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Tribal Leaders Diabetes Committee

Quarterly Meeting - November 1-2, 2001

Wyndham Airport Hotel – Albuquerque, NM

TLDC Attendees: Alvin Windy Boy, Dr. Kermit Smith, H. Sally Smith, Clara Chicharello, Buford Rolin, Jerry Freddie, John Pipe, Albert Manual, Kelly Short-Slagley, Dean McManus for Dr. Judy Goforth-Parker, Julia Davis for Patricia Martin

TLDC Absent:  Mike Jackson, Roger Trudell, Patricia Martin, and Dr. Judy Goforth Parker

TWG Members Attendees:  Dr. Yvette Roubideaux, Lorraine Valdez, Lena Belcourt, Tom John and Althea Tortalita
Other Attendees:  Dr. Kelly Acton, Tammy Brown, Cecilia Shorty, Don Head, Gale Marshall, Gwen Hosey, Dr. Sanford Garfield, Dr. Larry Agodoa, Geri Racine, Dee Spadis, Brenda Shore-Fuller, Tim Martin, Phyllis Wolfe, Sylvia Ryan, Denise Clark, Theresa Galvan, Barbara Salvicio, Randall Comb, Lemyra DeBryant, and Mary Trujillo
	Subject
	Discussion
	Responsibility

	Thursday, Nov. 1, 2001 - Opening Prayer 
	A Windy Boy, Co-Chair of the TLDC called meeting to order @ 8:40a

Alvin says hello to all and mentions that in spite of what happened on September 11th with many of us worrying about travel.  He said, " I’d like to ask our delegate from Arizona if he would lead us in a prayer, being mindful of our people that have been affiliated with this act of terrorism.  We certainly have our people in the service, I have two nephews in Pakistan right now.  At home, there was a prediction that we’d see something like this, with diseases coming back.  These activities are hitting home and no one is immune to it.  Particularly this Anthrax threat.  IHS mail system was affected by this as of yesterday."

A Manual, Tucson rep. provided opening Prayer to start the TLDC session.

	

	Agenda
	J Davis moves to approve agenda w/ changes.  S Smith Seconded.  Motion carried.


	

	Intros  and  Announce-

ments
	Introductions of everyone in attendance (see above).

K Smith – driving with a public health nurse last week.  She was dealing with our program for pregnant teenagers.  One of the things she asked the girls was whether they had any dreams.  None of them had any dreams.  This is something we need to work on.  NBA player, Shameka Holdsclaw visited our area and this too reminded us that our young people must have a dream.  I know that we are here because we had a dream at one time.

C Chicharello – Went to the Education in Billings and really enjoyed myself.  Like Kermit says, dreams are free.

J Pipe - Re-elected this week.  There does come a time when we wonder if we should run again for our Council.  But I want you to know that I decided to because of this Cmte.

A Windy Boy presented the Committee with beaded moccasins from he and his family.

B Rolin extends his thanks on behalf of himself and his tribe for the gift this morning.

S Smith - I want to thank my Brother Alvin Windy Boy for the gift.  I will never wear them, but hang them in a place of honor.  Last week in Alaska we held the Alaska Federation of Natives Convention with approximately 4 to 5 thousand attendees.  A young 18 year old woman gave the keynote.  She is from Togiak and her message was loud and clear that we need to work on our substance abuse problems, in particular, huffing.

J Freddie also shares products from their Diabetes Prevention Program including a T-Shirt, Pen and Cup.  Navajo Nation extends their appreciation to TLDC leadership.

J Davis - I am the alternate for Patricia Martin.  President for Healing Lodge and I’d like to extend an invitation to you during the NCAI which will be in Portland.  I was sharing with Buford that I was at home for a good two and a half months and I was elected Chair of our Health Committee.  Diabetes is such a big problem we need to do as much as we can.

Dean McMannis, Oklahoma Alternate - Judy Parker and Chief Smith send their regards.  I am diabetic and I am proud of our program at home and I appreciate what this committee has done.  I am Tribal Admin. for Chickasaw Nation.  I look forward to these next 2 days.

Al Addison, Alternate Billings- Wear many hats.  Good to be here.  Hope everything goes well.  Especially those of us and in our families that are afflicted with this disease.

K Acton introduces Tammy Brown and Cecilia Shorty. Both new members of the NDP office staff.


	

	Approval of Minutes
	J Davis, page 2 of the July 19-20 minutes at the 4th paragraph “Buford, Patricia, Kelly and other TLDC members spoke to” the budget details.  Were those details provided?

L Valdez states that they were distributed on the 20th at that meeting as well as mailed out.

J Davis moved to approve the minutes with corrections as noted.  Seconded by C Chicharello.  A Manual mentioned that there may be another small correction.  Motion carried.

Buford Rolin Moved to Approve August 25 meeting minutes.  H. Sally Smith Seconded.  Abstention by California.  Motion Carried.


	


	Review TLDC TWG Charges 
	(see handout)
	

	TLDC Expenditure Report
	Ms. Geri Racine provided the TLDC with the Travel TLDC Expenditure Report from the Rocky Boy Health Board.  She informed the TLDC that they need to submit their travel reimbursement receipts within 10 to 15 working days of the travel. 

B Roland moves that members of this Committee provide Geri Recine at Rocky Boy Health Board office a travel bill with receipts within 15 working days of their travel.  J Pipe Seconded.  

C Chicharello mentioned that it would be helpful to have a standardized form to use at all the Areas.  Albert furthered the idea in that this form could be placed in board packet each time we meet.  Motion Carried.


	

	TLDC Strategic Plng Session – Gale Marshall, Facilitator
	G Marshall - First I wanted to thank Albert for his prayer this morning.  My brain didn’t understand the words but it certainly was well received by my heart.  I had the opportunity to interview Chairman Windy Boy and Co-Chair Kermit Smith for our magazine.  I’d like to get photos of all of you and have all of you in the magazine as well.

Gale asked members to fill out Pre-Meeting Questionnaire.  20 min. were provided.

Gale requests details of:  When, When and Who

Where:  Palm Springs, CA

When:
December 18th for TLDC Members only, 19th for TLDC and TWG Members

Who:  S Smith suggests that the first part of the session be TLDC members only.  After that, then integrate the workgroup and other groups.  Further discussion in regards to a facilitator was made by C Chicharello.  Clarification was made that Gale Marshall would remain the facilitator.


	

	NIH/AIHEC Education Project – Dr.  Garfield and Dr.  Agodoa


	Overhead Presentation by Dr. Lawrence Agodoa

Proposed TimeLine

11/19/00
Planning Meeting

1/8/01

Meeting with TLDC

1/11/01
Meeting with AIHEC

(more – need overhead copies)

6/14/01
Letter of Intent Receipt date

7/26

Receipt of Apps

Sept – Oct
Award of U21 Planning Grants for Program Development

March-April 2002
Develop and release

(more – need overhead copies)

Dr. Garfield presented - Diabetes and Science Education in Tribal Schools Background

· Development of this initiative included meetings held with the tribal leaders diabetes committee and with aihec
· The NIDDK also worked with IHS and the CDC and was influenced by a meeting held in 1999 to look at research training needs for American Indians

Diabetes in America

· Afflicts 16m people

· 800g new cases a year

· one-third of all cases go undetected

· highest incidence in minorities

· main cause of new blindness, kidney failure, amputations, major riskfor heart disease, stroke and birth defects

Types of Diabetes

· Type 1:  body’s immune system destroys insulin producing beta cells in the pancreas

· Type 2:  accounts for about 90% of diabetic cases and is most common over age 40 but has recently become much more common in children and adolescents

· Associated with obesity

Diabetes in Minorities

· For reasons poorly understood, African Americans, Hispanic, American Indians, some Asian Americans and Pacific Islanders at especially high risk for type 2 diabetes

Prevalence of diagnosed diabetes by age, race and sex, US, 1996

· (bar graph) source:  National Health interview Survey (NHIS) and Indian Health Service outpatient database.

Planning Grant for Diabetes Education in Tribal Schools

· Diabetes is increasingly a devastating disease in American Indian communities

· Tribal youth can be instrumental in preventing and better managing the disease

· Needed, is more Tribal youth entering health science professions

The TCU Advantage

· Conduct high quality programs for educating American Indians, promoting achievement

· Resource of talent and perspective to develop science education in Tribal communities

· Will be instrumental in interacting with elementary, middle and high schools educating tribal youth

Planning Grant

· Purpose:  Support initial planning and development of a pilot study proposal, working closely with the NIH and its joint supporters.

· Goal:  development of a program

· To enhance understanding among tribal youth of diabetes in American Indian Communities

· To stimulate student interest in diabetes-based biomedical science in the pre-college years leading to career interest in the health sciences.

Dr. Garfield reads a couple of the types of issues that the applicants were told they should address (just a couple of examples):

1. Tribal Culture and Science Communication in the schools and do this in the families.

2. Building on the daily experience of Native children with diabetes

3. If we are doing this through the schools, obviously the teachers need to be involved, so there needs to be some kind of training for the teachers to make this work.

Dr. Agodoa - How do we get people involved in our programs?

National Institutes of Health (commercial)

NIH Extramural Program

Grant 

Patron (assistance, encouragement) 

(75% of NIH)

Cooperative Agreement

Partner (assistance but substantial program involvement)

Contract

purchaser (procurement)

For this program, we are using the Cooperative Agreement approach.  This approach makes us a partner.

Review Process and Reviews

3 cycles of grants

· Approx. 46g grant apps are received by our office at each of these grant cycles

· (more – need copy of his overhead presentation)

Funded TCUs

· (need overhead document)

Planning Phase 2001-2002

1. Initiate the development of a science education program centered on diabetes, which will inform and motivate tribal youth in order to develop their interest in pursuing careers in the biomedical sciences.

2. The program should be inc

3. (need slide)

4. Discuss ways to include the Family

5. Initiate dialog with the TLDC and other Tribal Leaders, and their potential role in the development and implementation of the program.

6. Develop collaboration with other TCUs, and Elementary, Middle and High Schools that may play a major role in the development of the program.

7. Begin discussion of the ultimate implementation of the program in all schools serving American Indian and Alaskan Native youth.

8. Discuss barriers to the development and implementation of the program.

Q & A – are all Areas covered?  Not all areas, but these colleges will help us to come up with ideas on how we will cover the whole nation.  These colleges will be responsible to develop the tools that will create a program for the entire country.  How much has each school received?  $75g for the planning portion this year.  The actual grant will be a 5 year grant.  If we have a problem with reaching the youth so they become interested, do we have the same problem on the education side?  There are science programs at these schools so we can assume that they each have science teachers to implement their programs.  Part of our responsibility is to have something for the teachers that they can use to get this program under way.  There is a National Curriculum Group that maybe we could tie into that group as well (there are no tribal schools in AK so we will need to somehow make it more inclusive)

Comments for November 16th meeting can be given to Dr. Agodoa, Dr. Garfield and/or Dr. Acton.


	

	Announce-ment
	Dr. Roubideaux – invites tribal officials to participate in an interview in regards to how CDC could work better with our tribal communities.  It is about 15 minutes long.  I ask you four questions and you write your answers on a paper with no reference to your name.  In exchange for your time I will buy you lunch and you can choose one of two books.  If you are interested in participating, please let me know and we will make the arrangements.

Mim Dixon and I have worked on editing a book called “Promises to Keep” ‘Public Health Policy for American Indians & Alaska Natives in the 21st Century.


	

	Program/Activities Updates

NDE P  Youth Campaign – Dr.  Roubideaux


	· Focus on Youth to make attractive to our Indian adolescents

1. exercise

2. eat right

Dr. Roubideaux handed out posters and a press release and encouraged members to share the information in their local tribal news paper and other means of communicating in their local areas.  If additional posters are needed, call the 800 # provided on the poster.

The kids we surveyed before developing this material really helped us by saying that the posters needed to be pictures of regular Indian kids.  And it needs to be simple information.

The NDEP Workgroup has been working on tip sheet that will be a part of the dissemination of these posters.  It supplies important information about Type II diabetes.


	

	TLDC Nat. DM Conf., Fall 2002, Denver, CO – Dr. Roubideaux
	Because of these tragic events of September 11th I did let it slide a little.  Basically, I understand that a group of people were selected to be on the planning committee for this conference.  We are waiting for the go ahead from NIDDK to use the planner they are paying for, but they want CDC and IHS to kick in on the cost of that.  When that is ready, they will do all the logistics for the conference and the planning committee of TLDC will be the leaders or guiders of the plans.  It does look like the date of the conference will be around November or December of next year.  The Theme has been lightly discussed, but the planning committee will have to iron this out and make an offer to TLDC for final approval. TLDC will be the sponsor of this conference with NIDDK and others will be listed as co-sponsors.  We will advertise after dates and theme are set.  The bigger question will be how will we run the meeting.  Do we want to do like we did last time or is there another format you are interested in?  Also, who should be our guest speakers, topics?, etc.  This will be done by the planning committee members.  Current members are K Short-Slagley, S Smith, J Goforth-Parker and several TWG members.


	

	Indian Health Diabetes Education Recognition Program – Gwen Hosey


	We have volunteer photographers.  We are developing with the CDC a newspaper called Tribal Diabetes News.  We were hoping with this newspaper that we have a TLDC column, an NIH column, etc.  And then, I need a drum role – We have been successful with Center for  Medicare and Medicaid Services (CMS) (formerly was HCFA) to accept our application as a deeming authority to be recognized for medicare billing.  We only have 2 groups that are able to do this and we are one of them!  We expect it to be finalized in January.


	

	TWG Vacancy
	B Rolin – I know we mentioned the workgroup just before lunch and meant to follow up on this.  We are going to have a vacancy on our TWG because T John is moving to Oklahoma so we will have a vacant seat.  TWG members mention that there are three alternates already listed:  Pauline Boxer, Brian Brunelle and John Lewis.  Discussion led to the fact that these names are from Areas already represented on the workgroup.  Buford suggested that we fill the vacant seat with another USET member, namely Brenda Shore. 

A Windy Boy follows through with a comment that he accepts Buford’s recommendation.  Clara says that it would be better if we notified those on the alternate list and see if they are still interested in the seat and at the next meeting we can decide who will fill the vacant seat.

B Rolin clarifies that he is only recommending that the USET seat be filled being as we passed the motion last time we met to keep the original TWG.

K Short-Slagley mentioned that the TWG was not specific seats for any Area and therefore the ones on the list are the next ones eligible to fill the open seat.  

J Davis stated is would be more fair if we opened the seat for all Areas without representation to submit names for it.

Tom and Lena clarified the history of the TWG up to the motion made in August that stated that TLDC would keep the original TWG.  Dean (OK) said it seems best if we keep to the alternate list as originally intended.

S Smith stated that we should accept Buford’s named person be added as a possibility, keeping the other three names and allow other Areas to submit names as well.  We cannot create a TWG Area seat because that was not our intention then and is not today.  The TWG comprise of very capable people and we chose them because of their capabilities and I would suggest we do the same now for this newly opened seat.  Kelly S. agreed and concurred with Sally’s recommendation.  

K Acton mentions that it would be helpful to have the persons background as well as what kind of support could be expected from the organization they work for.  Alvin follows by stating that this item will be handled by the TLDC during a teleconference scheduled for November 9th @ 10a.  Names should be submitted as soon as possible. 

Alvin also shared the names of the originally named TWG member potentials (July 2000).  Alvin reminds the TWG and TLDC Members about the details of TWG organization including it being limited to 5 members and that the members were not Area specific.  Alvin continues reading from the structure document developed when TWG was designated.


	

	Clinical Updates


	Before going into presentation, Dr. Acton shared a poem which is written on a certificate that will be given to those that have gotten certified.  It would be signed by several different Native leadership agency Chairs like NIHB and TSGAC, TLDC, etc.  


	


	Type 2 Diabetes Prevention Program – Dr. Kelly Acton


	The Diabetes Prevention Program (DPP)

· Major clinical trial funded by NIH

· 27 centers *including an American Indian center comprised of Zuni, Shiprock, Gila River, Salt River & Phoenix Indian Medical Center

· 3,234 overweight participants with impaired glucose tolerance

· average age 51 years (range:  25-85)

· 45% from ethnic/minority groups

Stages in the natural history of Type 2 diabetes

(see chart on slide)

focus of discussion on IGT.

DPP goals:  Primary

To prevent or slow the development of type 2 diabetes

Secondary goals:

Reduce cardiovascular risk factors and CVD events

Regulate weight gain in participants

Prevent or delay the development of diabetes complications

Screening for type 2 Diabetes:  Risk Factors

· Obesity

· Body fat distribution (those with stomach fat are at higher risk)

· Family history of diabetes

· Physical inactivity

· Race/ethnicity

· Age

· Previous gestational diabetes (GDM)

· Elevated fasting glucose

· Impaired glucose tolerance

· Risk factor for type 2 diabetes

· Increases risk of type 2 diabetes 5-8 fold

· 1-5% per year develop type 2 diabetes

· Risk facto for cardiovascular disease (CVD)

· IGT may be optimal time for intervention

· Asymptomatic

· Few, if any complications present

· Potentially reversible

Eligibility Criteria

· Individuals with IGT

· Fasting glucose 95-125 mg/dL

· Native Americans 125 mg/dL

· And Two hour glucose 140199 mg/dL

Study interventions => Eligible participants => Randomized => Stand lifestyle recommendations

Results and how the research took place were shared (same as last meeting)

DPP Study Results

· Participants from the lifestyle group reduced their risk of getting type 2 diabetes by 58%

· Participants from the Metformin group reduced their risk of getting type 2 diabetes by 31%

· Lifestyle intervention worked very well in elderly (>60yrs), reducing development of diabetes by 71%

· Metformin was not effective in older participants or less overweight people

What do the results of the DPP mean to ITUs?

· Screening for diabetes and for IGT in AI/AN communities

· Create lifestyle programs for diabetes prevention

· Purchase Meformin for diabetes prevention

In this study it also appears to show that IGT is reversible!  This is an exciting find if it proves to be true.

Short-term plans for use of the DPP results:

· Interview American Indian participants of the DPP
Press releases in the Indian press

· Feature DPP at the national TLDC at diabetes conference

· A special edition of the Health for Native Life magazine

Long Term plans for use of the DPP Results

· Define screening criteria & issues

· Use experience from grant program and others to develop lifestyle programs

· Advocate to Congress for additional funds to purchase Metformin and lifestyle program equipment & training

Comment by Kermit Smith in regards to NIKE and their interest in Indian Country health activities.  They have many incentives that they would like to work with us on.  We know that our kids where their clothes.  NIKE has an Indian desk.

What do the results of the DPP mean to ITUs?
HOPE

Dr. Acton will email the slides shown to all members along with a short script.


	Dr. Acton to Email to TLDC

	Program/Activities Updates continued with Status of I/T/U Diabetes Grants – IHS GMO (handed out)
	Phyllis Wolfe referred to handout and used the first sheet (Aberdeen) as an example:

FY2001 Column is your BBA and CAA funds combined.

The other sheets attached in this handout include summary of FY01 non-competitive grants for special diabetes programs, number of Indian health service, Indian tribe or tribal organization, and urban Indian health program listing, FY2001 diabetes grants explanation for difference between number of grants awarded from BBA funds (continuation) and consolidated appropriations funds (supplements) and finally a copy of the fy2001 diabetes final formula area allocations sheet.

Phyllis then shared a handout in regards to the status of the $30m and shared the difficulties in getting all of the required grant applications from the Tribes and mentioned that TLDC membership can help out in this area so it doesn’t happen in the future.

Also attached is a ‘September 10, 01 Closure of the FY2001 Diabetes Grants Cycle’ information sheet

 
	

	Yr  05 Applic. Process – IHS GMO
	Should have the numbers from the Areas Tribal Consultation and Determine Exact Funding Amounts for Grantees from each Area by November 2nd.  (6th page of 2nd handout)


	

	Financial Status Report – New Lead Grant Specialist
	Please refer to long sheet handout labeled Financial Status Report.  It is important for TLDC to see if your area has any missing figures.  If so, it is because we have not received that grant financial reports and would appreciate if you as leaders could encourage that these get submitted as soon as possible.


	

	Lump Sum Funding


	Negotiated Rule-Making Committee discussions started in regards to lump sum payments for these funds.  This actually is able to be done prior to Title V so it seems we could allow this for both direct and self-governance tribes.  Update from floor is that no decision has been made on this yet.  Julia suggests that anytime there is a recommendation that it be forwarded to the Self-Governance office so they can bring it up at their meetings with us or that we forward the suggestions to the self-governance conferences that occur bi-annually.

Buford made a call to USET and was told that USET has been approved to get lump sum funding.


	

	USDA on Agenda @ Future Meeting
	We have been interested in having USDA coming to talk to us about food programs and in particular the commodity food options.  In Alaska ANHB and ANTHC started a campaign to ‘Stop the Pop’ within the Native health organizations and have now press released this information to the schools up there.  Kermit will assist the TWG to get a letter together to invite USDA and to bring up these issues that continue to come up at our meetings.  Q – Does the USDA have grants available?  A – believe so.


	

	Diabetes Conference – Dr. Roubideaux


	Date:
Conference will be in Early November 2002

Focus of Conference:
Hope, collaborating, bringing programs together, reversing the trend, eliminating disparities (with a plan that includes a timeline), Empowering our Youth, Motivate, War on Diabetes, Traditional Healing, Prevention

Audience:  A mixture of people, doctors, nurses, clinicians, administrators, community members, agencies, tribal leaders

Buford mentioned that statistics (ie; Kelly’s presentation showing that our 15 to 19 year olds increased of Type 2 diabetes cases by 68%!)  This data needs to be shared.

Several other items including theme and objectives are on the list for our attention being needed as well as the format of the conference (reference last years)

Alvin recommends the comedian Burnstick as an option for entertainment.

K Gonzales mentions a section for Tribal Leaders to get info on this disease, suggestions of what to say or write when going to Congress, etc.  Also, DPP partners to be invited to a luncheon.

LValdez – local screening and a talking circle opportunity (videographer availability?)

Dr. Smith – our tribe is committed to set aside 10g a year for kids to go to these kinds of events.  There is also given a match to that, so we have a $20g pot for this.  Also, we’ve had some success stories because of people changing their lifestyles so story telling is a great idea.


	

	Replication of Diabetes Surveillance Model – Kelly Gonzales, NPAIHB
	Diabetes Data on American Indians and AK Natives

· Estimates on the prevalence of diabetes may be significantly underestimated due to data limitations

· Limitations to the data include:

· Differences in documentation based

MORE ON SLIDE – ASK KELLY FOR POWER POINT TO BE EMAILED)

Data Improvement Initiative

· In June 1998, the Portland Area IHS awarded the NWPAIHB funds for data improvement

MORE ON SLIDE

42 programs in the NorthWest 

66 in California

Project Goal:  To build a sustainable infrastructure for data collection and reporting

Project Objectives Summarized

· To improve the:

· Quality of diabetes data

· Quantity of diabetes data

· Achieve sustainability

· To improve community health

Barriers to Improved Health Data

· High staff turn-over

· Limited training and development prior to the data improvement projects

· Variety in need, depending on site

· Where to start is often a question

· Overwhelmed, due to limited experience in tracking, monitoring, and utilizing health data prior to the data improvement projects

Project Objectives

1. Obtain more complete and accurate estimates of diabetes through improved infrastructure at tribal, urban, and IHS diabetes programs

2. Ascertain and standardize the methods of diagnosis and reporting by visiting

3. MORE on SLIDE

Project Strategies

· Conduct trainings (on site and off site)

· Provide intensive telephone support

· Visit each site and conduct baseline assessment and Toolbox Uses

· Case Ascertainment

· Capacity 

The Diabetes Register

· Tracking Elements

· Diagnosis and onset date

· Type 1

· Type 2

· IGT

· Gestational

· Complications

· Amputation

· CVD

· Obesity

· ESRD

· Ret

· Hypertension

Data improvement for the California and the NW IHS Areas

(graph)

· Diabetes Data Improvement

· Increase is due to improvements in

CHART – DIABETES INFORMATION PYRAMID

Outcome

· Provide the opportunity to develop a pristine list of patients with verified diagnosis of diabetes

· Improve clinical management of patients

· Improve assessment of community health

· Opportunities for program planning

· Opportunities for data driven prevention

Aims

Improve the capacity regional support centers

(More on slide)

Project Services

Conduct a minimum of three, centralized train the trainer workshops

Conduct a minimum of one, local train the training

Kelly A. stated this program was built out of the data money from the diabetes program dollars and this is going to provide tribal level data.  It is very exciting for us.

5:20a recess until tomorrow


	

	Friday, Nov.  2,  2001-TLDC Mtg Cont.
	Alvin Called Meeting to Order @ 8:38a


	

	Diabetes and Kidney Disease – Dr.  Narva


	Kermit introduced Dr. Andrew Narva, IHS Nephrologist

Chronic Kidney disease is a public health problem because:

· There is a significant burden of disease, especially in minority communities.

· Chronic kidney disease can be effectively addressed with primary and secondary preventive interventions.

Reported Race and Hispanic Ethnicity among New ESRD Patients, 1997 bar chart

Recent Developments

· Healthy People 2010

· National Kidney Disease Education Program

· KDOQI

Healthy People 2010 Chronic Kidney Disease Objectives

Number
Objective

4-1 Incidence of Endstage Renal Disease

4-2 Cardiovascular disease deaths

4-3 Counseling for chronic kidney failure care

4-4 Use of 

Objective # 1
ESRD

· Bar Chart of rates to show Native American and African American rates are disproportionate

· AI/ANs Receiving New ESRD bar chart

· Dialysis Units Serving AI/ANs

· Linear projection of Prevalence of AI/AN on ESRD line chart

Objective # 2 Cardiovascular disease 

Decrease the death rate from cardiovascular diseases in ESRD patients to 52 per 1,000 patient 

· Line Chart adjusted 1st year patient death rates by treatment modality and year of incidence, 1988-97 incident rate

Objective # 3  
Counseling for 

· At initiation of Dialysis in the US

· 57%

Objective #4 Increase the proportion of 

· Vascular Access

· At initiation

· Bar graph – preserving forearm veins prior to hemodialysis, incident HD patients in 1996

Objective #5 – Renal Transplantation

Increase renal transplantation

· First Cadaveric Transplantation Rate by Age, Recipient Sex and Race, 1995-98 Bar Chart

Objective #6 – Decrease waiting time for transplant

· Patients on Waiting List for Kidney Transplant and Cadaveric Donor Transplants by Year, 1989-98 line chart

Objective #7 – Decrease rates of kidney disease due to diabetes

· Incidence Counts of ESRD by Causes of ESRD, 1988 Pie Chart

· Incidence rate of ESRD by race and causes of ESRD, adjusted for Age and Gender, 1994-97 Bar chart

· Incidence Rates of Diabetic ESRD by Race, 1995-98 line chart

Objective #8 – Improve the care

· Indian Health is the Ideal Model for Improving Care in CKD

· This is a public health problem.  We operate as a public health model.

· Proven ability to improve care in populations.  Our diabetes care is far superior to others.  We have experience in most of the critical issues:  BP control, lipid control, nutrition, patient education

· Lifelong, continuous care (unlike “Managed Care” organizations)

· No economic turf issues.

Public Health thinks differently.  It is not an individual based program, but is a community program.  Most managed care world they work to get someone with a bad problem out of their system and into someone else's.

Benefits of Early Referral/Intervention

· Slowing progression of renal disease delays need for renal replacement therapy

· Management of acidosis, hyperparathyroidism, anemia helps patients feel

First Seen by Nephrologist Pre-ESRD, Incident Patients by Modality in 1996 Bar Chart

Comments were made in regards to us perhaps campaigning that if we invest now we can prevent your 20 year projection and Dr. Narva agreed.

Opportunities to Improve Care for Patients with CRD in Indian Health

· Blood Pressure Control – single best thing to treat (see bar chart)

· Use EPO to treat Anemia – causes heart problems – if treated you can prevent kidney disease

· Visits with A Dietitian Pre-ESRD – critical to those with kidney disease.  If you are malnourished your death rate is much, much higher.  High protein diets are bad for your kidneys.  Duration of pre-ESRD nausea/vomiting incident patients in 1996 bar chart

· Patient Education

· Less likely

· Bar chart of patient lead/choice bar chart showing better rehabilitation

KDOQI - Kidney Disease Outcomes Quality Initiative

· Clinical practice guidelines for chronic kidney disease

· Evidence based

· Developed by National Kidney Foundation

· Will be the standard of care

NKDEP – National Kidney Disease Education Program

· NIH sponsored

· Analagous to NDEP

· Goals

· Reduce burden of kidney disease

· Raise awareness

· Promote prevention, early diagnosis and appropriate management

· Anxious to expand collaboration with community based organizations (looking for partners)

Opportunities to Improve Care

· Collaboration between tribes and kidney organizations

· Community screening (NKF’s KEEP Program)

· Early Intervention (using IHS, KDOZI, etc)

· ESRD-rehabilitation (Life Options Institute)

· ESRD-surveillance (Networds, USRDS)

KEEP Program is an early screening program of kidney disease

KDOQI also will be starting an initiative that seeks partnering

Andrew S. Narva, MD

IHS Kidney Disease Program

505-248-4018

anarva@abq.ihs.gov
Request was made for the presentation

Self-supporting dialysis is the way to go.  I would not advise you to supplement the costs of running a dialysis system.  The issue in Indian Country is that even though we might have a small number of members being served by our facility, for them to get the service they would have to travel 300 miles one way and that not only affects that individual, but their family.  Dr. Narva stated that there is home services available that are much more effective than having a full dialysis unit.  Do most patients go on to hemodialysis?  If someone doesn’t get health care and they start dialysis and eventually they go to hemodialysis.  This can be an automated system that is done at night, at home and go about your business during the day.


	

	TLDC Walking Program
	Althea Tortalita with Tammy Brown provided a presentation on the TLDC Walking Program. TLDC Members as Native Leaders need to set the example.  Althea handed out a pedometer, a calendar to record your steps per day and a “Walking for Better Health” TLDC Flier.  The goal would be 10,000 steps a day.  Each TLDC meeting will include a session or two of walking.  One of the ideas is to make this a competition for the TLDC members, so record your time and bring your sheets of record into the TLDC meeting scheduled 3 months from now.  (next quarterly meeting)


	

	HANDOUTS
	Handouts provided to TLDC

· Gwen’s talk handout from 11/1

· Standards of Care for Diabetes

· Dr. Acton’s Slide Presentation with talking points on bottom

· Breakthrough News on Diabetes Prevention


	

	Diabetes Formula Factors including the pros/cons of changing the Formula – Dr. Roubideaux


	Dr. Roubideaux starts off stating that the agenda item here was to see how the TLDC feels about changing the formula for our final year of distribution (Year 06) 2003.  What is the wish of the Committee?

Sally asked Kermit to clarify the purpose of this portion of the agenda.  Is it to actually discuss these items and the feelings of each of us, which was the total of our last meeting together or is it only to identify a workgroup that will ponder these things and come up with some concrete approaches.

Dr. Smith replies in that Dr. Trujillo has made the distribution decision to tweak the formula (as explained in his letter to tribes two weeks ago).  Dr. Trujillo did commit to assisting with the consultations in funding year 06 for consideration of a new formula consideration by the tribes.

Portland Area provided a position paper on mortality in regards to opposing and Nashville Area restated their position in regards to wanting 0 mortality in the distribution formula for the same reasons Portland mentioned.
	

	Discussion on Mortality Data – Dr. Roubideaux
	Dr. Roubideaux shares a handout that explains mortality data and how it is handled at IHS and how it affects the Diabetes Distribution Formula.  She also shares with TLDC the problems with data collection (death certificate).  (see handout)


	

	Area Consultation Discussions
	Determine Workgroup to Address Formula Factors (membership, charge, meeting logistics) – TLDC

Sally once again stated that it would be best if we identified a workgroup that is responsible to address formula factors and provide us a timeline.  Buford refers the committee to the timeline provided by Phyllis Wolf that we could use for this purpose.  Discussion lead to the fact that Phyllis offers a timeline that will require us to have our Area Consultations done by February 1, 2002.  The TWG will have a package prepared for each Area to use at these Area Consultations.  A special thank you to Lena Belcourt and others that were involved in the development of the package last year.  Clara asks the Chair if there is going to be recognition for those around the table that have not been involved this past year to better understand what you are talking about here.  Are we forming a new workgroup, are we submitting names for this new workgroup, are we using the existing TWG, or what?  Alvin shares the history of this process.  Much discussion occurred in regards to these questions.  Sally suggests that there be some TLDC members for this particular discussion as well as additional names be submitted to the TWG with our own Area Experts that may be able to help.  Tom John said that as he recalls this agenda item was only put there as an item up for discussion.  We don’t need another TWG because we can come up with as many options as you want with the people here already.  We can seek experts ourselves and do it as a charge just like any other charge we have been given.  Alvin agrees.  Sally then puts two names forward as experts to assist:  Dr. Dave Mather and Mr. Lee Olsen.  Portland, Oklahoma and California all will have names to put forward as well.  Lena Belcourt mentions that right now we do not have faith in the mortality rate that is part of the disease burden percentage.  Sally states that it is important to recognize that TLDC have a large responsibility and TLDC makes decisions on behalf of all AI/AN and it is important that the TWG ensure us that what they provide is pure fact, with no bias.  Albert mentions concern in regards to timeline for the TWG to provide this data before we have our Area consultations so that we can make informed decisions at the Area level.  Alvin agreed that the TWG will have there work done prior to our Area Consultations.  Alvin also mentioned again the hard work of TWG and how TLDC greatly appreciates their commitment.  Portland asks if the TWG will develop the theme of our Area Consultations?  Kermit states that it would be good, but it will need our input as well.

Dr. Roubideaux Summarizes What TLDC Wants the TWG to Do:

1) TWG will receive names of experts they can use in different Areas

2) Information on Options on Formulas taking into consideration formula factors existing and new (those already submitted like remoteness factor and prevalence increase)

a) How do Funds change

b) What impact does it have/did it have?

c) Where did funds go from previous distributions?

d) What if?

Dr. Roubideaux shares concern about what TWG is being charged to do.  Tom John clarifies his earlier point in regards to providing options.  His point was that TWG could provide formula factor information and then show you how these factors would affect formula options.  Sally Smith states that as much information as possible is needed.

Mr. Freddie states that if we are talking about a formula then we should have that document in front of us, so that is number one, how do the statistics change the formula and what has it done and the other is how the money will change our Area problems.  How much of the money in each Area is going to planning, evaluation, prevention, treatment, etc.  Kelly mentions that the most honest thing we can do is bring up the issue that the funds may end as well.  This could be a part of the TWG charge – developing one or two paragraphs so that Areas can discuss this at their Area Consultation.  Portland Area has a new Formula Factor in regards to Prevalence Increase which may be considered by TWG as well.   Sally supports Kelly’s point be part of discussions that should occur at each Area.  Albert states that he would like to see the best option available that benefits all across the Nation taking into consideration all of our different positions.  Discussion persisted.  Yvette states that TLDC want quite a bit and wonder what the time frame would be to provide all of this information.

Dr. Roubideaux asks where does this information go?  To TLDC first or directly to the Areas?  And by When?

Info needs to go to TLDC first.  And it needs to be provided to TLDC by December 19th.  At this meeting on the 19th TLDC will decide what goes to Areas as information packets.  Month of January 2002 will be set aside for Area Consultations.  The TLDC will meet again to receive the Area Consultation results in February, specifically on February 14th – 16th in Nike, OR.  Comments were made in regards to travel and the issues in regards to some being concerned that TLDC travels to resort cities.  Much discussion occurred, but most eloquently stated by Mr. Jerry Freddie, “Is the committee keeping me in the dark?  Because I come to these meetings straight from the Airport, meet for long hours and then I’m off to the airport again.”  This fact is something that needs to be shared with those making the comments.  Our intent of moving around is to meet in different areas to allow diverse input from across the Nation.  We do not target resorts.

Summation:

1) Names of Area experts to work with TWG – 2 weeks

2) Info Gathering – November/December

3) Report to TLDC December 19th in Palm Springs meeting

4) Area Consultations in January 2002

5) Area Recommendations to TLDC by February 7th
6) TLDC Meets February 14th – 16th in Nike, OR.

7) Decision to Director by March 8th.

Sally, AK Area moves that Phyllis Wolfe be assigned ½ time to OPH to supervise and oversee the grants specialists in Rockville.  Seconded by Buford, Nashville Area.  Motion Carried.

Lena mentions that this is going to be another round of consultations regarding FY 03 Grant Funding.  She asks TLDC to provide some direction in regards to Area costs for these consultations. As well as the cost for producing the materials for the consultations.  Dr. Kelly Acton clarified that Area Offices are responsible for the costs of the consultations including the materials productions costs.


	

	Announce-ments


	Healing Our Spirit Conference (International Conf) scheduled for Sept labor day week in Albuquerque.  We’ve booked all the hotels, so make your reservations.

Senator Bingamin is holding meetings here in NM in regards to school lunch programs, elder food programs and other commodity food programs.  Kermit asks for TLDC’s blessings in regards to continuing with this effort.

Sally Smith wanted to thank Dr. Narva and appreciate the information he provided.  But he did state a chilling thought and that is “when IHS in no longer around” and that brings much concern to me.  Is that the prevailing thought about IHS right now?  Because that is not my understanding of the residual.  Kermit clarifies that Dr. Narva is of an old school in this Albuquerque Area, but is not the prevailing thought of IHS.  Kelly A. concurred.

Julia Davis states that there is an important meeting of the NCAI coming up and wonder if TLDC would be attending NCAI to provide information.  Tom John also mentions that this was a discussion point in regards to other Agency meetings as well.

Alvin Windy Boy states that he is not sure how many tribes practice traditional ways or traditional medicine in their program, but at Rocky Boy it is integrated into their system.  His Uncle provides treatment to their family and all his family members practice these traditional ways.  There has been some difficulties in regards to crossing borders where their bundles are being opened up and being desecrated as well as not allowing them to bring feathers across the boarder.  I might need to have some of you help me out with this issue to develop a list of people who perform these and provide it to the authorities.

Julia Davis recognizes Kelly Acton’s staff for doing such a great job.

Dr. Smith states that he will not be retiring this year.  He intends to stay on another year just to participate in this committee!


	

	Next Scheduled Meeting Agenda Item and Adjourn


	Have Dr. Horton give update to TLDC at the next scheduled quarterly meeting.

At 12:30p

Portland Moves to Adjourn.  Navajo Seconds.  Motion carries. 
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