Tribal Leaders Diabetes Committee Meeting

Sheraton Old Town Inn – Albuquerque, NM

May 23-24, 2002



TLDC Present: Jerry Freddie, Navajo Nation; Eli Hunt, Leech Lake Band, Bemidji; Albert Manual, Jr., Tucson; Kelly

Short-Slagely, California; Clara Chicharello, Albuquerque; Julia Davis, Portland; Judy Goforth-Parker, Oklahoma Area;

Alvin Windy Boy, Billings (5/24/02 Only)



TWG Present: Cynthia Navarrette, Lena Belcourt, Dr. Julien Naylor, Dr. Yvette Roubideaux, Lorraine Valdez, Althea

Tortalita and Brian Brunelle



Guests Present: Dr.  Kelly Acton- IHS NDP, Mary Tso, IHS NDP; Gwen Hosey, IIIS NDP; Cheryl Wilson, IHS NDP;

Tammy Brown, IHS NDP; Dr. Kelly Moore, Billings ADC; David Garcia, Tribal Leader- Acoma Pueblo; Dr. Larry

Agodoa, NIDDK; Dr. Sandy Garfield, NIDDK; Jane Kelly, CDC Diabetes Education; Scott Campbell, American Diabetes Association (ADA); Paul Tibbits, Jr., ADA; JoAnne Pegler, NDPC; LeMayra DeBruyn, NDPC; Jennifer Amiott, HSDW; Becky Johnston, HSDW; Sarah Cobb, Udall's Office; Nilka Rios-BuiTows, CDC; Varian Brandon, CDC; Georgia Perez, UNM NADP; Sylvia Ryan, HQE Grants Mgmt.; Denise Clark, HQE Grants Mgmt; Marla Pardilla, UNM NADP; Janice Atencio, Albuq.  Area Diabetes Program; Tina Tah, Albuq.  ADC; Cecilia Kayano, Kayano Design; Phyllis Brisson, Kayano Design; Kelly Gonzales, NPAIHB; Brenda Broussard, ADA; Amy ?(last name unreadable), Navajo Nation; Ann Descheny, Navajo Nation; Harry Hubbard, Navajo Nation; Dave Baldridge, NICOA; Mario Garrett, Data Analysis Service; Virginia Chama, Santo Domingo Diabetes Program; David Garcia, Santo Domingo CHR Director; Jean Robbins, Santa Ana Diabetes Program; Fem Sanchez, Picuris Diabetes Program; Maria T. Allen; Navajo Special Diabetes Project; Cynthia Melvin-Zenon, Cochiti Diabetes Program; Christina Trujillo, Cochiti Pueblo Diabetes Program; Shirley Baros, EDAC UNM; Kurt Menke, EDAC UNM; and Jerry Pardilla, National Tribal Env.  Council



Subject�Discussion�Responsibility��Welcoming and Introductions

	�Buford Rolin, Acting Chair, Called meeting to order @ 8:40a



Buford shares that Alvin Windy Boy was not able to attend today due to an ice storm. He then shares agenda schedule for next two days. He stated that a quorum may not be established for today's meeting.  Buford welcomes all that are in attendance and introduces himself and asks everyone to introduce themselves starting with the TLDC members.



Buford provided the Blessing.���Review of Agenda and

Minutes

�Buford requests a table of the minutes due to a quorum not established Kelly Short-Slagely asks to add an Agenda Item: UNITY���Agenda Updates�All 3 updates scheduled for 5/23/02 agenda (TLDC Final Recommendations for FY 2003 Distribution of Supplemental Diabetes Funding - Alvin Windy Boy, Sr.; Response from IHS Director (tentative) - Dr. Kermit Smith; and Meeting with IHS Director, NIHB, Denver, CO March 26th - TLDC Members Present) will be provided by the co-chair(s) will be moved to 5/24/02 Agenda when the co-chairs will be present.



(while the first presenters were setting up, Buford shares recent experience on the Hill in regards to continuation funding efforts for our AI/AN Diabetes programs.  They were impressed and very interested. It will require intense work from Tribal Leadership. One Congressman pointed out to us said that they understand that we gotfiveyearsoffundingbutthatisnotgoingtoaddresstheissueofdiabeles. He said this because he understands diabetes. This is an election year. It is imperative that we work on the Hill with one voice and a strong lobbying effort. We will discus further during our round table discussion.) ���NIH – Diabetes Prevention Program

�Dr. Sandy Garfield provided a power point presentation on the Diabetes Prevention Program as follows:

Prevalence of Diabetes in the U.S. is @ 18m

16m with Type 2

21m with problems in digesting glucose



Estimated Growth in Type 2 by 120% from 2000 to 2050

New Risk for Type 2 Diabetes include Western Diet and TV watching.



Burden of Diabetes in U.S. is increases of risk of heart attack and stroke, new blindness, end stage renal disease and amputations, 103140 deaths from, costs 98b a year



Prevalence of diagnosed diabetes by age, race, and sex, U.S. 1998 - in all age groups Al/AN men and women have the highest rates. As age goes up our rates go down, but that is due to deaths.



Prevalence of Type 2 DM in Pima Indian Youth for boys 1964 - 1998, the prevalence has done nothing but gone up, but for girls it is skyrocketing up in that same period. Children as young as 15 years of age are developing type 2 diabetes, mostly in girls.



Prevalence of type 2 dm in 15-19 year old Pima Indians for both girls and boys are just going up. Clearly diabetes has an impact on younger generations.



Rationale for a Prevention Trial was that type 2 diabetes is increasing in epidemic proportions throughout the world, once it develops, it is difficult to treat.



DPP Goals: Primary is to prevent or slow the development of type 2 diabetes in persons with impaired glucose. 	Secondary is to reduce cardiovascular disease, reduce dvd risk and asthersclurosis.



Study Interventions included eligible participants were randomly chosen and lifestyle was intensive, metformin and placebo. 



Lifestyle Intervention program was designed to reduce 7% loss of body weight and maintenance of weight loss and increase amount of physical exercise to 150 minutes per week.



Primary outcomes were annual fasting plasma glucose testing either confirmed with repeat test and semi-annual FPG confirmed.



Study was performed throughout the u.s. with four AI groups involved



55% Caucasian, 20% African American, 16% Hispanic, 4% Asian, 5% AI 45-59 49%, 25-44 - 3 1 %, older



Percent developing diabetes measured in cumulative incidence percentages



Development of Diabetes - Placebo group @ I 1%, Metformin @ 7.8%, Life-style @ 4.8%, 3 1 % reduction with Metformin, 5 8% reduction through life-style, # of  individuals needed to treat 13.9 with Metformin treatment to prevent 1 case in 3 years and 6.9 in lifestyle.



Risk Reduction by race-ethnicity compared with placebo - Life-Style produced

5 1 % for Caucasian, 61% for American Indian, 60% for African American, 65% for Hispanic and 80% for Asian.

Diabetes Incidence Rates by Age: 25-44 lifestyle and metformin were close to

	same, but in 45-59 and above 60 both dramatically reduced risk in life-style



Weight BMI rates proved that lifestyle again makes most improvement.



Conclusions are that diabetes can be prevented for at least 3 years in persons at high risk, such as those in the DPP and Identification of similar at-risk populations in the US might require oral glucose



Study Questions that are left: What are the long-term effects of DPP interventions for the DPP cohort and across all sub groups?  How durable are the effects of DPP?  Does Diabetes prevention translate into prevention or reduction of hard-endpoint clinical sequences?  What is the clinical course of relatively mild hyperglycemia?



Questions/Answers

What symptoms are you using to determine pre-diabetes?



Julia Davis - I really appreciated your study.  I was wondering how Tribal Leaders and workers in the trenches can get copies of this study to share and use?  I can have these slides provided to you or you can go to our website to obtain them.  Suggested that Dr. Garfield provide as an attachment to an email these slides to TLDC and staff.



Jerry Freddie - I appreciate your presentation as well.  I might sound like a broken record, but I think that there are only a few of us in here.  If we could have this presentation with audio included and provided to us so that we can provide it at the grass roots level, we can have translators so that it can be understood by our people.  As many of you already know, in Navajo Nation is that our youth is getting away from our Language.  We as Indian people are relying on others to raise our children.  There is something wrong with our child rearing and parenting skills in Indian Country.  I think with a presentation like this, in Navajo we can use one word to describe much of what you have just shared that states that our people must be aware, exercise caution, etc.  You eluded to the Western Diet and People watching TV, a lot of people have said in Navajo that this food is going to cause us problems and here we are, and it does and did.  It would be good if you could share the audio portion of this presentation, then we can have our staff prepare it for our people.  Dr. Garfield says that he can get their office to tape the presentation, or would it be better to have me meet with the people you are talking about?  Jerry furthers the idea by asking for a video taped presentation.  Dr. Acton says that the IHS program should help coordinate this effort in all the different ways just mentioned.  Kelly thinks it's important to tell the story from many different angles.



Kelly Short-Slagely - We have done that in our Area.  Our Coordinator narrated a video presentation with a familiar face that is shown while they are waiting for their appointments.



Buford Rolin mentions that we could have our Tribal colleges work on such efforts as well.



���NIH/NIDDK -

AIHEC Tribal College Initiative

�Dr. Agodoa provides a power point presentation on the Tribal College Initiative. Diabetes Based Science Education in Tribal Schools (DETS): Update



Started this initiative in November 2000, Met with TLDC in January 200 1, Met with AIHEC in January 2001, Concept Clearance was achieved in February 2001, Workshop was held in March 2001, and it has launched since then with an RFA in March & April 2002.



Stages of Implementation: NIH, CDC and IHS Collaboration, Cooperative Agreement, Duration is 12 months



Proposed Activities: Initiate the development of a science education program centered on diabetes, the program should be inclusive of tribal culture, discuss mechanisms to build on the daily experiences, discuss ways to include the family, initiate dialog with the TLDC and other Tribal Elders, and their potential role in the development and implementation of the program, develop collaboration with 	other TCUS, and elementary, middle and high school, begin discussion of the ultimate implementation of the program in all schools, discuss barriers to the development and implement the program.



Achievements: TCUs participating: Fond Du Lac Tribal and Community College, Fort Peck Community College, Haskell Indian Nations University, Keweenaw Bay Ojibwa Conununity, Salish Kootenai College, SW Indian Polytechnic Institute, Stone Child College - all 33 received the RFA, but only 8 replied.



Have had monthly conference calls, two face-to-face meetings, to discuss curriculum. Group has agreed to develop 2 parallel curricula: K-6 and 7-12. Collaborations and Communications have improved local schools, community groups, TCUS, CDC and NIH.



Comment from Lena Belcourt: Fort Peck Community College is working with Rocky Boy.



What's Next? Applications to the solicitation RFA-DK-02-030 due on 11I June 2002, Review of Apps in August 2002, Presentation to NIDDK in September, Awards to be made September 30, 2002 and Investigators will meet in November 	2002.



Phase II: Pilot Program Phase

a.	NIH, CDC and IHS Collaboration

b.	Cooperative Agreement Grant with AIHEC

c.	Selected Tribal Schools

Duration 3-5 years

Program evaluation in year 5

Phase III: Full Scale Implementation

a.	Program implementation in all Al/AN schools

b.	Participation by industry, government and private foundations

c.	Funding mechanism to be determined

d.	Duration - indefinite



For schools that aren't near TCUS, when will they be able to get involved?  Contact Dr. Agodoa and/or Dr. Garfield to express interest.



Dr.  Kelly Acton brings about that due to TLDC making the request for this development, here we are with a response from NIH.  This is not a typical NIH approach, but rather is very unique.



Dr.  Judy Goforth-Parker states that in Oklahoma the situation is very different and they have only one TCU, but we have schools with high percentages of Al/AN children that could benefit from this.  How can we get these schools involved?



Dr.  Agodoa states that this is going to be an item of discussion for the first Investigators meeting and he encourages those in that particular situation, to contact his office.



Buford RoUn restates that involving everyone is important.  Buford asks if the family involvement mentioned in his presentation been discussed yet?  Dr. Agodoa says not concretely yet and would like involvement from him and TLDC in regards to this.



Clara Chicharello states that we have only one TCU as well.  Once this is established, how can we get the information as to how things are going?  Dr. Agodoa says he will provide it to TLDC two or three times a year, but there will be other mechanisms of sharing.  Clara emphasizes that our children need to be educated about this and she thanks Dr. Agodoa for the presentation.



A guest mentioned that a great place to start teaching is at Head Start when it comes to family involvement.



Lena Belcourt mentioned the importance of family involvement and she shared a recent experience where a group talked about Head Start, Culturally appropriateness, Language preservation when it comes to this and hands-on experiences that provide families great learning forums.

���TLDC Walking Initiative - 10,000 Steps to Better Health - Dr. Julien Naylor�Dr. Julien Naylor introduces Brian Brunell who provided information on exercise and physical fitness. We need to look at ourselves and leading our people, we need to lead by example. I urge you to bring this message to your communities and lead by example. We heard this morning the benefit of exercise. I follow the philosophy of tell, show, do. So not only do I tell people, but I show them and then do it with them. I know that time is limited for all of us, but you need to put time into this effort. Dr. Acton states that a lot of meetings she has been at that have indicated that weight loss and exercise go hand-in-hand and that 	is not the case, you don't have to lose weight from your exercise program, what is important is the exercise, because the studies have shown that the exercise is what results in lowering risks. Eli Hunt asks Brian to share the Bemidji program. Brian says they have two components to their program, one is for those communities that are fairly remote that provides information on how to start up programs, what exercises to do, etc. They also have a fitness center which is the second component and people can get blood sugar levels at the center as well. 



Julia Davis says that at Northwest Portland Area Indian Health Board (NPAIHB) they used to have exercise before their meetings, since TLDC and all this infon-nation has come about, they have re-instituted the program with low-impact aerobics before our meetings.  Unfortunately, at our last meeting we didn't have many participants, so we took it another step further to the National Indian Health Board (NIHB) and there weren't that many people at that either. I felt bad. Julia's message is that we have the right idea, but it is disheartening. We will continue to try. I am proud of Buford because he has proclaimed his diabetes. I appreciate your words. At NPAIHB we are surveying for an aerobics class and I plan to be there. Now that I've heard you, I want us to have a walk like yours.



Jerry Freddie thanks Brian for his words and presentation as well.  He has proposed and again proposes that we encourage our children to come up with ideas on how they can exercise and what can they use.  It inspires ideas and creativity.  He challenges everyone here to do this.



Buford Rolin shares a story about Nashville Area's aerobics teacher.  Nashville is currently developing the program and it works.  It takes just a little initiative and leadership.



A guest asks Brian how they were able to encourage people to participate in their program? We brought the 'talkers' on board first, but more importantly we themed our walks like: Diabetes, Wellness, etc. We also piggy back our walks with events that are taking place in our Area.



Julien Naylor challenges everyone to dust off their pedometer and use it. Julien hands out forms that can be used to monitor their activity per week.

���National Diabetes Prevention Center JoAnne Pegler and Lemyra DeBruyn�JoAnne Pegler - Thank you for inviting me today. I am the Team Leader at CDC

for our Diabetes Program and I bring you greetings from our Leaders at CDC.  JoAnne introduced Jane Kelly as a new Diabetes Team Member @ CDC. Last year I felt like a gardener and I didn't even have pictures of the seeds we planned to plant into our programs. This year the garden has been planted and growing. JoAnne handed out a Spring 2002 National Diabetes Prevention Center report. We engaged in a large information gathering process in 1999 and 2000 and AK was our first meeting. Got infon-nation from 1/3 of the tribes in the nation on what they wanted to see this Center do. We took this input very seriously and put together a strategic plan based on these recommendations. Last year it resulted in over 30 products and 8 main projects. (see report for the details of these as well as partnerships list and product highlights and deliverable dates). A budget was distributed to Committee members.



Kelly Short-Slagely asks when technical assistance would be available and JoAnne stated that with the limited staff, that it currently is not available.  Kelly expressed her concern that this is a National Diabetes Prevention Center and with it being in the 4" or 5" year and still there is no assistance available to our program staff from our National Center.  JoAnne said she has the same concern and Lemyra mentioned that it will happen, it just hasn't happened yet, but our intentions are to have it available before the end of this fiscal year.  JoAnne added that many of the programs/projects being planned for FY2003 have technical assistance components.  Buford expressed the same concern and asked JoAnne if she was aware that Senator Domeninci has already directed that TLDC funds in 2003 will fund the NDPC.  JoAnne said she was not aware of this, but as she stated, the plan is to provide such assistance soon.  Jerry Freddie expressed the same concern and stated that Navajo Nation has dealt with this for some time.  He also expressed that outside of this component, that JoAnne's program is doing a good job.  JoAnne thanks Mr. Freddie for his kind words and states that they too have a dream to have projects like those he talks about.  Georgia is working on golden books that are oriented at families and teaching about those things you mention.



Lemyra DeBryun - CD Cynergy Demonstration

A template has been developed (shown in power point) and a request for those that would be willing to participate in an interview process to have recorded your comments about Diabetes in Indian Country.  The template is broken down to 6 phases, which encompasses 52 steps.



Template Presentation - This program is to assist in planning of intervention programs. This program is an elaborate, well-laid out program that is user-friendly with an enormous amount of information that includes details, resource information, web links, and actual videoed speakers if reading is not your thing. It is available on CD and it is targeted for educators and program planners. It is a pilot project. Will be shared at the Conference as well.

���American Diabetes Association (ADA) Research Program�Mr. Scott Campbell, ADA Vice-President, Scientific and Medical Division

Waking The Spirit Program - ADA Program



Basic Science Research Awards - 3 year award with up to $100g per year for a total of $300g. These awards provide grant support to both new and established investigators. Applications are considered in any area relevant to the etiology or pathophysiology of diabetes and its complications.



Clinical Research Awards - 3 year awards for up to $100g per year for a total of $300g. These awards support investigators whose studies directly involve human patients. Applications in health delivery research, outcomes research, and behavioral and psycholsocial research are appropriate.



Junior Faculty Awards - 3 -year awards up to $120g per year, plus up to $ 10g towards repayment of the principal on loans for a doctoral degree (MD/PhD). These awards support young investigators, of any faculty appointment.



Career Development Awards - 5-year award up to $150g a year plus a $25g stipend the first two years for equipment and supplies.



Innovation Awards - 2-year award up to $50g for a total of $100g. These awards support novel hypotheses that may lack preliminary data, but which offer considerable promise for the cure, prevention, or treatment of diabetes.



Lions Diabetic Retinopathy Research Awards - 3 -year award up to $100g for a total of $300g.  These awards support clinical research in diabetic retinopathy in the US and abroad.  Awards will be given to support new treatment regimens,

epidemiology, and translation research.  Training grants ($40g/year for two years) 

and equipment grants ($25g) are also considered.



Mentor-Based Postdoctoral Fellowship Award - 4-year award up to $35g for a total of $140g.  These awards support postdoctoral fellows working with established diabetes investigators. *Mentor award holders can also apply for a $3g summer internship slot for an undergraduate student.



Mentor-Based Minority Postdoctoral Fellowship Award - I -year award, renewable up to $35g/year.  This new award supports underrepresented minority postdoctoral fellows working with established diabetes investigators.



Medical Scholars Program Award - I -year award up to $30g/year.  Physician-Scientist Training Award - 3-year award up to $30g/year.



Federal Trial Co-Support - ADA can spend up to IO% of its budget on cosupporting federal research.  Examples of co-supported trials: DPP Follow-up, HAPO, and VA Glycemic Control.



Targeted Research Grants is donor driven with $600g minimum donation for RFA.  Examples of targeted research: Diabetes & Pregnancy RFA, Islet Cell Replacement Initiative, Newborn Screening Initiative, Medtronic MiniMed, and Archimedes Mathematical Model/Entelos.



Federal Co-Sponsors are needed for a Native Specific Project and we need funders for it as well.  ADA could go beyond the Awakening the Spirit Program.



Dr.  Yvette Robideaux thanks Mr. Campbell for his presentation and recommends that ADA look into getting in touch with NARCH programs throughout Indian Health and Yvete would be happy to provide the contact infon-nation.  Mr. Campbell said he would love to do just that and would appreciate getting the infon-nation.  Yvette also mentions a national Native research group with about 100 participants and Mr. Campbell states that this group would be a wonderful group that could possibly participate in their internship programs.



Julia Davis shares her concerns about review panels.  If the ADA review panel doesn't understand Indian people or the conditions or issues and it would be nice to see Indian Physicians participating on your review panel.  Mr. Campbell stated that it was interesting she bring that up because they are working on that since they've had discussions with Dr. Acton and others involved in Diabetes prevention in Indian Country.



Dr. Yvette Robideaux wants to make sure that ADA knows that for research in Indian Country applicants must receive tribal support for it to occur. It has to be authorized by the tribes. Mr. Campbell says he is aware of that now and will work on that and ensure that the panel is aware of this as well.

���Roundtable Discussion on Continued Funding�Building a Strategy for Tribal Communities to Address Continued Funding

for the Special Diabetes Program for Indians beyond FY 2003.



Buford Rolin goes over the session agenda and introduced Lorraine Valdez.



Overview of the Legislation:  1997 BBA and 2OOO CAA

Lorraine Valdez provided a document that provided an Overview of the IHS

National Diabetes Program that included information on Health Disparities in

American Indian and Alaska Natives: Diabetes, an overview of the IHS Special

Diabetes Program for Indians Grant Program, Examples of Successful Special

Diabetes Programs for Indians Grant Programs and an Overview of the IHS

National Diabetes Program.



Buford Rolin stated that ADA and JDF have told us that we should seek at least a

10 year project that requests $200m for National Diabetes for programs like ADA

and JDF and $200m for continuation of our Al/AN Diabetes Prevention Programs.

Buford asks Paul Tibbit to provide an update on this activity that took place last

month.



Outreach to Native American Communities: American Diabetes Association Paul Tibbit, Americani Diabetes Association - (see Awakening the Spirit bound booklet -can be used for our advocacy efforts and a white paper that expresses in detail the requests and reasons for with information on who to contact in Congress)



We need to work together to the best of our abilities with one voice and advocate for the continuation of all of our programs.  The request that Buford mentioned is a request that asks for an additional $ 100m for your already scheduled $100m and then for $200m the following 10 years after.  We are also asking for $200m for the other programs like Buford mentioned for an extended 10 years annually.  All-in-all, everyone knows that this is a major problem, so all we need is to advocate for this so that our leaders can harness these funds for the epidemic we are facing.  We are here today to see how ADA can fit into the picture and how we should go about partnering for our efforts to be successful.



ADA produces a newsletter called the Diabetes Advocate and it is provided in hard copy as well as electronically.  This is available to all of you.  I also recommend that as members of the TLDC you have strong voices and you should pick up the song and sing it to those that are in charge in Congress to make this happen.  You should develop a core group that can assist in National coordination efforts.  I would be happy to assist by providing resources such as the ones I've handed out, my time, assisting in getting meetings set up, etc.  We have two other people on staff that work on Capitol Hill along with me.  Before I close, please know that ADA is happy to serve as a resource.



Georgia Perez added that she works with the UNM and is a member of the Awakening the Spirit team.  Being able to be represented and sponsored by ADA has been so valuable to myself and to those that have attended the trainings.  It also brought people together and helped them to recognize that the communities have to work together - that includes all residents in a community, Indian and not.



Brenda Broussard, Consultant for ADA.  We do need people to go to Congress to say, "Yes, we need more money, you can provide it now or later (now to prevent, later for not preventing at a much, much higher cost).  Staff and Members on the Hill want to hear from Tribal members who can speak first-hand about the impact of diabetes on them.  We need to get this information out - please share it.



Paul Tibbit added that the draft letter he provided is on ADA letterhead, but they have it electronically and it can be changed by whomever and placed on your/their letterhead.



Julia Davis mentioned that in looking through the booklet she noticed that IDAHO is not included and she is concerned about that.  Paul said it was put together by someone who solicited comments and she included all of those that decided to respond.  He stated Julia's idea is excellent, so we need help to get everyone involved and willing to put an effort in this agenda.



Clara Chicharello thanked ADA for advocating and providing such great resources.  She then asked if ADA would be the receiver of these funds?  Paul stated no, ADA does not accept any Federal funds so when he advocates it is for the agencies mentioned.



Legislative Issues: National Indian Health Board -Julia Davis, NIHB Chair

(power point presentation)



FY 2003 Analysis and Lobbying included a budget workshop, advocacy to reauthorize the IHCIA (also, NW Tribes, ANHB, CRI", Montana Wyoming and USET are sponsoring a national conference in Portland), FY 2004 Needs Based Budget requesting a $ lb dollar increase for FY 2004 and a needs based budget of $18b, advocacy for Diabetes funding increases and continuation, involvement in the Restructuring Initiative Workgroup, Consumer Conference in Denver was held in March 26 & 27, planning for Healing our Spirits Worldwide scheduled in Albuquerque on September 2-6, requesting and working to assist agencies to support the tribal consultation process, involvement in the IHS Business Plan workgroup and the CMS Medicaid Workgroup.



Coalition Building: National Congress of American Indians and a Legislative

Update:	Hobbs, Straus, Dean & Walker - Becky Johnston



(see handout "The Special Diabetes Program for Indians: Request for Reauthorization")



Becky Johnston provides an overview of the handout. Becky then invites ADA to

partner with HSDW and JDF so that all of the National Indian Organizations and

National Diabetes Organizations are talking together for this very important campaign. Becky suggests that if anyone is going to use the document she suggests that we personalize it as it is very general.



Partnering with Tribal Leaders: Juvenile Diabetes Foundation- Buford Rolin

(handout labeled "JDRF - Talking Points')



Ms. Sarah Cobb from Congressman Udall's Office

Preventive health came up as one of his five top agenda items. Congressman Udhall takes all of this seriously right down to what food we can feed him and we can't schedule him before 9a so that he can run everyday. It does take all of our Representatives, so my work with Congressman Udhal is important, but we need all Representatives to be supportive of this important initiative.



Strategy and Plans - Facilitated by Dr. Yvette Roubideaux

Dr. Roubideaux recapped that we've learned and know so much - we've learned about other national groups efforts in advocating for continued diabetes funding in

Indian Country. We also know that when the BBA passed, our country was in a budget surplus, so it was easier for them the diabetes advocates to obtain the funding we are currently receiving, and now, today, we are in a very different political environment. Today we need to find out how the TLDC feels about where we need to go, what should we do about getting continued funding. The comments need to come from you.



Kelly Short-Slagely mentioned that it was determined that TLDC could not work as a group on this because we are a federally funded committee. Members volunteered on their own to be contact people and to do the actual lobbying.



(SEE NOTES FROM YVETTE'S STRAT AND PLAN SESSION)

Meeting adjourned @ 4:29p

���May 24,2002 - Introductions

and Welcoming�Meeting Called to Order @ 8:29a



Alvin Windy Boy welcomes everyone and apologizes for not being present yesterday and somewhat late this morning. Came in late last night on another delayed flight. That has been my experience lately. 



Indian people are finally catching up. We have six Indian legislators and ten to twenty years ago that was unheard of.  Change is inevitable. We always hope that when the changes come that it is inducive of our health care needs. It is of no fault of our IHS Director usually. Currently we are in a budget crunch. All we want is the equivalent of two or three bombs that they use regularly.



Julia Davis provided the blessing.

���Minute Approval�Kelly Short-Slagely referred to the minutes of November 1-2, 2001. 2nd page, and

asked in reference to Rocky Boy having followed up



Oklahoma Moved to approve the minutes of November 1-2, 2001. Seconded

by Nashville. Judv Goforth-Parker was not present at this meeting, remove her name from the records.  California asked about a disk that was going to be made available to TLDC - is it?  Not yet, but it will be forthcoming. Motion carried.



Julia Davis Moved to approve the minutes of February 14-15, 2002 with corrections.  Seconded by Nashville.  Correction on page 8, last paragraph, 6th line down, the amount of $5500 per day should read $5500 per year.  Motion carried.



Page 8 of the April 12, 2002 minutes under Other Discussions, 7th line down in first paragraph, fill blank line with name of Rosilyn Trawlpot as the fourth person ADA sponsored to DC for the April 24th meeting.



Buford Rolin Moved to approve the minutes of April 12, 2002 with changes. Kelly Short-Slagely Seconded.  Eli Hunt's Area should read Bemidji, not Aberdeen.  Motion Carried.

���Updates           �•      TLDC Final Recommendations for FY2003 Distribution of Supplemental

Diabetes - Alvin Windy Boy, Sr. - Alvin provides details in regards to the TLDC recommendation that was decided on at the Special April 12, 2002 meeting held in Albuquerque.  Alvin shared that the motion was to continue with the current formula distribution method with four in favor and for not in favor.  The letter to Dr. Trujillo that made this recommendation known, was also provided with a statement in how difficult it was to make this decision as they've forwarded it.  The main motion included an amendment for consideration of providing funding for the NDPC.  This amendment for funding to NDPC @ $1 mil for FY 2003 was approved with four in favor, three not in favor and one abstention.



Discussion of Update: Julia Davis referred to the NWPAIHB position in regards to this and that she provided this infon-nation in her NIHB report yesterday to TLDC.  Portland Area really believes that greater efforts are needed to ensure updated information is used in our formulas.  The Northwest tribes position (provided 5/23/02 and 5/24/02) will be provided to Dr. Trujillo.  We strongly advocate for mortality component in the Disease Burden portion of the formula to be removed due to its high amount of inaccuracies.  Julia couldn't be there due to other commitments and the amount of notice (short) that was provided to us for this meeting.  Julia encouraged that all TLDC meetings be scheduled in advance as everyone here is busy.



•     Meeting with IHS Director, NIHB, Denver, CO, March 26th    Julia Davis - Meeting was good.  He was responsive.  He talked about his concerns of the funding of the diabetes money.  Judy Goforth-Parker added that Dr. Trujillo expressed that TLDC is an important part of why we have the national support and that he certainly appreciated the workgroup.  Lena Belcourt added that Dr. Trujillo stated that this workgroup was a viable and important group that he would like to continue with or without continued funds.



Re-Cap of Roundtable Discussion - TWG

Yvette Roubideaux provided a written document that provided all the comments that were made during yesterdays TLDC strategic planning session.  In summary the group felt that all the information provided yesterday would need to be brought home and decided upon at the Area level and that ADA would provide a draft letter for consideration.  Also, there are Friday calls made to connect those involved in this initiative that one TLDC representative should be chosen today to participate on this weekly teleconference. Also, the TLDC met privately last night and requested the TWG to draft a resolution for TLDC to consider. The resolution was provided in draft form as a power point document and read by Yvette for TLDC to consider.



Alvin Windy Boy would like to see the percentages in the first whereas to indicate how much higher we are from the rest of the U.S.



Lena Belcourt knows that Kelly's office put out information that provides the cost

for care for those with Diabetes that is excellent.



Kelly Short-Slagely reminds everyone that this is a support effort, not a request.



Yvette Roubideaux offers a second Whereas that provides the percentages as

requested and Alvin and TLDC members like the addition.



Clara Chicharello states that this resolution is to support the efforts of ADA for their funding requests and what we wanted was a more general statement because we want to bring home this information before we make a decision that TLDC is making the requests.



Marla Pardilla wanted to add Universities when listing partnerships.



Paul Tibbits edited the reference in the "there for it be resolved" statement.



Dr. Kelly Acton suggested that in one of the Whereas' that we add "and we will

lose the benefits of this $390 million dollar investment;"



Alvin Windy Boy asked about the addition of 'universities' to our resolution. The sentence was changed to 'other interested parties' versus stating 'universities' specifically.



The "Therefore Be It Resolved" reads: The TLDC supports the request that the Special Diabetes Program for Indians and the Special Diabetes Program for Type I Diabetes Research both be extended for ten years beginning with fiscal year 2004, when funding would otherwise expire. In addition, the TLDC supports the request that, starting in fiscal year 2003, federal funding increase from the current level of $100 mil to $200 mil annually for each of the following components: The Special Diabetes Program for Indians and the Special Diabetes Program for Type I Diabetes Research.



Alvin Windy Boy expresses concern about whether all of Indian Country is in unison when it comes to this recommendation because he is aware of statements and requests from some National groups for permanent legislation. Discussion lead to updating Alvin as to the why we would want to approach the request this year for doubling the years and doubling the amounts versus permanent authorization because of the legislative constraints. The general feeling is that permanent legislation requests will scare our representatives fi7om making a decision at all.



Julia Davis expressed her concerns about moving away from an NIHB Resolution requesting permanent authorization and shared that 6 Areas at the March Consumer Conference supported this effort.



Buford Rolin stated that he was in attendance at the last ADA meeting and the Alaska Area chose to support this newer initiative. Things have changed since the March Consumer Conference. Also, I believe that before Jerry Freddie left yesterday he stated that he could support this effort. 



Clara Chicharello shared discussions that are taking place at NCAI in regards to entitlement discussions.



Lena Belcourt shared information about efforts of some tribes in regards to entitlement and permanent authorization.



Judy Goforth-Parker moved to have Kelly Short-Slagely represent TLDC on

the Friday Teleconferences. Buford Rolin Seconded. Motion Carried.

���IHS HQE Grants Management

Office	�Denise Clark and Sylvia Ryan provided an update from Grants Management.

•    Funds

•   Carry-overs

•   Reports/Audits



Denise Clark thanks TLDC for providing her time on the agenda today.  She states she and her staff are very proud of the programs and the abilities of the office.  She displayed pictures on an overhead of the staff.



A number of handouts were provided including: Special Diabetes Program Team list, FY 2002 Non-Competitive BBA and CAA Diabetes Funds, Special Diabetes Programs for Indians Financial Status Reports for each Area (FY 00 and FY 01), and Year 6 - $ 100m Activities and Dates document.



Denise Clark shared the Activities and Dates document.



Kelly Short-Slagely asked how exact amounts can be determined if Dr. Trujillo has not made his distribution decision?  Discussions occurred in response to this question and Lorraine Valdez clarified that this is a desired timeline, as everyone can see the very first part was not within those dates, so every other date follows in response to that.  We will await Dr. Trujillo's decision, but in the meantime, we can still put the applications together, send them out to Areas and have them hold onto them until Dr. Trujillo's decision.  David Garcia expressed his concern about Dr. Trujillo's delayed decision and the effect it has on our abilities to operate.  Clarification was provided that the dates on the Activities and Dates document for FY 2003 should read October 1, 2002 - September 30, 2003.



Dr.  Kelly Acton reminds TLDC and others present that survey responses are required and the deadline passed last week.  We request everyone to get this in to the Grants Office as soon as possible.  Letters will be going out to Area Directors and the Grants offices stating that due to non-compliance, they will not be able to drawn down funds until the information is submitted.  This survey is a mandated requirement by Congress that we have this data and we need to have our reports in on a timely basis as required, especially now when we are looking for additional/continued funds.



Clara Chicharello supports Kelly Acton's plea and asks TLDC members to request their Area offices to respond and be responsible.  We have a responsibility to ensure it happens.  Congress continues to want information and accountability and we need to show them that we are capable and that we will do it.



Denise Clark shared the auditing requirements, especially in regards to unexpended funds.



Alvin Windy Boy discussed auditing and general accounting requirements and urged our respect to complying with these rules and regulations.



Judy Goforth-Parker asked for copies of all the power point and overhead presentations over the last two days be provided to TLDC.���Clinical Presentation: Type 2 Diabetes and Youth�Dr.  Kelly Moore - Copy of power point presentation will be provided to TLDC

thru the NDP Office with all other power point presentations presented at this

meeting.

	

Discussion: Alvin Windy Boy - Question about why Tohono O'odham Pima population on the US side is different from the relatives in Mexico.  Dr. Moore indicated that that lifestyle differences are the key.  The reservations on the Mexico relatives do not have accessability to fast foods and still farm.  Native American kids were more involved in sports activities such as cross country and track teams about 15 years ago and PE no longer in the school systems and seeing what Tribal Leaders need to do to express this concern.



Dr.  Goforth-Parker - Clinical systems - question about what were the testings/

screenings done on teenagers on insulin resistance.  Dr. Moore blood pressure, weight, acne others mentioned (need to call her to get the detailed list.)



ADA - Scott Campbell said that he ADA is putting more emphasis on the youth.  Will lobby for school lunches and reinstitutions of physical exercise programs in schools.



Dr.  Acton made a statement as a parent that there is concern in targeting children who watch too much television, but don't target the fast food industries.  Mentioned that fast food industries advertising Big Kids - Bigger Meals.



Paul Tibbits - More national organizations are starting to realize and food industry will be reluctant to do anything.



Dr.  Kelly Moore - Toxic Environment and Food Industries causing obesity in children.���National Indian Council on Aging







GIS Mapping of Diabetes Data�Dave Baldridge - Appreciate this Leadership group in providing leadership to those of us who know what the issues are and are always looking for guidance on how to address them.  We are not a research agency, we are an advocacy organization that works hard to look out for our Elders.



Today we'd like to share with TLDC a GIS Mapping of Diabetes Data demonstration.  This provides us a one shot picture of data on the national level, in particular we have done a demonstration of an atlas that maps that could be used by colleges and universities, by our epidemiology centers, IHS clinic doctors, etc. so that our people could have scientific analyzed data on our Elder Health Issues.  We conceived a number of interesting projects, the first is our automated diabetes reports and this is thanks to Dr. Acton's leadership and guidance.



Today we'd like to share with TLDC a GIS Mapping of Diabetes Data demonstration.  This provides us a one shot picture of data on the national level, in particular we have done a demonstration of an atlas that maps that could be used by colleges and universities, by our epidemiology centers, IHS clinic doctors, etc. so that our people could have scientific analyzed data on our Elder Health Issues.  We conceived a number of interesting projects, the first is our automated diabetes reports and this is thanks to Dr. Acton's leadership and guidance.



Dr.  Mario Garrett shares information about this project.  The principal is not to do research, but to disseminate the data.  First we have to find our target that other clients are interested in, secondly there is the formation out there, there is the data, and I what I have here being handed out today is what it is we need.  The first is the diabetes data report.  This project resulted in being able to compile and create

this report.



It extracts 248 elements regarding a patient's health and we are able to derive the summary of information that is compiled in the report handed out.  We are able to get down to speaking about a specific patient with the doctors.  We are also able to look at the operational aspects that we are extracting information from in regards to facilities, etc.  Personally, I have a daughter that was diagnosed with diabetes just before her first birthday, and here I find my self, a geographer, in the diabetes field.  We do have a website that provides a fictitious report that you can try out yourself in extracting information, etc.



A question was asked about the three different columns and what they mean.  Dr. Mario Garrett stated that the three columns are representative of three different denominators which comprises of the local registry, those that are identified as IHS patients and the final column provides the data for all diabetic patients.  So the system and program is very complicated and is capable of several different denominators and layout options.



David Baldridge has samples of monographs handed out to everyone and Dr. Mario Garrett shows a sample of the actual program.  This is a custom application.  The first option is to select your geographic extent, from national to zip code options are available.  A screen with your chosen area pops up on the screen and to the left is a column for you to choose points you are interested in like population size (5000 and under, etc), where the diabetes grants are, hospitals, state capitols tribal headquarters, etc.  On the top of the screen, like any windows program are options for you to use to designate queries like mortality, environmental data, etc.  This selection has subsets that allow you to refine the queries to sort by age, gender, location, etc.  The results in a dot density map.  From there, you can select an area and take a closer look, you can also ask that the areas be labeled (if you requested by county or city or some other choice, it will label according to your sorting option).  It can also provide census data that is color coded/shaded.  If you click on a certain area it will provide you that areas census data.  Once you are satisfied with the information and want to print it out, you click on print and a 8.5 by 11 inch document pops up allowing you the ability to title it and see what it looks like in print form.



Buford Rolin Moved to approve the resolution for continuation of the Special Diabetes Program for Indians and for Type I Research Program.  Julia Davis Seconded.  Kelly Short-Slagely asked that the title 'Resolution on the.....' be changed to 'Resolution to Support the.....' and in the first Whereas, second line, 13th and 14'h word (the & both) need to be reversed to ... both the.....���TLDC National Diabetes Conference

�Dr. Yvette Roubideaux shared the Draft Agenda for December 10-13th, 2002 scheduled in Denver, CO at the Adams Mark Hotel.



Alvin Windy Boy, Sr. stated that Billings had their area consultation with about 500 attendees and the main question there was "is there hope?" We invited a doctor from Nebraska and his presentation really provided that hope to those present, especially to those close to amputation.



Dr.  Roubideaux said this conference will be the largest ever.  We need motivational speakers.  If you know of speakers that we need to have on our agenda, please send their names and contact information to her.  She asked TLDC members to consider being speakers themselves. 



Clara Chicharello suggested a TLDC panel. Clara Chicharello asked about the 

hotel and Dr. Roubideaux answered that it has been confirmed to be held at the Adams Mark Hotel.  Clara Chicharello stated her concern about this particular hotel due to parking constraints (she had to pay $16/day for parking) and she also had concerns about Tribal Leaders going to this hotel and it not being in a location where you can walk to places.



Dr.  Roubideaux asked TLDC to review the budget that is attached to the Draft Agenda 2002 document.  There is a need for an additional $96,600 to be raised.  If there are any ideas, please share them with her. (hand out for sponsorship opportunity documents were provided to everyone).  She also stated that there are slots for 80 exhibits.



Alvin Windy Boy requests that the theme, mission, etc for this conference be provided to TLDC in presentable form.



Kelly Short-Slagely Moved to Accept the Draft Letter for Secretary Tommy

Thompson. Julia Davis Seconded. Motion Carried.

���Compendium Update�Lorraine Valdez - Grantee information is currently very close to being completed, with final pictures are being placed for a printing scheduled soon.���UNITY�Kelly Short-Slagely invited TLDC and guests to the National Unity Conference scheduled in Palm Springs, CA on June 28 - July 2.

���Next Scheduled Meeting�CHANGED August 15-16, 2002 in Billings, MT

Discussions led to aligning the next meeting date with an event taking place in Billings the two days before.  Thus, the next Quarterly meeting will take place in Billings, MT on August 13-14, 2002.���Meeting Adjourned�Julia Davis Moved to Adjoun.  Clara Chicharello Seconded.  Motion Carried.

Alvin Windy Boy provided a Blessing before everyone departed. (12:53p)
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