TRIBAL LEADERS DIABETES COMMITTEE MINUTES


Sumner Suites - Albuquerque, New Mexico


September 25 - 26, 2000





TLDC Members Present. Alvin Windy Boy (Co-Chair), Dr. Kermit Smith (Co-Chair), H. Sally Smith, Buford Rolin, Judy Goforth Parker, Jerry Freddie, Muriel Segundo, Rosemary Lopez, Kelly Short-Slagley, Dan Simplicio (9/25 only), John Pipe, Mike Jackson, Eli Hunt





TLDC Members Absent: Charles Murphy, Patricia Martin





Others in Attendance: Lena Belcourt, Althea Tortalita, Cynthia Navarrette, Don Betts - CDC (9/25 only), Joanne Pegler - CDC (9/26 only) Charles Rhodes, Julien Naylor, Thomas John Nashville, Tina Tah, Lorraine Valdez, Lisa Brown, Gwen Hosey, April Jake, Zeenat Mahal, Gloria Lucero, JoAnne Pegler, Thomas John, S. Hubbard








Meeting was called to order @ 8:57a.  Co-Chair Alvin Windy Boy, Sr. asked for roll call.  Althea performed Roll Call - Quorum Established





Invocation provided by Dan Simplicio





Introductions





Agenda Review, additions, deletions, updates Comments of TLDC Members





Buford Rolin Moved to Approve Agenda as Revised.  Seconded by H. Sally Smith.  Motion Carries.





Minutes


Minutes should include Tom John - Nashville on Page 1, Dr. Julien Naylor - Alaska was also in attendance


Action Items Reviewed/presented by Lena Belcourt


Jerry Freddie - Where is the report that should be in the minutes?


Judy Parker - National Diabetes Prevention meeting - didn't we say we were interested in that particular meeting?  Althea mentioned that JoAnne Pegler would be here today to ask questions/inquiries in regards to the trip to Gallup.  There were no responses received from TLDC as to when they wanted to drive to Gallup. (Approx.  1 ½ to 2-hour drive)





Buford Rolin - (talked with Luana) - we were going to get an update on management system?  Yes, letter is being copied as we speak.  


Minutes of May 11 - did they ever get completed.  Althea - yes and so were the May 31st meeting minutes.  Althea wasn't sure if they were approved or not.  Lisa mentioned that they were not recorded during the meeting times and confirmation was made that these minutes were not approved.





JudyParker-1st page,4 line down under subject "Issue" - change  "incestuous" into "a close working relationship".





Muriel - listing of membership - my understanding is that we asked for nominations for tech work group and I nominated someone?  Alvin clarifies that this nominated list just isn't included in the summary, but we do have the list of nominations on the Draft Charter that will be offered to the group after minutes approval process.





Buford Rolin - Are we going to discuss the Diabetes User Population? (2nd  issue on page 2)





Judy Parker - List that Lisa Brown put together for the tech workgroup.  Can I submit this to you for the Tech workgroup and we can combine the two lists together.  Confirmed to be fine with TLDC by Alvin.





Mr. Freddie - Move to accept the Portland meeting minutes with changes.  Sally Seconded.  Motion Carries.





Alvin asked for further Comments/questions on Lena's Action Item Report.  No changes were made.





Next agenda item - Tribal Technicians Workgroup Update - Lena Belcourt


Members asked for a Charter of what the Workgroup would be doing for this committee.  It would be an advisory workgroup.  The Nominations given at the last meeting includes the list of them on the charter.  It provides their structure, what their objectives are and how they'd meet and report to this committee.  Would you like to make changes?  We can do so today.





Alvin - there is an issue I wanted to express to the Tribal Leaders today, taking a look at the workgroup, it is quite large, 12 or so, in working with other workgroups they are typically 4 or 5. 1 ask the Tribal Leaders if we can bring the # down to four or five.  Buford = we did discuss that.  Alvin, we are at that point right now then.  Judy - so we want a motion for four or five members.  Dan - how would we do that, I understand why, but how will we do that, geographies in mind?  Alvin, I would assume that we'd want Alaska and other geographic areas as well.  Dan - if that's the case then I would suggest that the areas get together and discuss that idea at the areas.  How many areas do we have?  Alvin - 12 and that is with some not included here.  Aberdeen, Bemidji are examples of not having current representation.  This proposed statement, we started to talk about the statement and then we moved right into the tech workgroup members.  Clarification was provided.  Judy - having worked with the TSGC WKGRP - it seems that we are the decision makers, not this tech workgroup, so they take our assignments, they do not create their own agenda.  Sally - the meetings do not preclude participation from any area.  Going into this discussion we knew that we wanted to pare down this list and develop a core group from us and the IHS side.  This group only makes recommendations to us and I support a five-member workgroup.  Why don't we provide the 13 names to Dr. Kelly Acton and have her assist us in developing the workgroup with two I.H.S. members and four or five from the Tribal Side.  Oklahoma wants participation too.  Dr. Smith - do we need a pool to draw from, rather than paring the group down, have smaller groups work on different things.  Dr. Kelly Acton- Lena did come to our office and we oriented her to our Diabetes program.  Many issues came up while doing this orientation; Lena would state that the issues coming up would have to be brought to the committee level - not being acted on by the workgroup.  It's important that we not only decide structure but also know what they do.  Minutes from these meetings are critical for us to move forward.  They must be out within two weeks of the meeting.





Judy Parker- Move to pare down group to five with input from different areas.  H. Sally Smith seconded.  Mike Jackson, can you expand your motion a little bit?  What about the self-governance and non-self-governance tribes?  Alvin - it is not an issue.  Lisa - we bring concerns no matter self-governance or not.  Mike - I do see a lot of self-governance names on this workgroup list so that is where my concern is, as long as it comes back to this committee for comments and action.  Alvin - does everyone understand? (Yes).  Motion carries.





Alvin - How do we select the five?  Mike J. - I think the names that are submitted should be thrown in the hat.  Judy - Tom, Lena, and Lisa - they have been involved and have shown clear support.  Muriel - Joe Gladstone I'd like to submit rather than Sylvia Parra.  Sally - Julian Naylor I'd like to forward as representative for this small workgroup as well.  Buford - I think that some of the concern is that we don't have names for three areas and I think we should get those names first.  Alvin - how long have those areas been in our meetings.  Buford - I agree they haven't been coming, but ... Dan - I submit that Joseph Gladstone be the rep for our area, Judy Roy hasn't been in attendance and I suggest that we submit Steve's (Dr.  Steve Rith-Najarian) name instead.





Alvin - Lena Belcourt - Billings, Julien Naylor - AK, Lisa Brown - OK, Tom John - Nashville, and Joe Gladstone - Tucson, John Lewis - Phoenix, Pauline Boxer - MT, Brian Brunelle Bemidji





Mr. Freddie - do some of these people have access to funding for travel?  Other items I'd like to mention: coordinate meetings, correspondence, minutes, etc.? Those items should already be taken care of I think the most important is the research and prevention, tracking the budget and the impact of this $ on area Diabetes programs.  Do these reps have research background?  Because that is the most important.  Being able to travel is also important.  This group will also be the communicator - allowing for two-way communication between the 12 areas to help us gain a good handle on this project.





Buford - should we just write down the top five names we want from the list?  Alvin - yes, that seems the best route to take to choose the five.  Lisa Brown collected blind ballots.


Chosen were: Lena Belcourt - Billings, Lisa Brown - OK, Julien Naylor - AK, Joseph Gladstone - Tucson, Thomas John - Nashville





John Pipe Moves to accept the five that are listed and have those that were not selected be in the workgroup for next year.  Buford Seconded.  Dan - we'd have these four as immediate workgroup members and then we'd only want to vote for one additional person?  Can the non-selected be alternates?  Alvin - these are not policy setters.  Buford I ask the motioner to rescind second part of motion.  John Pipe Agreed.  Dan suggested that the four not winning this round should be alternates with Lisa Brown's suggestion of John Lewis be Alternate #1, Brian Brunelle be Alt #2, Pauline Boxer be Alt #3 and Sylvia Parra Alt #4.  Amended Motion carries.





Draft Charter - Part II will change to reflect the five primary members and the four will be alternates.  Judy asked about Item # 3 under part III - coordinating and recording of minutes - do we want this technical workgroup to do this or do we want to ask IHS to provide a recorder so that the recorded minutes can be done as draft at the end of each meeting?





Sally - Our recorder today will provide minutes at end of day.  Lena clarified that the tech workgroup will coordinate but not necessarily be the recorder - they will have a recorder at the meetings.





Alvin brings group through Draft Charter Document - Part I was agreed to, Part II is changed as motion above indicates, Part III-Sally suggests that Part III be stronger - it states reviewer but it should say for action by the TLDC.  Dr. Kelly suggests that we work in conjunction with the Tech Workgroup to develop agenda.  Dan - I don't see a relationship with the Area Diabetes Consultants group?  Clarification of Dan's comments - the Area Consultants should be relating to this body and submit and discuss with us and we would feed info/needs to the tech workgroup as needed.  Mr. Freddie - In regards to these fimctions - as mentioned earlier, coordination, agenda, drafting and disseminating correspondence, and things of that nature should already being done.  This workgroup should be concentrating on Research and Prevention.  Further continents on Part 111.





Buford Rolin - Move to Adopt Charter of TLDC Technical Workgroup as amended. Seconded by Judy Parker.  Clarification of changes: Names identified for Primary and Alternates as motioned earlier, change Part III statement word "the review" in last sentence to "action", and in Part I in the last sentence, at the end add the words "and IHS" Motion Carries.





Mr. Freddie and others mentioned once again the concern of having the Technical workgroup not coordinating with Area Diabetes Consultants.  Clarification was provided that included the point that Julian Naylor is part of the Area Diabetes Consultants and we can count on the tie there as well.





Break was called at 10:55a.


Meeting Called back to Order @, 11:22 by Co-Chair Dr. Smith





IHS Diabetes Program Update by Dr. Kelly Acton


First, the grant program is just starting year four so many programs are submitting their year three paper-work and program people are trying to compile proposal submittals at this time.  We don't have an application out yet; Phyllis Wolfe stated that they can't send out a packet without knowing what the financial system is going to be.  We had a meeting a couple of weeks ago, Luana Reyes with IHS, DHHS kept stating that the RPMS system was becoming more user friendly, etc. and we expressed that since we had been using what we do for the past three years, that it would be more efficient to continue using what we are and make the transition later.  Being distributed right now is a letter/memorandum that states to Luana Reyes what we did not agree to.  Luana used "consultation" language many times during her presentation that we would not agree to.  The memorandum expresses that the process used is not how the tribal to government relationship works.





Dr. Smith - the decision at the end of the meeting was that we are not going to do this.  I did talk with NIHB and further research is needed on this issue because of this thought process.





Buford - As far as the tech workgroup I know we need some tribal leadership.  If we don't get action from Tribal Leadership right away, they are going to make changes.


Dr. Smith - I agree, we need a document out of this group by the end of the day tomorrow.





Dr. Acton - there is a draft letter to Dr. Trujillo that we can review.  Lena put together.  Reminder - we cannot go forward without knowing which financial system we are going to use for financial form submittal.  The advice we are giving to our grantees for Year 04 is to use last year's template to prepare their application, but they should not submit it at this time until they receive the actual application.  They can prepare their application ahead of time.  If they are having money problems, like running out of funds, they should contact their project officer.





Judy Parker - OK asked me to give them update on this.  Should my message state that they should not submit applications at this time?





Dr. Acton - Go ahead and send it to Dr. Tolbert (for Oklahoma Area) for review, and have them approved.  Using last year's template complete and send to project officers so that approvals are in place.  Phyllis Wolf uses financial reports to come up with spreadsheet data, but not all programs are being consistent in providing this data.





Lorraine Valdez - I received an email from Ms. Wolfe late Friday (9/22) asking Area Directors to meet with tribes, that Formula I is to be used, tentative dates and outline for consultation in each area including application "out" date.  Year 02 financial status report is also provided in this email, FY 2001 application grant log is also provided.  Althea and I will copy this information and distribute this afternoon.


Dr. Acton - Tab One - Dr. Trujillo's signature is needed.





Sally - Is there going to be difficulty in getting the tab I portion signed off?  Dr. Acton - No. Just recognized skipped step and he should have that done.





Dr. Acton - input from the Area Diabetes Consultant, Tribal Leaders Diabetes Committee and several others were collected by our dept and a questionnaire will soon be developed to submit to all groups.  This questionnaire shall assist in our Report to Congress.





Dr. Acton -Area Diabetes Consultant Meeting - We came up with some great ideas for next years conference, I am concerned that our consultants wear many hats, they do a lot of other things and in a downsized environment that may be acceptable, but we see now is a time to strengthen that structure to assist in lining up the hats they are currently being asked to wear.  I'd like to have discussion about this issue.  I would like to see if we could develop a National Diabetes Consultant position.





Alvin - Remember when Area Offices downsized?  Well, those FTE's are still there.  It shouldn't be hard to identify an FTE that could fill the different needs.





Mr. Freddie - Thanks for the report and update.  Where I come from I look at people and I look at young children that have been diagnosed with Diabetes and I want input from this committee, there is a lot of money we need to impact this problem just in our community.  If you go to the border towns, there's ball fields right there, people get ready for summer oil leaks, if we had the money we could hire counselors, mentors, etc.  If you send a PhD to my community the people will just look at them and the PhD won't know what to do.  It takes time and effort to learn what the communication of our communities is.  Paraprofessionals and grandparents, etc. are needed forthiswork.  Wecan'tjusthavepapershufflerstosendreportstoCongress.  WeneedNavajo's speakers, and people that know us to be on the payroll to have a better impact.  I don't want to criticize my area, but we have many service units that say they do a good job in education and getting information out, but they need to get out to the communities where the problem is.  With some of this money we could train our community members, students, etc and try to coordinate efforts within our communities.





Dr. Acton - We agree with you completely.  I think we need both.  We have proposed as a program that we tie in training and prevention methods occurring at the community levels by using advocates that can translate right in the homes of those that need it.  If we could have a community advocate that would lead us at the community level that would be wonderful.





Government Performance and Results Act - We submitted a Diabetes report and it has improved on everything.  That was provided to Kevin Thurm.  I have copies for those that are interested.





$100 mil increase for diabetes - we were asked to put a proposal together in one day as a program.  This document is without any tribal consultation.  I propose that we use this document as the document we can work on and argue from during todays' and tomorrows' discussions.





Alvin - I guess as far as refinement, we can have our technical workgroup to review and edit as well.





Dr. Acton - we are in the middle of moving, so keep in mind we may be and are in a bit of disarray.  Also, Althea has the Tribal Leaders Diabetes Committee orientation packet to show you.  It is not complete.





Althea - it is not complete, but we have a suggested outline in this first draft and would appreciate comments/suggestions.  Manual being shared at table and please write suggestions on sheet.





Dr. Acton - the draft was developed prior to this committee coming about.





Dr. Acton - $100 mil - perhaps we can start the discussion on this prior to lunch?





Mr. Pipe - But Melissa Bernard will not be here after lunch, so why not start this discussion after lunch.





Alvin called Lunch Break @, Noon.  Return @ 1:30p





Alvin called meeting back to order @ 1:45p


Before we start I'd like to introduce Bemidji Area ladies that are in attendance this afternoon with us.  Gives me great pleasure to introduce Shirley Cook - Red Lake Diabetes Program and Delores Lasley- Red Lake Tribal Council





Update from IHS Diabetes Program - Dr. Kelly Acton


I had proposed on the agenda that we have a discussion to provoke some thoughts on the member's part.  Mike Mahsetky's email of $60 mil to $100 mil suggested increase.  Buford states that a week ago he received a call from the Juvenile Foundation and a group of us met with Senator Domenici because of this call.  The Foundation set up this meeting and New Mexico reps, congress reps, urban folks and NIHB were present at this meeting with the purpose of bringing the fact of knowing that all this additional money was available by the President.  What was the possibility of getting an extension of that for our Diabetes programs?  We and the Foundation both have a large need and we proposed @ least $100 mil.  The Senator supported that and stated that we do have to think big.  He recognized the need for it and thanked us for bringing it to his attention and stated that he would take the lead in working with Congress.  We have since followed up with calls to his office along with Foundation to keep updated on progress.  Last Friday the Foundation said that his concern was that they (foundation) had been working the hill, but the fact that the Republicans had not included Indians in their spending bills and talking with Mahsetky he stated he didn't know how that was going to be placed in the spending bills.  The problem we are in now, spending bills are being put together and we don't know exactly where we are in relation to the bills.  Senator Campbell is expecting $5 mil of this money (if we get it) is to be given to his Denver Diabetes Center and Senator Domenici also wants $5 mil for the Gallup Diabetes Center.  I understand that they have extended into the 1st week of October.  The Administration as of last Friday had not included the $100 mil additional in their bill, but they did have the $150 mil for the next five years.  We need support from both the House and Senate for the additional $100 mil in these spending bills.  I've gotten in touch with NCAI, Henry Cagey and Speaker Hasset who is a diabetic has shown interest in giving us some kind of increase.  So we need to get him, Congressman Young, Senator McCain, anyone we know that could help us support this increase in the spending bills.  I haven't tried to reach Larry Solo, Foundation, today to get an update.





Dan asked about Sen. Inouye initiative to get Diabetes $ for the Hawaiians.





Mr. Freddie - is this really new money or is this from existing IHS or existing program dollars?  If it isn't new money, this kind of increase in this program will affect all programs within Indian country.  If they are going to allocate money for Indian Country than they shouldn't restrict it in anyway.  We should be able to use it as we see fit for the need in fighting Diabetes.





Alvin Windy Boy - in response to first question - it is new money.





Buford Rolin- specifically what we asked for was the increase that would include "for services".  The language to place in these spending bills to reflect that, I don't know how to do that.  You got to be careful about putting services and facilities discussion together.  Our advocacy has been for services and not for facilities.





Mr. Freddie - There is a difference of need across Indian country.  Some have urban areas to lean on but many of us do not have infrastructure.  Lobbyists must understand that to start we need facilities in many of our remote areas before we are able to provide services.





Dr. Acton - I thought about how we could possibly take a multi-year approach.  A strategy that would help us approach what we need now and what we will need in the near future as we progress.  Some of this multi-year approach is included in the draft document that the Area Diabetes Consultants were able to put together.  We can say several things to Congress - we know that there is a very serious need to address Diabetes today and the approach is conservative research.  What we know today is that with the Diabetes patients in need of what we know today we need $400 mil per year to address these clinical issues that scientific evidence says we need to address.  Then our strategy might be, two years from now, using the scientific data we can collect now with the additional $100 mil they helped us get has provided us with a clear foundation of "true need".  The outcome of them handing this $100 mil will result in good, concrete, scientific data to tackle the prevention methods necessary to bring Diabetes under control in Indian Country.  This year we can focus on tertiary and secondary care and look to provide primary care two years from now.





Alvin Windy Boy - We'll just keep plugging away, I will make the phone calls to my delegates.





Buford Rolin - we all need to do the same.  We can come up with a letter from this body as well, notjust to Trujillo, but also to Congress.  I also talked with Mississippi Choctaw and they are in support.  We need to get this letter out ASAP


Alvin Windy Boy - Is there consensus from this table that a letter be sent?


There was no dissention, Consensus was to develop letter.


Buford Rolin - Trujillo's hands are tied, so we must address the Congress.





Alvin Windy Boy - Someone from workgroup - please draft letter for our signature to have sent out tomorrow.  I have been analyzing this information and believe that it may have some merit, but only if it is driven by tribal leaders.  That means we should be the focal point for Senator Campbell who has a lot of clout.  We need to be at the Point with him.  I offer the suggestion that maybe we ask Sen. Campbell for some dialogue.


Dr. Acton - has Sen. Campbell been in contact with NIHB?


Sally Smith - I don't know but I can find out.





Buford Rolin will follow up with Yvette Joseph-Fox to find out.





Dr. Smith - are you suggesting that we take the offense position to support him now?  Alvin Windy Boy - don't know yet.  We need to wait until Buford talks with Yvette.





Buford Rolin - it is my understanding that he (Campbell) is already gotten this secured.





Mr. Freddie - We as a committee already said that we agreed that one of the research initiatives should be North and even regionalizing the research centers but from our standpoint the local communities are researched to death and we still continue to treat the systems rather than prevent it from happening in the first place.  Before the meeting is over tomorrow, I would like to get input from everyone about how we can lobby for Indian people, Indian Community, Indian Reservations to get ftmding to take care of their needs locally.  This $ 1 00 mil needs to filter down to where the problem down - in Indian Country.  I don't know about your allocations at your reservations back home, but here there is very little funding to support the healthy family, just for treating symptoms.  If you look at all the health problems that are listed, its not just health problems - we need help for pregnant teenagers, etc.  It is the school system - we have our children being raised by others.  While our kids go through the system of furthering education, they sometimes come back and cause social problems.





Dan Simplicio - Sen. Campbell's initiative - is this going to be parallel to NDPC?  We've had many problems with that.  We need to ask those kinds of questions - How?  I'd like to get that information ASAP.





Alvin Windy Boy - yes.  We are all in the same situation.  Something is going on but we don't know quite what.





Buford Rolin - I support what Jerry (Freddie) said.  I also had a Congressman say to me "if we are going to give you money, you better take it, now if you have to restructure to make it work, than do it".  This is a political move and it's an opportunity for us to take advantage of.  Jerry never lets us forget that this kind of stuff starts with the family, at home.  We also need to look at what support we have with the President.  We can certainly get info from Yvette and we can also get a hold of Paul Moorehead at Campbell's office, but I don't think we want to "NOT" act on this and say, "YES, WE WANT IT".





Judy Parker - Should we write a letter indicating support to Campbell on this initiative.





Dr. Acton - Strategy - Do you like it?  Should we take the multi-year approach and use the money for tertiary and secondary care and say in two years we will address primary care, pure prevention and diabetes screening approach, based on data we collect in the next two years.





Judy Parker - I want to do it all.  I hate to leave out prevention and it's the cheapest route we can take.  What study is Dr. Acton talking about?





Dr. Acton - the 7-year study (Diabetes Prevention Project) that has been going on.  The results of this study will be available in the summer of 2002.  This study is supposed to prove that Type 2 Diabetes can be prevented.


Dan Simplicio- Tertiary care?  Would it be for use right now?


Dr. Acton - yes, in my suggested strategy then we would address tertiary and secondary care.


Rosemary Lopez - I am confused about what we are talking about now.  The balance budget funds of $30 mil?  Line item in IHS for Diabetes?  Is this BB ftmding the same as the President's $ or IHS? or?





Dr. Acton - The Diabetes line item in IHS is program and Area Diabetes Consultants.  Then there was the $30 mil for the Act, and there is no discussion about changing that.  I was suggesting that the New $, if we get it, could it be used for what I was referring to.  Rosemary Lopez - the money we got we used for primary prevention, but because of the issue, we need to look at the service unit instead of just the primary prevention.  Dr. Acton - first we need an approach for the extra dollars so that we know what we are advocating for.





Buford Rolin - This is a plus for us - the fact that we have a working relationship with CDC, and all these other agencies with HHS and this is well known in Congress.  It helps us get additional funds.  Common knowledge throughout government is starting to make a difference.  They are understanding and are aware of our needs.





John Pipe - It's an election year, it's a good time to mention this and get a commitment for this.





Dan Simplicio - Our (Tribal Leaders in New Mexico) met with Al Gore recently, there were at least five tribes that mentioned the problem of Diabetes and Gore took this information well and he was aware of the issues.





Eli Hunt - Listening to Kelly (Dr.  Acton), did you say it was preventable?


Dr. Acton - I was saying that Type 2 Diabetes research could be preventable and this 7 year study will let us have that data to know whether it is or not.  But there is a thought that it is preventable.  Currently diabetes is being addressed in our hospitals and clinics, and I want to make sure that if we get this money that that care is not going to be reduced.  I am concerned about that.





Judy Parker - I am confused - Buford is making a statement to get this money and Dr. Acton's asking the question of how to strategize the use of this money.


Dr. Kelly Acton - I am assuming that we are getting the money already.


Buford Rolin - And I'm stating that we need to advocate for it today.  A letter must go out today.





Sally Smith - I support what Judy has said and I also support the multi-year approach with a clinical approach with a 24-month prevention approach as a subset.  We don't have to highlight prevention in the first 24 months and then make it our primary focus after two years.  We really can't separate treatment, research collection and prevention right now, but we don't have to highlight that.





Dr. Acton - If we take the approach the consultants suggest, then it needs your input to provide a statement from this draft document.  Lets be ready for the money if Congress gives it to us, lets not let level of need funding or these other issues affect our money for diabetes.





Sally Smith - This draft document was provided to us by our experts and I'd like to recognize the work you've done as a workgroup to develop it.  I realize that it has not gone through tribal consultation, it has obviously been well thought out.





Update on Diabetes Activities from CDC


Don Betts - Good afternoon everyone.  I wanted to provide you with an update of what CDC is doing as of this date.  I have here an article that I will distribute.  This article is a product of several CDC researchers and the information is based on a telephone survey data collection that has been occurring over the past 15 years.  It brings to our attention the prevalence of Diabetes increase from 1990 to 1998.  One positive outcome from this article is that a lot of publicity and attention has been given to this article.  We are pleased that attention is being given and we hope that policy makers are taking this information to assist them in their decision-making process as they develop policy.





Alvin Windy Boy- this probably doesn't pertain to Indian country does it?


Don Betts - we took into consideration our entire Nation.  Diabetes is a worldwide health problem and that is what this article brings out.  I am pleased to report that the National Diabetes Program has received a couple of more awards for this program.





Dan Simplicio - Like Alvin, this research doesn't seem to have the correct statistics for our Native people.





Dr. Acton - the way to address this may be to write a letter to the Diabetes Care and in that letter we could make suggestions on how to get statistical data for Native people.





Alvin Windy Boy - I do have a problem with non-Native organizations speaking on our behalf, without having Tribal Leaders or input from consultation.


Buford Rolin - should we, the TLDC, write the letter about the concerns we have?


Alvin Windy Boy - is that the consensus of this body?


No Dissent.  Consensus agreed.  Letter to be sent from TLDC.


John Pipe - Does CDC have data on Native people?


Don Betts - I don't know.


John Pipe - IHS could help CDC and provide data for these kinds of things.


Sally Smith - this article was developed before the awakening of the CDC the essential need for tribal consultation.  CDC is becoming more and more open and is beginning discussions with Indian Country and is in support of developing this relationship.  I support the letter going out, but to also recognize this effort and we need to remind them of the problems they may have had in the past for not including us in the discussions in the past but to recognize that CDC's doors are now open.





Dr. Smith - We met with CDC, I am the IHS point person for this new dialogue with CDC and I agree with Sally, things are definitely changing now, although we did have similar discussions four years ago, they seem to be taking fruition now.


Buford Rolin - We are not the only people in the country that don't have telephones.  There are others.





Jerry Freddie - We have to ask the question of why this trend in the article is this way?


Someone needs to pose the question.  This information needs to be brought to the attention of the individuals.  Everyone is saying that we are in the information age, but many of our conununities down have download capability or even a computer.  This information needs to get to the individual.





Don Betts - CDC has joined with NIH for Child Diabetes studies.  We hope that this initiative will provide us with a clearer picture of what is happening and what is causing this to occur in our children.


Buford Rolin - When was this announcement?





Don Betts - a couple of months ago and I believe the contracts have already been finalized.





John Pipe - Was that announcement sent to Indian Country?





Don Betts - don't know.





John Pipe - the reason I ask is because of President Clinton's standing order that agencies must work towards getting information and consultation with tribes.  Kevin Thurm in July's Tribal Leadership meetings said that announcements of grants and everything is starting to be announced in Indian Country.





Dr. Acton - This Research RFP was targeted at research entities with history of diabetes registries.





Dr. Rhodes - The research entities did provide authorization of tribal participation in the Center area they designated.  The grant also required at least 260,000 per each center.





Judy Parker - the article in the back acknowledges that they would not reach all with and without a telephone.  Also, we are listed as "Other" in the table information in the article.  Can we also address the fact that we do not want to be listed as "other" in these kinds of researches?





Rosemary Lopez - We had a project where my area tribe was considered a co-investigator and we worked with other tribes and the University and it was a very unique relationship.  This group could possibly be a co-investigator or a participant in some fashion of research that is going to go on for diabetes and provide input, etc.





Alvin Windy Boy - That we would be the group researchers go to for input in regards to tribal diabetes research.


Rosemary Lopez - That way we could know about these things before they are sent out.  Alvin Windy Boy - is this something this group could look at?


John Pipe - Is there language in the RFP's from CDC that say tribes aren't eligible?  The reason I ask is because in my area there are those kinds of restrictions.





CDC Rep - Anyone could apply, the only restriction was the amount to be serviced, which was not less than $260 g.





Don Betts - There is a call for Abstracts scheduled April 30 - May 3, 2001 in Seattle, WA and I encourage you to participate by presenting, and coming to this CDC Diabetes Translation Conference 200 1. Please note that the deadline for Abstract Submittal is October 27, 2000.





Alvin Windy Boy - I suggest to Tribal Leaders that we defer this to Dr. Acton and her staff and the Technical Workgroup.  Consensus?





No Dissent.  Consensus was to have these two groups review and send in submittalsfor our participation.





Don Betts - CDC has stated they intend to be as inclusive and as large as needed to accommodate interested parties.  The NDPC raised some concern about community involvement.  To get out of the office and focus by going to communities and getting involved and quit focusing on paper-pushing activities, One model is a research program that Gallup community college is doing.





Joey Wagner - College developed curriculum to have students learn about research, with the last 7 weeks are for the students to go to communities and work in the context of research.  Other Community colleges are looking at doing similar types of training programs.





Buford Rolin - how many students?


Joe Wagner - I 0 this year.  We concentrated on Navajo and Zuni Indian students.


Alvin Windy Boy- I'd like to have this group make a visit to see this program.


Joey Wagner - Yes.  I'd like to bring the students to events such as these meetings as well.





Alvin Windy Boy- we hear the same rhetoric about how the children are our future, and we have to act on that.  I heard that TA was not given?


Don Betts - Yes, TA was only provided for five that had applied.





Dr. Acton - there was a lot of disappointment about that and we talked at the Steering Committee meeting about how to make it clear that TA has to be applied for.





Don Betts stated that JoAnne Pegler went to the hospital; she recently had back surgery and was not feeling well this afternoon.


Break was called @ 3:45p





Alvin Called Meeting back to order @ 4:10p





Alvin Windy Boy- Next item on our agenda is the discussion that we already had on the $100 mil additional moneys for Diabetes.





Sally Smith asked that the increase be kept on the future agenda's to keep us comprised.





Alvin Windy Boy announced that Dr. Janette Carter's presentation and WINGS Program presentation will take place first thing tomorrow morning.





Judy Parker commended the staff that put the Health For Native Life magazine together.  Applause.  Bows.





Dr. Acton also had a handout of a Memo sent to Michael Lincoln from Diabetes program in regards to Medicare program final rule.  She also distributed a Diabetes Education and Research Coalition Executive Summary.


Sally Smith moved to Adjourn, Buford Rolin Seconded.  Motion Carried.


Alvin Called Meeting Back to Order 9/26/00  @ 9a





Buford Rolin - Copies of verbal update is being completed by Althea and will be distributed shortly.  Update on Spending Bills and Diabetes Center - Information about this from Sen. Campbell's office is available as well.  About IO States are involved in this proposal.





Dr. Spiro Mason put this paper together.  That's how this all came about.  He has been in close contact with Dr. Yvette Roubideaux.


Alvin - comments or suggestions before agenda items are addressed?


None.





Alvin then read the letter addressed to Dr. Ali H. Mokdad in regards to Diabetes Care article that expressed the TLDC concerns of not adequately portraying the overall trends of AI/AN populations.





Minor changes were made and a sentence was added by TLDC to address recent statistics in regards to Type 2 Diabetes in Al/AN children.





By Consensus the TLDC adopted the final draft with changes.


Final Draft Attached.





Alvin then shared a draft example letter to Senator Conrad Burns in regards to Reauthorization of Indian Diabetes Program through Medicare Give Back Legislation.





Minor changes were suggested.  New draft being developed and Alvin will seek Consensus after re-draft





Native American Diabetes Project presented by Dr. Janette Carter


See slide document and article published in The Diabetes Educator, "Communicating Through


Stories: Experience of the Native American Diabetes Project" written by herself, Georgia E.


Perez and Susan S. Gilliland, PMH, RN.





Dr. Carter mentioned that the newest effort is to work on succession plans to place Al/AN in positions such as hers and new office space is being sought to increase staff to train into these positions.





Question &Answer


Dr. Smith - can we do anything to assist in the NIH grant you are submitting in November?





Dr. Carter - yes.  Support letters would be super.  And we could use support letters for the Native Women Diabetes initiative as well.





Alvin - Indirect rate?





Dr. Carter - yes.  It is federally negotiated, can't do anything about that for now.





Mr. Freddie - Binders - how to get that info out to the communities.  And they need to be brought down to the comprehensive level to the people of our community.  Assimilation of these documents and give them to program managers within Indian Country.  Validation of your documents - is it accepted by your people and at what level and the recruitment that you are doing is very positive.  There is a statement that says, "getting your house in order", and I'm talking about getting your documents into the right hands of our people (tribes, tribal members, individuals).





Dr. Carter - I have the trainers version with me here today.  It needs to be read by the person or having someone read to them.  It is written at a 6 th to 8th grade reading level.  All comments about community outreach, we are leaming and have made mistakes along the way, but our intent is to get it in the right hands.





Tribal Workgroup Assignments


A newsletter has been asked to be developed to inform all 558 tribes of what the TLDC is doing, has done, etc.


At our next meeting we would like to invite Congressional Aides.


Also, a request to the workgroup to develop a lobbying packet in regards to efforts should be developed.





Letter to Dr. Trujillo that was in draft form presented yesterday will not be sent at this time.  It may be needed later.





Next Meeting Site


Buford - disappointed that we didn't go to UNM last night.  We could have and probably should have.  I do know that we've talked about going to different areas.  We are coming to Albuquerque too much.





TLDC asked Buford to get hold of Tampa Bay tribes (Seminole) for a January Meeting down there.  Don't forget that the Inauguration will be taking place around the 201h of January.  TLDC agreed to meet on the 8 th & gth of January, 2001 in Tampa Bay, FL.  All present in favor.





Charter for TLDC Technical Workgroup


Alvin Windy Boy reads latest draft of the Charter of this workgroup.





With Minor changes, Buford Moved to approve Charter.  Seconded by Judy.  Motion Carried.





Newest Draft of Example Letter to Senator Conrad Burns


Discussion of what was needed for the signature line was discussed. Consensus was seeked for agreement that the signature lines would only be those that were present at this meeting (both primary and alternates).  Consensus found





Buford Moved to Approve Draft of Reauthorization of the Special Diabetes Program for Indians in the Balanced Budget.  Seconded by Judy Parker.  Motion Carried.





Alvin Called Break @ 10:30a





Alvin Called Meeting Back to Order @ 11a





Update on Head Start Initiative, Cheryl Wilson Hand out.


Early Head Start is 0 to 3 years.  Regular Head Start is 3 to 5 years.





This initiative included a solicitation for proposals. 18 proposals have been received nationwide. 5 will be granted to start; the 5 grantees will be oriented & participate in strategic planning exercises.  We want staff, parents and community to all be involved.  See phases described in handout.





We will also submit information to others that applied for this grant but aren't granted because of their interest and then eventually to all Head Start Programs.





Update on HCFA Regulations for Diabetes Education, Gwen Hosey  - Hand out





In no way do we want this to be an issue like the NDPC.  We want to use the TLDC appropriately.





Alvin Windy Boy - Tribal Leaders being advisory only.





Gwen Hosey - I hear you.  We are trying to form the coalition, but don't want it to be a contentious issue.





Gwen Hosey - should it state an oversight committee?  How should we use the TLDC?


Dr. Acton - This needs to be resolved because it is a very important issue.





Gwen Hosey presented re: draft proposal for a diabetes education and research coalition with


the AIHEC tribal colleges and universities. (see attached handout) AIHEC network has no formal partnership with IHS National Diabetes Program.  This makes it difficult to begin programming with the colleges.





A volunteer workgroup has been working on a draft proposal for the Coalition.  We have asked for time on the agenda at the next AIHEC Board meeting (Oct. 26 & 27) in Sioux Falls to begin discussions regarding the coalition.  A representative from the TLDC may also want to attend to discuss with AIHEC re: other diabetes related programming/funding partnership opportunities.





It was decided that TLDC member(s) should attend the next joint meeting to see if it is something TLDC wants to be regularly involved in.





Buford Moved that Patricia Martin go to Sioux Falls, South Dakota on behalf of TLDC at next joint session between IHS and AIHEC.  Seconded by Mr. Freddie.  Motion Amended to have Eli Hunt as alternate just in case Patricia cannot attend.  Eli Hunt agreed to attend and will be able to drive to Sioux Falls (due to the fact that Leech Lake has a Tribal College).  Second Motioned Amendment concurred by both Primary and Second to authorize Tech Workgroup to develop letter of support.  Motion Carried.





Dr. Acton mentioned that AIHEC was asking who TLDC was and what did they do and she suggested that they should be a 


receiver of the TLDC newsletter.





Update Continued by Lorraine Valdez


See 9/21/00 handout Memo addressed to Michael Lincoln





We have reported to you on this in the past.  They were supposed to come out with the final rule for this over the summer.  In late August, our office was caught up in responding to two memorandums to our IHS office.  One is in reference to Congressman Nethercutt, Chair of the Diabetes Committee, who was pushing HCFA to publicly provide ruling.  They did.  It was 104 pages long.  We were given a deadline to respond.  IHS sent response stating that tribal consultation and other things needed to occur and that not enough time was given.  HCFA responded back stating that IHS had until the following day @ noon to respond.  A hearing was held with Kevin Thurm, took place on Monday the 17 th and the final rule was signed off by IHS with reservations.





See issues lined out by Dr. Kelly Acton to Michael Lincoln with the # 1 issue being the Requirement for RD's and this could prevent our current programs to receive future program dollars.


The biggest issue is that no time was given for Tribal consultation.


A draft 9/22/00 letter to Congress was presented by Gwen and Lorraine (see attached draft)


Alvin suggested that TLDC Workgroup develop a letter to HCFA, Attention Nancy MinDeparle, who is tribal friendly to tribal issues. (See changes to this suggestion in formal motion below)





Final Rule is moving forward.  We need to do something now.





Kelly Slagley of CA suggests a letter of request for a waiver be given to our programs.  Gwen and Lorraine to sit down with workgroup to develop this letter.  Waiver request with reasons  why, is to be submitted to Sec. Shalala, cc'd to Lynn Cutler, Nancy Min-DeParle, and Kevin Thurm.





Buford Rolin Moved that the above (Kelly of CA) suggestion occur.  Kelly Seconded. Motion carried.





WINGS Presentation by Ann Wheelock-Gonzales - See handouts.





Video was shown.  Everyone was pleased.


Wings of America office is located in Santa Fe, NM and is about teaching a love for running.


This program also promotes cultural aspects and empowers Al/AN to adopt a healthy lifestyle.


They are also working on walking programs.





Conference Diabetes 2001


No date could be decided on, but Dr. Acton and others will come up with suggested dates and locations and provide to TLDC at next meeting.





Alvin offers words of prayer





Meeting Adjourned.


APPROVED BY TLDC – 1/8/01





�PAGE  �13�














