructured in the coming months.

We don’t have any copies to hand out at this time, but will get copies made to distribute to the Committee members.

We have a new Executive Committee – the Navajo Nation has been involved with the formation of NDPC with the University of New Mexico.

The underlying purpose of NDPC was to address the Navajo and Zuni needs and then to move Nationally.  We propose to make this Center more efficient.  Referring to RFA, the intent was for us to report on NDPC activities, we were asked to provide technical support for communities throughout the United States.  The accomplishment of NDPC reported was that we helped the Navajo Nation and the Zuni identify needs and expected outcomes.  Secondly, to develop a plan to address the burden of Native Americans.  The NDPC is located in Gallup and we focused on research in Navajo.  (see written report)
When I first became involved, the offices of the President and Vice-President were only on the outskirts of the Center development and activities.  We did have Council involvement, but this involvement was very limited.  It kind of put a damper on the need to go forward with the program.  A new Executive Council has been established and this committee will act as the Board for this Center.  This Executive Council will replace the Steering Committee.

The MOA was not provided to the NDPC Principal Investigator and we have only followed the RFA.

We have a proposal here which was developed by a core team.  We recognized that the current structure was top heavy and we have a restructure proposal due to all these different parties we had to answer to.  We have streamlined this to devise the Executive Council that includes the Gov. of Zuni, the President of Navajo Nation, etc. (see document).  The Steering Committee has been replaced with the Scientific Review Board.  With these plans, Dr. Trujillo’s office indicated that they probably will not pull their money back.

As funds became available, the plan was that this project could become National.  We did understand that other areas were asking for funding for diabetes centers, so we made a decision to make our projects just for the South West Area.  

Alvin – TLDC stated that we did not get involved with CDC & IHS, we felt that was not our charge.

Do you plan to continue with the involvement of TLDC?

Dr. McKenzie – yes.

Alvin – what has your program done for the Montana Tribes is the basic question our Tribes have been asking.  It appears and sounds like we are going regional from your report.  We have not been involved with this project in the Montana area.  What we need is a budget and report as to what has been done in the last three years.  We have only heard what was planned to happen.

California Rep – I am new to this Committee.  But all I have is a letter from Dr. Vinicor to this Committee asking four basic questions on what NDPC has done in the last three years.  I too, request that we get a budget report.

Mike Jackson – I stopped listening to the report half-way through.  I was not given a written report and he read off something and referring to pages, etc.  I’m not going to sit here and take notes.  The report indicated that it was regional when it was supposed to be for all American Indians and Alaska Natives throughout the country.  I guess we do have to micromanage if this is what we are going to end up with – nothing.

Dr. Sally Davis

It is a sizable challenge to work with all the 500 plus tribes across the Nation.  We did establish an evaluation plan which involved, CDC, IHS, and about 40 community members.  At the time of the formative year, we designed the markers of how and when the center would be evaluated.  Now we do have a group who is conducting the evaluation which should be available to you in later spring.  It will be very helpful to you who are developing centers across the country.  This information is in regards to forecast questions that were asked of Dr. McKenzie.

We conducted a summer institute, 3 weeks of classes with a wide range of study.  We are planning a second one.  (A Type II Diabetes Conference held in Gallup was conducted.)

We plan a third conference with the topic being research to prevent Diabetes, scheduled to be held in August, 2001.

Another activity that has been developed for a model, is a summer research enhancement program class.  The students spent time with providers and researchers, with a total of 3 weeks of class and 3 weeks working/shadowing the providers and researchers.

Community Projects were late in starting.  We currently have 4 projects that are with the Review Boards right now.  There are four IRB’s that they have to go through – Navajo IRB, IHS IRB, University IRB and CDC.

· Diabetes Control using pharmacy based interventions – This project is at the IRB right now.

· Zuni Health Foods Project.

· Blessing the Medicine Man – is a study to teach Navajo healers about Diabetes.  (ask for copy of Dr. Davis’ report)
BUDGET

This is our first year budget update.  We were slow in spending the money by in the first year as you can see the carryover amount.  In the 2nd year we also were slow in spending, especially in Community Projects line item.  If the four projects that I just mentioned were to continue, then they will use up the money through year 5.

Questions?  Well, before that I’d like to share some accomplishments:

Marla is the Acting Director who is finishing her PhD.  Decision makers from Zuni and Dine’ College have made a very strong and proactive effort.  They want to make it work.  The training has been an accomplishment.  We are focusing a lot on training, so that people are getting the skills needed right in their community.  And our conferences are important as well.  We want to share the outcomes, methods, training, etc. to other areas.

Alvin – there isn’t any support for this NDPC project.  The bottom line is money.  We did have participants that went to one of the conferences that was held and the report was not that good.  When I make a contribution and don’t get anything in return.  Basically, in a nut shell, all that has been asked, is a return for the investment.  If this is truly a national program, then I want to know what we get for our contributions.  In three years, going on four, what I feel is that the outcome from the Tribes will not be there.  Who is going to lose out?  Well, it depends on the gain that we expected.  If there are national projects that are reflective of all of us, but if it isn’t, and we learn that it is regional, than we all want our fair share.  Our Tribes in Montana are like Alaska and like Navajo, remote and so I support National programs.  If TLDC and CDC are going to support programs, then we deserve annual reports.

Marla Jaspers -  I’d like to share our unique process.  When we first started this process, we knew it was a huge undertaking.  To sit down together to envision what this Center would be, to really think about it.  I grew up in my family with all girls.  So I was the one building homes with my Dad, the tomboy.  Whenever I do projects like this, I relate it to the process of building a home.  In the early years, this project was not easy.  It is very important to me, because I am a diabetic.  When that RFA came about, I wasn’t going to sit back and let it go by.  I want to help our people.  I am not going to give up and I look at each of you and say I need your help.  The one gap area is the need to help our providers with skilled people.  This is one thing the Center can do for our people, train us, equip them to do better.  You don’t know how many calls we get in a day asking for our assistance to develop a proposal, to evaluate, proposal development questions.

We have not paid attention to the four major components of the Center Information component is a large component of the Center.  We do our best to inform people about the Center.  75% was done locally.  25% was done nationally.  122 in total.  It takes a challenge to talk about the Center.  Many questions about what we are and aren’t doing.  We also have a resource center – still being worked on – floor lay out, work stations, library, etc.  We have a full-time person working on this with a committee.  We are trying to find the right books to purchase for our library.  We are also looking at developing a directory.

Second Component is Research and Evaluation.  Yesterday I was at the CDC Budget Hearing.  One gentleman talked about it taking 7 years to develop a community project.  That seems like an ideal time line that we could use.  In one year for it to be developed is not feasible.

We do have things to share with other communities that can be used as models.  For instance, all the IRB’s in our area are talking and working together.  That is an accomplishment and how we did it can be shared.  

Yesterday at the CDC Budget Hearing, we asked for technical support so that we could provide evaluation approaches.

Third is Networking and Evaluation – for this one, we are collaborating with different community people, different tribes.  One example is working on Diabetes Alert Day in March  20 to do a poster session and parade.  The parade is for our kids in Gallup area, they dress up as fruits and they learn the importance of eating fruits.  We are also working with our restaurants that provide sugar-free and fat-free items on their menus.

Fourth - We have focused on training.  Training that is requested by our communities:  grant writing, evaluation processes, Epi surveys, etc.  We are also working with Tribal Colleges.  These are great models you can use.  Also, evaluations are a big item in our communities.  We are currently reviewing an evaluation process that is very different.  It is a GIS mapping symbol oriented evaluation process that we think our people can relate to.  

There are a lot of good things that are happening in our project and I don’t want these other issues to over shadow that.

Alvin – Thank you Marla.  It is 11:20a and many of you need to check out we should break for lunch and reconvene @ 12:30p.

Before we do though, comments from TLDC:

Julia Davis – the thing that bothers me is the frustration in the slowness of the process.  In Dr. Trujillo’s letter he wrote on January 8th, the first Diabetes meeting was in regards to developing a process with CDC for the Prevention Center.  The bottom line is that we are not seeing results, we are not seeing data, and we are not seeing models.  It’s almost like we are spinning our wheels.  We have men folks that are losing their body parts.  We have women folk that are developing diabetes in the ages of 24-44 and we have nothing from this Prevention Center.  Instead of this disruption, we as a tribal leaders diabetes committee and all the entities need to be working together.  We all support Epi centers, we all need it.  I understand that there are tribes that are tired of waiting, and they are going to form their own Centers.  On the hill, I have heard they haven’t seen anything in regards to this Center.  My recommendation is that we continue supporting the NDPC and getting some regular communication going.

Sally Smith – I will still reserve some time for after Dr. Vinicor and Ms. Snyder’s report.  With the reports provided (all three), I am not certain that the expectations we had as TLDC, with regards to this meeting today, has manifested with what we heard this morning.  I certainly have a different expectation than what I heard today.  When I sign in I say I am from the AK Area, but when I sit at this table my responsibility is for all 500 plus tribes in this nation.  For 30 years I have been sitting in these forums as a Native Woman.  As Tribal Leaders, formulated by Dr. Trujillo, we are advisory to him, but he treats us with greater respect than that.  We have moved forward towards the NDPC, and what it means in Indian Country, this disease has no respect to who it inflicts.  There are responsibilities today that we have, I respect Ms. Julia Davis, but you have to understand what we have been through to get the report we have here today.  I want to ask, specifically Dr. McKenzie, in regards to consultation, is whether the Tribes have been consulted as to whether the NDPC should be regional vs. National?  Because that is what I know and what I have reported in my Area.  The TLDC has come together, in some occasions with very little notice, to listen to all to ensure Tribes were in charge.  The IHS has changed to become an organization that listens to us and sits at our table.  We need to have a National Center.  The Center needs to hear these things.  So, Dr. McKenzie, when did the changes occur to taking what all of Indian Country has looked forward to, to making it a regional center.

Dr. McKenzie – there was no Tribal Consultation, unless it happened with IHS or CDC.  The indication or perhaps the posture indicated we needed to do something right away.  That is kind of what the atmosphere we were in.  The call came and the indication was that we needed to do something, so we re-structured.  The responsibility of a National program was too large a task, so we met with the leadership offices of the two nations, the University and we reviewed the problems.  We were being criticized for not having produced, and we had so many organizations to answer to, we decided to streamline the process so that we could move ahead.  We also knew that other tribes were asking for funds for their own Centers.  We had to brainstorm and figure out how to make the program more effective.  There was potential that the Center would be closed if we didn’t do something.  There was no National consultation, only a local decision as a life-saving decision.

Sally Smith – I’m saddened that the decision was made as such.  It seems there was a knee-jerk reaction to the issues.  We have enough attacks outside of Indian Country, it is beyond belief when it is Indian attacking Indian.

Mike Jackson – we have to make a decision today.  If it is a local Center, then it needs to be funded locally.  Everything that was said indicated that this program is a local program, not a national program.  I would like to fund this, Congress is looking at us and if we vote no on the support question, then we are admitting that it is ineffective.  As Sally Smith said, we have to make the decision.  They mentioned that they couldn’t put the Center together in two years, but it shouldn’t have taken 3 years for a budget report either.

DR. FRANK VINICOR, CDC

The changes that are referred to by NDPC are not accepted at CDC yet.  These changes so dramatically change the RFA that we are not prepared yet to make that decision.  Until CDC accepts these changes, we have no advice to offer you on this request. 

Lunch 11:50a – 12:30p

Reconvened @ 1:10p

CDC Representative – Dr. Frank Vinicor - Happy about Dr. McKenzie’s references to the RFA.  I was and still am pleased about that RFA.

Here (2nd page of handout) is my sense of what the RFA is about.  We anticipated at CDC and TLDC that there would be a startup of some duration and that there would be some focus on local activities.  At about 3 years or so, we pictured both local and national activities in full activity mode.  What I think has happened in the first two years, was the difference of perspective on local or national.  It seemed everybody had different views, when things should begin.

Where are we today?  (3rd page of handout)  Over the last year or so, we have had numerous meetings with NDPC and UNM, etc.  You have heard some of the proposal of changes approximately a couple of weeks ago, and again I want to give credit to Dr. Eaton for keeping on top of these needed communications.  The proposal from UNM is that they want to be local/regional in nature.  At that time, CDC/IHS decided that we are not partnering any longer.  We have become a funding agency vs. a cooperative agreement.  The CDC/IHS as a funding agency has given money as a grant, not a cooperative grant.

(page 4 of handout) Now, UNM focuses on local/regional efforts and CDC/IHS focuses on National needs.  We would hope that there is some feeding of information that UNM can provide to the National Center that will be taken care of by CDC/IHS.

What does that mean? (page 5 of handout)  We still have the responsibility and accountability to ensure that the money that has already been provided to NDPC is reported and in line as what we need for data.

We are also, on the national level, responsible for taking care of things that did not take place at NDPC according to the original RFA.  We will find out what works and how best to share, choose and implement – Best Practices.

Implementation Plan if this goes through:  (page 6 of handout)

NDPC Budget History

We are in the fourth year.

See diagram on page 6 of handout.  In the first year and 2nd year it is as described.  Money was distributed accordingly.  In the third year CDC did not give money due to a large un-obligated balance.

In year 4, where we are at today, we are considering their proposal to become locally and regionally focused.  Our view is generally, fine.  But, the original $1m that came from this group is for national activities as was our CDC funds and the large amount of unspent dollars that we probably will not fund them in year 5.

In year 4, if TLDC provides their $1m, then that would go to National efforts.  We would also put our original 2m as well as the 1m additional funds that were provided to us. 

The people at UNM, Navajo Nation and Zuni/Pueblo have been frustrated with this project.  What we’d like to do, is not take money away from the first 3 years, but that we re-allocate the 4th and 5th year moneys from CDC and TLDC for CDC & IHS to do the National work.

Dr. Acton asks Dr. Vinicor to clarify that CDC & IHS would not be doing the work but would make the money available to other Indian organizations to do the work.  Dr. Vinicor states that is correct.

Dan Simplicio asks if this plan was approved by the two tribes (Navajo & Zuni).  Dr. Vinicor states that the Governor of Zuni and Dr. McKenzie know of this plan and did not approve or disapprove of such.

Dan Simplicio also states that the two tribes are willing to consider a National perspective.  Dr. Vinicor states that is why the connection doors are shown on the diagram.

Dan Simplicio asks if CDC recognizes the problems the two tribes have had in getting these funds spent.  Dr. Vinicor states that CDC & IHS have been asking for a spending plan for the last two years.

Dan Simplicio states that if Navajo Nation and Zuni had received such a request they would have complied.  Dr. Vinicor states that you partnered with UNM and our communications have been to UNM, which is the recipient of the cooperative agreement.

Dan Simplicio states that we (the tribes) were equal partners and should have been communicated with.

Dr. Vinicor states that he was being as open as possible.  The end result is that there are responsibilities here and that is that you can’t get the same amount of money for less work being done.

Alvin Windy Boy, Sr., For TLDC, all we asked for is a benefit for all.  We approved it with that in mind.  This issue, I’m sure is going to be worked out between CDC and IHS.  TLDC will hold back from making comments on this for respect to Zuni and Navajo.

Rae Snyder, IHS HDQ Representative  - In sitting in with Dr. Trujillo, I do have some insight as to those discussions.  In reference, I’d like to make a statement in regards to consultation.  When the proposal was first put forward for NDPC, that CDC fund 2m and IHS fund 1m, the first statements from our office was that we needed to have consultation locally and nationally.  That was one of the statements that was brought out by Mr. Lincoln.  Dr. Trujillo stated two major things:  The IHS remains committed to Tribal Consultation and in particular to Diabetes funding and that the advise come from TLDC.  We recognize that there is politics involved here, they will do what they want, but IHS is committed to taking the advisement of the Tribal Leaders.  IHS must adhere to those and will do so.  I will be here until the remainder of the meeting so that I can report back to Dr. Trujillo but also that I be here for questions.  There was very interesting items that have been reported today.

Dan Simplicio states that he is also curious as to the discussions that occurred between IHS and CDC and asked can you share that information?

Rae Snyder answers that one discussion with the Governor was when the local/regional focus was a proposal from Navajo and Zuni and they talked about the need still for a national focus.

Alvin – our intention here is to get the best bang for the buck.  We hope to get that done, not only today, but into the future.  I anticipate that this process will be something in place long after I’m gone.  I’ve been in politics for the last 12 years and there have been many changes.  Just 12 years ago we were not in the driver’s seat as we are today.  We need to move forward with a national intent in mind.  Frank, what do you need from TLDC to maintain the national scope.  Frank answers that one, we need to come up with something that ensures information dissemination, and two that we come up with a plan on getting/gathering data on a national level.

Alvin states that there has been 3 million out of 5 million planned for NDPC, the parameters of the rest of funds is something that IHS and CDC can decide on.

Frank answers in that the full amount of 6.9m already provided to NDPC is intended from CDC & IHS to be left with NDPC, but that intention could be changed by the Bush Administration.  There is rumor that they will only allow the NDPC the first year of funding and may request year two and three from them.

Dan Simplicio asks Dr. Sally Davis to address the un-obligated funds item as being brought up because he understands that those funds are obligated.

Dr. Sally Davis states that the funds are carryover dollars being planned on for community projects.

Frank addresses that for funds to be obligated, they must be approved by the IRB, and until then, they are considered unobligated.

Dan Simplicio states that Zuni Tribe did approve the projects, as an IRB.  But we were told that it must go through the IHS IRB process.  Would our process suffice to the CDC requirements?

Frank stated he couldn’t really answer that, but historically, that has not been the case.

Roger from TLDC asks if the programs that NDPC has submitted to the IRB’s are national in perspective?  And secondly, Tribes have 9 months to adhere to the rules and reporting standards, and it seems that Universities are held to a different standard?

Frank – there are quarterly reporting requirements.

Roger – so far, there hasn’t been any national programs/activities, right?

Frank states that there has been national conferences, the question is has it been enough to be called a national perspective.

Roger – I don’t want to be dis-respective to Navajo and Zuni.  I know we are all suffering from Diabetes.  Is there a National board?

Frank- there was a Center Board with members from all over the country.  The new proposal asks that it be only local/regional in nature.

Kelly/CA Rep – We asked NDPC basic information about structure, etc.  Do you have that information?

Dr. Davis – I have not seen that request and  yes we do have that.

Kelly – I expected my ‘basic’ questions to be answered here today.

Alvin mentions that these items have been supplied and that they are a part of our records.  My understanding is the intentions are to move forward in still working with UNM, with a plan for national efforts?

Dr. Vinicor states that UNM wants to focus on local/regional level.  We are suggesting that there is still a need for national direction and that those monies for year 4 and year 5 be directed to the national efforts with CDC and IHS being directly responsible for those funds.

Sally Smith – It is unfortunate that Mr. Simplicio didn’t hear the discussion prior to our lunch break, but I also need to say that you are placed in a very tough spot as is Mr. Freddie.  The difference that I noticed is that Mr. Freddie has maintained his big picture.  We are all paid to come here by the agency and that we must keep our regional/local hats at home when we come to meetings like this.  Mr. Simplicio, I ask you to look out for my flank as well, for Billings and for everyone else here as well while you are here.  Mr. Chairman, I support the presentation that we formulate a national perspective from here on out.  Our people are crying for help.  Because of the presentations this morning by NDPC, I am bound that our efforts be national in perspective and I support the proposal of CDC and IHS and that they take over the national plans.

Mr. Simplicio – I find it an insult that you might think that it is not my direction to focus on the needs of everyone at this table.  I find that we (NDPC) has not had the cooperation as needed.  We have developed NDPC in that it prematurely grew out of our hands.  The pressure to become national has been breathing down our backs.  There hasn’t been any solution to this.  We have so much to capitalize on, we are assisting Native people to dissolve diabetes.  I appeal to your own Native awareness on what needed to be done.  We included Native Medicine Men.  It is not about dollars and where it should go and who needs to have it.  I have never intended not to share what we learn.

Sally Smith – It was not my intent to hurt you Mr. Simplicio, but that we move forward from here today.

Mr. Freddie – Good Afternoon to all attendees of this meeting today.  We came to this meeting to get good communication on this.  That is why we are here today.  With the report from Dr. Vinicor, we can create a win-win situation.  Back home, we know that there was problems.  This has been at the University level and I’m not satisfied with that, I won’t be until I see the amputee at home being taken care of.  I have not heard of these changes and I sit on an essential committee in regards to this, but I do respect the Vice-president and the Governor.  I heard from the TLDC today and many times before in previous TLDC meetings that you want a national program and I think that Dr. Frank Vinicor has provided a plan for that.  We need to take this information back home and I think we all need to do that and prepare our positions for Reno’s meeting with Dr. Trujillo.

Rosemary Lopez – It’s a little bit confusing, because I think we started out with a proposal and that we are in the consultation mode and today is the first time that we are hearing these proposals and I know it would take time, but I believe we need to take these proposals under advisement.  One of the concerns I have is that NDPC is going to be a regional project, what will be the involvement of the other Tribes of the region?  I’d like to ask Dr. McKenzie and Dan Simplicio if this is the final proposal they are coming forward with.  There is still miscommunications/ misunderstandings in regards to the budget.  If I understood Mr. Freddie correctly, he recommends that we bring this home and come back in March at the Reno meeting to make a final decision.

Dr. McKenzie thanks the TLDC for being allowed to present at this meeting.  We asked to present to you today when we heard the meeting was going on today.  There was a statement made with Dan Simplicio about intentions of his National perspective.  Perhaps it was my involvement that gave that impression.  Our proposal is like a pilot perspective and perhaps we can bring this to you with national application.  I was disappointed with the way things have been perceived to have gone wrong.  I am pleased with Dr. Vinicor’s proposal of continuing to work together.  We are going to provide an update to the Health and Social Services Committee that Mr. Freddie sits on.  It is not our final proposal, but we feel it has a great deal of merit to streamline and compact our operation.  The question as to whether other Tribes will be involved is up to the two Councils as identified.  Whatever the committee decides, we will live with.  When I met with the Senator, he asked me about the NDPC project and why he is hearing about the project not being effective and I tried my best to answer his questions.  While he sees it currently as a Navajo, Zuni and Arizona project, he still has the hopes that it grow nationally.  We will provide you with the reports.  We have reorganized the office so that we can now respond to queries of information and provide guidance directly to the project.  We needed to do that to get these things going, but if you want to look at the proposal, though it is not approved yet, you can as an interim.

Alvin allows time to for Lorilei DeCora, Chairman Center Advisory Board, to speak.

Dan Simplicio answers question that was posed to him first.  The meat of the proposal is what has been submitted.  The other thing is not something that we have been working on.  I have been talking to Joe Gladstone about another idea and another proposal and when time permits, I’d like to see him provide that alternative proposal for a national project.

Alvin – before Lorelei says something, Before TLDC makes a decision, we must be cognoscente of all the Tribes throughout the Nation.  Collaborate not only with NDPC, but also with TLDC.

Lorelei DeCora – Talking Circles Project -We are going to complete a test in July that can be shared with all of you.  I went to NDPC and asked for assistance for this project and our understanding was that it would start with Zuni and that it would eventually go national.  Today I heard a report about us being referred to as micromanagers.  If being accountable is called micromanagement, then so be it.  I had to bring this truth to you so you, the Tribal Leaders, would know the truth.  Every one of our Center Board Advisors, none of them have quit, they still want to help.  There is a need for Technical support.  I thank Dr. Vinicor for doing that.  There was a question as to whether some of this money would be for those of us with diabetes.  We are asking for very basic needs.  It is very hard to justify a Center that nobody knows what is going on.  I wanted to set the record straight.  Navajo and Zuni spoke, that is what they need, now we all need to get on and address what the rest of need too.

Alvin – Charlston Heston Quote – so let it be said, so let it be done.  I think that TLDC will support the efforts of CDC at this time.
	

	REVIEW 

DATA RUNS PROVIDED BY C. WIGGINS
	(SEE HANDOUT)

These numbers being provided are only for illustration.  These are with 1997 data, not 98 or 99 numbers, so it is only for that purpose.  (Dr. Acton clarified)

Option 1 is revisiting what your intentions were when this started three years ago.

Last time there were three set-asides:


An Urban Set Aside

1.483 m


Prevention Research Center
1.0 m


Cost to Issue Grants

.300 m

Total set aside:


2.783m

Balance for allocation


30.216m

Formula for balance:


Data Improvements
5%
3.342m


Population

30%
20.055M


TSA Add-On

12.5%
8.356m


Disease Burden
52.5%
35.097m


(disease burden was broken down into 50% mortality and 50% prevalence) Disease Burden is the same as saying Health Status.

The rest of the handout is providing the TLDC scenarios if we make changes to the formula.

Data Improvements were further discussed by Cliff indicating that there is a need for data collection.  Two issues in regards to data – operating unit visits or user count.  User count is a higher number compared to census data.  

Disease burden is to focus a large portion of the monies on the areas  which have a higher prevalence rate of disease.  The prevalence rate depends on where we have a system in place.  They were averaged due to mortality being an equal measure for those that have notably died of diabetes because there are some issues in regards to the accuracy of prevalence data being questionable.

I understand that the formula may be considered for change due to the 50/50 split, knowing that prevalence is a much better measure than mortality and we hope that our prevalence data does improve.

Dr. Acton mentions that mortality is a very dirty data set due to the death certificate not noting it as such.  Rather they are listed as dying from heart disease or something that was a complication due to diabetes and diabetes is not listed until the 3rd or 4th cause of death.

Alvin Windy Boy, Sr. asks Cliff if he could be a part of our meeting scheduled in March.  You know, I learned just recently that if you are Indian you are more prone to getting diabetes.  Whether or not the disease burden item is discussed further, the poverty component was taken out of the disease burden factor, and the information I have learned about is that the poverty stricken are also disease stricken.

Flathead showed LNF at 64% and here when they did the numbers like Rocky Boy did, they ended up being lower than we are.

Cliff answers stating that he would be happy to attend the next meeting and offers that if there are any other scenarios or options for formula options, please get that to Dr. Acton and/or myself.

Lena asked about the younger population missing from the prevalence information.

Dr. Acton mentions that the data is not that good, but it is small and either way wouldn’t have much effect on the formula.  It is difficult to read doctors hand writing – DM looks a lot like OM in Dr.’s handwriting is only one reason why this data is not 

Cliff also mentions as does Dr. Acton that a better disease burden formula change would be rate of change which is much more accurate and measurable.

Lena asks Cliff to explain how TSA is applied in the formula.  He stated that the smaller the tribe the more money per person in that tribe was given due to economies of scale.  Smaller tribes do not have the buying power that larger tribes have.

Mortality data collection was asked by Dan Simplicio.  Dr. Acton mentions that this data is received from someone outside of Indian Health Service.  There is some degree of concern that this data is not a true reflection of what is happening in Indian Country
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