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A MESSAGE FROM CHARLES W. GRIM, D.D.S., M.H.S.A.
FORMER DIRECTOR, INDIAN HEALTH SERVICE

On behalf of the Indian Health Service, I am proud to provide this
Report to Congress on the Special Diabetes Program for Indians.
Over the past 10 years, the Indian Health Service has worked diligently
with Tribes, Tribal Leaders, and health care providers to bring diabetes
treatment and prevention services to American Indian and Alaska
Native communities through the Special Diabetes Program for Indians.

The Special Diabetes Program for Indians helped the Indian health
system make substantial progress toward its goal of raising the
health status of American Indians and Alaska Natives to the highest

|
TN

bl possible level. Communities that did not have diabetes programs
prior to the Special Diabetes Program for Indians funding now
offer comprehensive diabetes treatment and prevention services.
Communities that were able to offer diabetes services prior to the
funding have enhanced their programs and now serve as teachers
and role models to other sites.

The Special Diabetes Program for Indians has also translated the
latest scientific findings into the care that we provide our patients.
As a result, health outcomes in American Indians and Alaska Natives
with diabetes, including blood sugar and cholesterol levels and
preservation of kidney function, continue to improve year after year.
Although the widespread diabetes epidemic in American Indian and
Alaska Native communities will take years to stop, these promising
outcomes indicate that we are headed in the right direction.

The Special Diabetes Program for Indians has not only proven to
be effective in helping to address the diabetes epidemic, but also
informed efforts by the Indian Health Service in chronic condition
management, behavioral health, and health promotion and disease
prevention. This has allowed the Special Diabetes Program for
Indians to reach beyond diabetes and spread quality treatment and
prevention practices to other areas of health care. | am proud of
what we have accomplished together in these 10 years, and look
forward to continuing on the path to a healthier future for American
Indians and Alaska Natives.

IHS FORMER DIRECTOR'S MESSAGE n
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A MESSAGE FROM KELLY ACTON, M.D., M.P.H., FA.C.P.
DIRECTOR, INDIAN HEALTH SERVICE DIVISION OF
DIABETES TREATMENT AND PREVENTION

On behalf of the Indian Health Service Division of Diabetes Treatment
and Prevention, | am pleased to provide the third Report to Congress

on the Special Diabetes Program for Indians. As with the two previous
reports we have submitted, this Report contains the results from our
ongoing evaluation of the 399 grant programs that make up the Special
Diabetes Program for Indlians.

We continue to observe improvements in the processes and intermediate
outcomes of diabetes care, and have reported those here. For the first
time, we provide information on the newest component of this successful
Program, the competitive Healthy Heart Demonstration Project and
Diabetes Prevention Demonstration Project. Although it is too soon to
report outcomes on these projects, we provide a detailed description of
what they are doing and the outcomes we expect to measure over the
next 2 years. In addition, we discuss the costs associated with diabetes
care and prevention, and provide an overview of projections that suggest
the Special Diabetes Program for Indians has been a good investment in
American Indian and Alaska Native communities.

The Special Diabetes Program for Indians continues to deliver on

its original instruction from Congress. We are providing excellent
diabetes care, with improved clinical outcomes to prove it. And we are
developing the expertise and experience for the prevention of diabetes
in our communities. The Special Diabetes Program for Indians has
provided the means for an historic event. Together, we are turning

the tide of the diabetes epidemic in American Indian and Alaska
Native communities. What an exciting time to be working in the field
of diabetes in Native communities!

[HS DIVISION OF DIABETES DIRECTOR’S MESSAGE H
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A MESSAGE FROM BUFORD ROLIN
CHAIRMAN, INDIAN HEALTH SERVICE
TRIBAL LEADERS DIABETES COMMITTEE

On behalf of the Tribal Leaders Diabetes Committee, it is an honor
to share in the presentation of this 2007 Report to Congress on the
Special Diabetes Program for Indians. For the past 10 years, members
of the Tribal Leaders Diabetes Committee have worked closely with
the Indian Health Service to provide Tribal consultation on the
Special Diabetes Program for Indians.

The Special Diabetes Program for Indians has been an essential

and positive force in American Indian and Alaska Native communities.
The Indian Health Service has shown through its public health evaluation
activities that the Special Diabetes Program for Indians has implemented
successful diabetes treatment and prevention activities and has
improved diabetes care and outcomes on reservations and in Urban
clinics. The Program also has brought Tribes together to work toward
a common purpose, sharing information and lessons learned along
the way.

Ten years ago, Tribes were given the much-needed opportunity to
develop diabetes programs in their own communities. Although
there are still many challenges ahead, the Special Diabetes
Program for Indians has made a difference and is doing an
excellent job of addressing diabetes. As you read this Report,
you will see that the health of American Indian and Alaska Native
communities is improving. Itis very encouraging to know that
we are making progress.

|l invite you to read this report carefully.

TRIBAL LEADERS DIABETES COMMITTEE CHAIRMAN'S MESSAGE
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EXECUTIVE SUMMARY

In 1997, Congress established the Special Diabetes Program for Indians in recognition of the

diabetes epidemic among American Indians and Alaska Natives. Congress envisioned

the Special Diabetes Program for Indians as a grant program that would provide funding
for diabetes treatment and prevention services at Indian Health Service (IHS), Tribal, and
Urban Indian health programs. Almost 10 years since its inception, the Special Diabetes
Program for Indians is now the most comprehensive federally funded diabetes program
for American Indians and Alaska Natives, and serves as the foundation for diabetes treatment

and prevention efforts in their communities across the United States.

The Epidemic of Diabetes
in American Indians and
Alaska Natives

Type 2 diabetes has quickly emerged as one of

the most serious and devastating health problems
of our time. Although the growing epidemic of
diabetes threatens populations around the world,
the American Indian and Alaska Native population
has been hit particularly hard. Four factors—a
hereditary predisposition, increasingly sedentary
lifestyles, exposure to diabetes while in the womb,
and the effect of living in adverse social and physical
environments—are the major contributors to the
high prevalence of diabetes in American Indian and
Alaska Native communities. This interaction among
hereditary, behavioral, gestational, and environ-
mental factors has left American Indians and Alaska
Natives particularly vulnerable to the disease.

Virtually unknown among American Indians and
Alaska Natives 100 years ago, this population now
suffers from among the highest rates of diabetes
in the world. Diabetes and its complications are
major contributors to death and disability in every
Tribal community. In some American Indian and

Alaska Native communities, more than half of
adults aged 18 and older have diagnosed diabetes,
with prevalence rates reaching as high as 60%.
Once found mainly in older adults, the disease
increasingly affects American Indian and Alaska
Native youth, threatening the health, well-being,
and quality of life of future generations.

Responding to the Diabetes
Epidemic: The Special Diabetes
Program for Indians

The Special Diabetes Program for Indians resulted
from a bipartisan plan to provide funds for the
treatment and prevention of diabetes in American
Indians and Alaska Natives. This initiative came

in the wake of increasing public concern about the
human and economic costs of diabetes in the United
States and its growing prevalence in vulnerable
populations, particularly American Indians and
Alaska Natives.

Now in its tenth year, the Special Diabetes Program
for Indiansis a $150 million per year grant program
that provides funding for diabetes treatment and

EXECUTIVE SUMMARY n



prevention services at 399 IHS, Tribal, and Urban
Indian health programs. With leadership and
guidance from the IHS Division of Diabetes Treatment
and Prevention and Tribal Leaders, the Special
Diabetes Program for Indians grant programs use
proven, evidence-based, and community-driven
diabetes treatment and prevention strategies that
address each stage of the disease.

As directed by Congress, the IHS established
three major components of the Special Diabetes
Program for Indians:

Community-Directed

Diabetes Programs

Since 1998, the IHS has provided Special Diabetes
Program for Indians funds to 333 IHS, Tribal, and
Urban Indian health programs in 35 states to
begin or enhance local diabetes treatment and
prevention programs. Each of the communities
served by the Community-Directed Diabetes
Programs is unique in its diabetes treatment and
prevention needs and priorities. As such, the
grant programs use these priorities to design
and implement interventions that best address
the problem of diabetes in local communities.

Demonstration Projects

In 2004, Congress directed the IHS to develop and
implement a competitive grant program to prevent
diabetes in high-risk individuals and to prevent
cardiovascular disease—the most compelling
complication of diabetes—in people who
already have diabetes. These Demonstration
Projects translate findings from scientific studies

in American Indian and Alaska Native communities
and their health care systems.

The IHS launched the Diabetes Prevention
Demonstration Project and the Healthy Heart
Demonstration Project at 66 sites at the end of

m IHS SDPI'2007 REPORT TO CONGRESS

Participants at a SDP/ event take off from the
starting line of an organized race.

2004. The Diabetes Prevention Demonstration
Project (36 grant programs) adapted and is
currently implementing the curriculum from the
National Institutes of Health Diabetes Prevention
Program clinical trial. This landmark study
demonstrated that individuals with pre-diabetes
could prevent the onset of type 2 diabetes through
modest weight loss and lifestyle changes. The
Healthy Heart Demonstration Project (30 grant
programs) is currently implementing an intensive
clinical, team-based case management approach
to treat risk factors for cardiovascular disease in
American Indians and Alaska Natives who have
diabetes.

The IHS is conducting a rigorous evaluation of these
Demonstration Projects to assess their effectiveness
and determine how to disseminate the lessons
learned throughout the Indian health system.

Strengthening the Diabetes

Data Infrastructure

The IHS has used administrative funding from the
Special Diabetes Program for Indians to strengthen
the diabetes data infrastructure of the Indian health
system by improving diabetes surveillance

and evaluation capabilities. These funds also
support the development and implementation of
the IHS Electronic Health Record, the electronic
patient and data management system used in



many Indian health facilities. As a result of these
data infrastructure improvements, the Indian health
system has been better able to identify and track
American Indians and Alaska Natives with diabetes.

Program Results:
A Decade of Success

Over the past 10 years, American Indian and
Alaska Native communities have used Special
Diabetes Program for Indians funding to make
quality diabetes practices commonplace in local
health care facilities.

Key clinical outcome measures—such as blood
sugar control, blood lipid levels, and kidney function
—nhave improved among American Indians and
Alaska Natives with diabetes each year since the
Special Diabetes Program for Indians was created.
These improvements not only enhance the quality
of life of people with diabetes, but also help the
Indian health system achieve cost-effectiveness,
realize cost savings, and reduce the cost burden
of diabetes for all of society. Highlighted below are
important improvements in clinical outcomes since
the inception of the Special Diabetes Program for
Indlians.

Improving Blood Sugar Control

Outcome: The mean blood sugar level (A1C)
decreased 13% from 9.00% in 1996 (before the
Special Diabetes Program for Indians) to 7.85%
in 2006 (after the Special Diabetes Program for
Indians). This decrease is a major achievement
over 10 years.

Impact: The scientific research shows that a
one-unit decrease in A1C (e.g., a decrease from
9.00% to 8.00%) translates to a 40% reduction in

diabetes-related complications, such as blindness,
kidney failure, nerve disease, and amputations.

Improving Blood Lipid Levels

Outcome: The mean cholesterol level decreased
14% from 205 mg/dl in 1996 (before the Special
Diabetes Program for Indians) to 177 mg/dl in 2006
(after the Special Diabetes Program for Indians).

The mean LDL cholesterol (i.e., “bad” cholesterol)
level decreased 17% from 118 mg/dl in 1996 to
98 mg/dl in 2006.

Impact: These improvements in reducing blood
lipids may help reduce the chance of developing
cardiovascular complications associated with diabetes,
such as heart attacks, stroke, and heart failure.

Improving Kidney Function

Outcome: The prevalence of protein in the
urine (a measure of kidney function) decreased
10% from 29% in 1996 (before the Special Diabetes
Program for Indians) to 19% in 2006 (after the
Special Diabetes Program for Indians).

Impact: These improvements in reducing the
prevalence of protein in the urine may help prevent
or slow the progression from diabetes-related
kidney disease to kidney failure.

In addition to these successes in clinical outcomes,
the Special Diabetes Program for Indians helped
create diabetes treatment and prevention programs
where none existed before, as well as enhance
programs that were already in place. These programs
employ successful, proven strategies to address
key areas of diabetes treatment and prevention
across the entire life span—including clinical care,
type 2 diabetes and youth, nutrition, physical activity,
weight management, and behavior change.

EXECUTIVE SUMMARY ﬂ



Highlighted below are improvements in these key
areas since the inception of the Special Diabetes
Program for Indians.

Caring for People With Diabetes

The Indian health system has a long history of
providing quality care for American Indians and
Alaska Natives with diabetes. The grant programs
use Special Diabetes Program for Indians funding
to integrate quality diabetes care practices into their
health care facilities by:

+ Developing and implementing important
elements of diabetes care, including
diabetes teams, clinics, and registries:

- 68% more grant programs have diabetes
teams (98% in 2006 compared with only
30% in 1997).

- 36% more grant programs have diabetes
clinics (67% in 2006 compared with only
31% in 1997).

- 65% more grant programs have diabetes
registries (99% in 2006 compared with
only 34% in 1997).

+ Using diabetes data tools and surveillance
systems to measure and evaluate diabetes
care.

+ Developing, implementing, and disseminating
diabetes best practices and clinical care
guidelines in collaboration with the IHS
Division of Diabetes.

Type 2 Diabetes and Youth

Interventions aimed at preventing diabetes in
people—particularly children and youth—who do
not have the disease have the greatest potential to

E IHS SDPI'2007 REPORT TO CONGRESS

lower the economic and human cost of diabetes.
Since its inception, the Special Diabetes Program
for Indians has addressed the threat of childhood
obesity and diabetes, acting on the best available
evidence in response to this public health crisis.
This includes:

+ Employing a broad-based public health
approach to implement interventions that
promote healthy behaviors among
American Indian and Alaska Native youth,
families, and communities:

- 76% more grant programs have type 2
diabetes prevention programs for youth
(82% in 2006 compared with only 6% in
1997).

- 29% more grant programs offer nutrition
services for children and youth (94% in
2006 compared with only 65% in 1997).

- 69% more grant programs have
community-based physical activity
programs (82% in 2006 compared with
only 13% in 1997).

- 52% more grant programs have safe
environments for physical activity (67%
in 2006 compared with only 15% in 1997).

+ Using gestational diabetes programs to help
reduce in utero exposure to elevated
blood sugar levels.

+ Implementing public awareness campaigns,
promotion programs, and policies to encour-
age mothers to breastfeed.

+ Offering weight management programs
to children and youth who are obese or
have diabetes.



Participants at a Diabetes Regional Meeting in 2006
take part in a walking excerise during a break.

Nutrition

Good nutrition has far-reaching health benefits by
helping to prevent, delay, and manage diabetes
and other conditions. Helping people improve
their diet depends, however, on access to effec-
tive nutrition services and interventions. American
Indian and Alaska Native communities use Special
Diabetes Program for Indians funding to improve
nutrition by:

+ Increasing access to nutrition and diabetes
education services:

- 57% more grant programs offer nutrition
services for adults (96% in 2006
compared with only 39% in 1997).

- 38% more grant programs have
access to a registered dietitian (75% in
2006 compared with only 37% in 1997).

+ |mplementing traditional American Indian
and Alaska Native food and nutrition
activities.

+ Collaborating with local businesses to
increase the availability of healthy foods.

¢ Offering training programs for clinical and
community outreach workers and staff of
Tribal food programs.

Physical Activity

Regular physical activity is critically important for
preventing and managing diabetes. Even moder-
ate physical activity can help prevent and control
diabetes, cardiovascular disease, high blood
pressure, and other chronic conditions. To reclaim
healthy traditions of physical activity, American
Indian and Alaska Native communities use Special
Diabetes Program for Indians funding to focus on:

+ Qffering physical activity programs and
resources:

- 72% more grant programs offer community
walking and running programs (92% in
2006 compared with only 20% in 1997).

- 63% more grant programs offer community
exercise classes (79% in 2006 compared
with only 16% in 1997).

- 53% more grant programs have a physical
activity specialist (61% in 2006 compared
with only 8% in 1997).

+ Incorporating traditional American Indian
and Alaska Native elements into physical
activity programs.

+ Establishing Tribal wellness policies to
encourage physical activity among Tribal
members.

+ Developing innovative partnerships with
other organizations, the private sector, and
the community to encourage physical activity.

EXECUTIVE SUMMARY E



Weight Management

The scientific literature suggests that modest
weight loss may be the most effective strategy
for preventing diabetes and its complications.
American Indian and Alaska Native communities
use Special Diabetes Program for Indians funding
to implement weight management activities,
such as:

+ Offering weight management programs:

- 65% more grant programs offer adult
weight management programs (84% in
2006 compared with only 19% in 1997).

- 64% more grant programs offer weight
management programs for children and
youth (72% in 2006 compared with only
8% in 1997).

¢ Using innovative weight management
tools and activities, such as lifestyle and
behavior change interventions, family and
traditional nutrition programs, group support
programs, and individual diet programs.

¢ Establishing partnerships with schools,
work sites, businesses, and the
community to offer weight management
activities.

ﬂ IHS SDPI'2007 REPORT TO CONGRESS

Behavior

The Special Diabetes Program for Indians has
acted on the clear association between behavior
and diabetes by addressing the psychosocial factors
needed to help people change their behavior patterns.
American Indian and Alaska Native communities
use Special Diabetes Program for Indians funding
to effect behavior change by:

+ Offering culturally appropriate,
community-directed diabetes services
that complement and support clinical
diabetes programs:

- 71% more grant programs offer organized
diabetes education activities (96% in
2006 compared with only 25% in 1997).

- 56% more grant programs offer culturally
appropriate diabetes education programs
(92% in 2006 compared with only 36% in
1997).

- 55% more grant programs work with
social service programs (89% in 2006
compared with only 34% in 1997).

+ Using evidence-based, patient-centered
approaches to encourage people to make
and maintain healthy lifestyle changes.

¢ (reating healthy environments through
partnerships with schools, work sites, and the
community.

+ Screening for depression and offering a
variety of therapies to help patients cope
with stress and depression.



The Nike Training Program teaches exercise and stretching as part of a physical activity and weight management program.

The Future Direction of
Diabetes Care in the Indian
Health System

As the results summarized above illustrate, the
Special Diabetes Program for Indians has succeeded
in implementing an innovative, nationwide
intervention to address the growing epidemic

of diabetes. The scope of the Program is
unprecedented. Guided by both the scientific
literature and community-driven priorities, the
Special Diabetes Program for Indians has helped
the grant programs, Tribal Leaders, and IHS
collectively build one of the most comprehensive
diabetes treatment and prevention programs in the
United States.

To continue building on the success of the Special
Diabetes Program for Indians, the Indian health
system will follow an action plan that is based

not only on guidance from Tribal Leaders, Tribal

members, and grant programs, but also on proven
scientific findings. This plan will leverage the
experience and expertise gained during the past 10
years to achieve excellence in diabetes treatment
and prevention in American Indian and Alaska Native
adults, children, and youth to apply the findings
from the Demonstration Projects and build on the
Program’s success in using effective, evidence-
based diabetes strategies.

The Special Diabetes Program for Indians has
helped improve the health of American Indians
and Alaska Natives and the quality of life in many
American Indian and Alaska Native communities.
The successes achieved thus far, however, represent
only the beginning of what can be achieved when
Tribal, government, and organizational partners
work together toward a shared goal. Work remains,
but the belief among American Indian and Alaska
Native communities is strong that they are on the
path to a diabetes-free future.

EXECUTIVE SUMMARY H
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ABBREVIATIONS

BMI

Body mass index

CDC

Centers for Disease Control and Prevention

Division of Diabetes

Division of Diabetes Treatment and Prevention

HDL

High-density lipoprotein

IFG

Impaired fasting glucose

IGT

Impaired glucose tolerance

IHS

Indian Health Service

LDL

Low-density lipoprotein

MNT

Medical nutrition therapy

NIH

National Institutes of Health
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BUFORD ROLIN AND THE
SPECIAL DIABETES PROGRAM
FOR INDIANS

“It's been wonderful to see the progress we have
made in diabetes treatment and prevention with
the resources from the Special Diabetes Program
for Indians,” says Buford Rolin, Chairman of the
Indian Health Service (IHS) Tribal Leaders Diabetes
Committee. “We are teaching our families how
important it is to take health promotion and dis-
ease prevention under their wing to address

the diabetes epidemic.”

Buford Rolin is no stranger to the Special Diabetes
Program for Indians. As Chairman of the Poarch
Band of Creek Indians in Atmore, Alabama, Buford
has been a member of the Tribal Leaders Diabetes
Committee since its inception in 1998, representing
the Nashville Area IHS. A leader in American Indian
and Alaska Native health affairs, he also serves as
the Vice-Chairman of the Board of Directors of the
National Indian Health Board.

Buford is also no stranger to diabetes. “My mother
had diabetes,” says Buford. “I remember being

12 years old and watching her give herself insulin
injections. Now, | have diabetes, and | know that by
taking care of myself, | can live a long, healthy life.”
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In 1997, Buford was one of a handful of Tribal
Leaders asked to participate in the initial meetings
on how to distribute the Special Diabetes Program
for Indians grant funds. The group requested—
and the IHS Director approved—the formation of
the Tribal Leaders Diabetes Committee that has
been in place for the past 10 years.

Diabetes is not just an issue for the Tribal Leaders
Diabetes Committee. “Other Tribal Leaders have to
step forward and take action,” Buford says. “The
good news is that many Tribal Leaders recognize
how important it is to address this serious issue
and have embraced it.”

“Diabetes prevention depends on each of us
changing our lifestyles now,” says Buford. “Our
families need to sit down to eat healthy meals,

to get regular exercise, and to practice healthy
lifestyles. That’s the only way we will live to see a
diabetes-free future.”



CHAPTER 1

THE SPECIAL DIABETES PROGRAM FOR INDIANS:
LAYING THE FOUNDATION FOR A HEALTHIER TOMORROW

SUMMARY

Issue

American Indians and Alaska Natives
suffer from the highest rates of diabetes
in the United States. Addressing this
serious disease and its consequences for
Tribal communities is an important health
priority for our nation.

Action

In response to the growing diabetes
epidemic among American Indians and
Alaska Natives, Congress established
the Special Diabetes Program for Indians
in 1997. The Special Diabetes Program
for Indians is a grant program that
provides funding for diabetes treatment
and prevention services at Indian Health
Service, Tribal, and Urban Indian health
programs. Now in its tenth year, the
Special Diabetes Program for Indians is
the most comprehensive federally funded
diabetes program for American Indians
and Alaska Natives.

Diabetes has quickly emerged as one of the most
serious and devastating health problems of our
time. American Indians and Alaska Natives carry
the heaviest burden, suffering from among the
highest rates of diabetes in the world. Virtually
unknown in Tribal communities 100 years ago,
diabetes and its complications are now major
contributors to death and disability in every Tribal
community. The disease increasingly affects
American Indian and Alaska Native youth,
threatening the health, well-being, and quality
of life of future generations.

In 1997, Congress established the Special Diabetes
Program for Indians in recognition of the diabetes
epidemic among American Indians and Alaska
Natives. Congress envisioned the Special Diabetes
Program for Indians as a program that would provide
funding for diabetes treatment and prevention
services at Indian Health Service (IHS), Tribal, and
Urban Indian health programs. Almost 10 years
since its inception, the Special Diabetes Program
for Indians is now the most comprehensive
federally funded diabetes program for American
Indians and Alaska Natives, and serves as the
foundation for diabetes treatment and prevention
efforts for their communities across the United
States.
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Structure of the Special
Diabetes Program for Indians

The Special Diabetes Program for Indians currently
includes a total of 399 grant programs. Grant
programs are located in each of the twelve IHS
Areas and they serve nearly all of the federally
recognized Tribes.

As directed by Congress, the IHS established
three major components of the Special Diabetes
Program for Indians. Together, these components
form the foundation of the Indian health system’s
response to the diabetes epidemic in American
Indian and Alaska Native communities. The IHS
Division of Diabetes Treatment and Prevention
oversees all three of these components, providing
leadership, direction, and administrative and
technical support.

Community-Directed Diabetes
Programs

Since 1998, the IHS has provided Special Diabetes
Program for Indians funds to 333 IHS, Tribal,

and Urban Indian health programs in 35 states

to begin or enhance diabetes treatment and
prevention programs (see Appendix 3). These
grant programs make up the Community-Directed
Diabetes Program. Each of the grant programs is
unique in its diabetes treatment and prevention
needs and local priorities. The Special Diabetes
Program for Indians allows the grant programs to
design and carry out interventions that will best
address the problem of diabetes in individual
communities. Depending on community needs,
these programs incorporate a wide range of proven
diabetes treatment and prevention strategies,

such as patient education, quality diabetes care
services, as well as physical activity, nutrition, and
weight loss activities.
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“What I’'ve seen is that, in partnership with
the Indian Health Service, we work together
to provide the best quality and quantity of
health care relevant to diabetes. We've
had listening sessions and consultation
sessions on what is the best practice for
Indian Country.”

Alvin Windy Boy
Chippewa-Cree Tribe

Demonstration Projects

In 2004, Congress directed the IHS to develop and
implement a competitive grant program to prevent
diabetes in high-risk individuals and to prevent
cardiovascular disease—the most compelling
complication of diabetes—in people who
already have diabetes. The HS did not design
these projects to conduct new scientific research.
Instead, the IHS was tasked with translating findings
from scientific studies in American Indian and
Alaska Native communities and their health care
systems. These projects, called the Diabetes
Prevention Demonstration Project and the Healthy
Heart Demonstration Project, were implemented in
66 American Indian and Alaska Native communities
at the end of 2004 (see Chapter 10).

Strengthening the Diabetes

Data Infrastructure

The IHS has used administrative funding from
the Special Diabetes Program for Indians to
strengthen the diabetes data infrastructure of
the Indian health system by improving diabetes
surveillance and evaluation capabilities. These
funds also support the development and imple-
mentation of the IHS Electronic Health Record,
the electronic patient and data management
system used in many Indian health facilities. This
infrastructure has enabled the IHS and Special
Diabetes Program for Indians grant programs to



expand beyond diabetes and address obesity
and other chronic conditions closely associated
with diabetes.

Legislative History:
Congressional Response to
Diabetes in Tribal Communities

The Special Diabetes Program for Indians resulted
from a bipartisan plan to provide funds for the
treatment and prevention of diabetes in American
Indians and Alaska Natives. This initiative came

the human and economic costs of diabetes in
the United States and its growing prevalence
in vulnerable populations, particularly American
Indians and Alaska Natives.

Congress established the initial Special Diabetes
Program for Indians through the Balanced Budget
Act of 1997 and augmented support for the
Program through the Consolidated Appropriations
Act of 2001 and Public Law 107-360 in 2004
(Table 1.1). As aresult, the Special Diabetes
Program for Indians now operates with a budget of

in the wake of increasing public concern about $150 million per year.

Table 1.1. Special Diabetes Program for Indians Legislative Background

Public Law

Balanced Budget Act of 1997
(Public Law 105-33,
Section 4922)

Annual Funding

$30 million per year
(1998-2002)

Statutory Authority

 Establish the original Special Diabetes Program for Indians
grant programs for the “prevention and treatment of
diabetes” in American Indians and Alaska Natives, called
the Community-Directed Diabetes Programs.

+ Conduct a comprehensive evaluation of the Program.

Consolidated Appropriations | Added $70 million per year | ¢ Continue ongoing diabetes treatment and prevention

Act of 2001 (2001-2002) activities in Tribal communities, through the
(Public Law 106-554, Community-Directed Diabetes Programs.
Section 931) $100 million for 2003

+ Implement a best practices approach to diabetes
treatment and prevention.

+ Build upon what the grant programs have learned.

Public Law 107-360,
Section 1

$150 million per year
(2004-2008)

+ Continue ongoing diabetes treatment and
prevention activities in Tribal communities through the
Community-Directed Diabetes Programs.

+ Strengthen the IHS diabetes data infrastructure.

+ Develop and implement competitive Demonstration
Projects for: (1) the primary prevention of diabetes in
American Indians and Alaska Natives at risk for developing
diabetes; and (2) cardiovascular disease risk reduction in
American Indians and Alaska Natives with diabetes.
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A Shared Vision for a
Diabetes-Free Future

Over the past 10 years, the Special Diabetes
Program for Indians has demonstrated the positive
public health impact that is possible when Tribal
and Congressional initiatives are focused on a
common outcome. Tribes and the IHS worked
collaboratively to implement the statute of the
Special Diabetes Program for Indians through a
process that included formal Tribal consultation,
developing funding distribution formulas, and
establishing grant application and administrative
procedures.

Honoring the Government-to-
Government Relationship:

Tribal Consultation

Tribal consultation is an integral part of federal
program development because of the unique
government-to-government relationship between
the Federal Government and Tribes. This relationship
was established in Article I, Section 8 of the United
States Constitution and reaffirmed in numerous
treaties, laws, and Supreme Court decisions.

In 1997, the IHS used a formal Tribal consultation
process at the local, regional, and national levels
to obtain input and recommendations from Tribal
Leaders and Urban Indian health program leaders
on the new Special Diabetes Program for Indians.
The IHS Director established the Indian Health
Diabetes Workgroup to review the recommendations
from local and regional Tribal consultations and to
determine a mechanism for distributing the funds.
The Workgroup consisted of Tribal Leaders
from the National Indian Health Board and the
Tribal Self-Governance Advisory Committee,
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“My father fights diabetes daily. His fight
motivates me. | am also motivated by people
| see in our health care facility. Sometimes,
they feel hopeless. | want them to know
there is hope! We must help them under-
stand that they can control diabetes, rather
than be controlled by it. We are in a war
against diabetes, and yes, it can be won!”

Judy Goforth Parker
Tribal Leader
Chickasaw Nation of Oklahoma

and representatives from Urban Indian health
programs, the Association of American Indian
Physicians, and the IHS.

After reviewing the recommendations from

the local and regional Tribal consultations, the
Workgroup recommended that the new diabetes
funds be distributed in a manner that followed
guiding principles, including:

+ Local sites should retain decision-making
authority in designing effective diabetes
programs to address the specific, unique,
and individual needs of their communities.

* Acap of 1% of the diabetes funds should be
placed on administrative expenses.

+ Funds should be allocated for the purpose of
improving data collection and accuracy.

Based on these guiding principles, the Workgroup
developed a distribution formula that accounts for
disease burden, user population, and Tribal size.
The IHS then developed a Request for Application
for the Special Diabetes Program for Indians
Community-Directed Diabetes Program, which



“Like all of us, | have been affected person-
ally by diabetes. It has touched many family
members and loved ones. | cannot stand
to lose another person to diabetes! The
epidemic must be stopped! For me, to sit
back and do nothing is not an option. We
all must put forth our strongest effort to stop
this disease.”

Sally Smith
Chairman
National Indian Health Board

was released in February 1998. IHS, Tribal, and
Urban Indian health programs could use this
Request for Application to apply for funds in support
of local diabetes treatment and prevention programs
and directly related data collection. The IHS used
the consensus-developed distribution formula to
allocate grant funds to programs deemed eligible
to receive federal funds.

Tribal Leaders Diabetes Committee
This successful Tribal consultation process
resulted in the IHS Director’s creation of the Tribal
Leaders Diabetes Committee in 1998. By creating
this Committee, the Director sought to foster an
ongoing dialogue between the IHS and Tribal
leadership on matters related to diabetes, chronic
conditions, and other health issues in American
Indian and Alaska Native communities. The Tribal
Leaders Diabetes Committee has been an important
outcome of the Special Diabetes Program for
Indians and demonstrates the true spirit of ongoing
partnership between Tribal and IHS leaders.

In 2004, the Tribal Leaders Diabetes Committee
and the Tribal consultation process played an
integral role in developing the funds distribution

process for the competitive Special Diabetes
Program for Indians Demonstration Projects.
The IHS used recommendations from the Tribal
Leaders Diabetes Committee, as well as local and
regional Tribal consultations, to develop the basis
of the Demonstration Projects:

+ The IHS set aside $27.4 million of Special
Diabetes Program for Indians funding per
year from fiscal year 2004 to fiscal year
2008 for the Demonstration Projects.

* Only previous Special Diabetes Program
for Indians grant programs could compete
for funding and had to provide evidence of
their capacity to implement planned project
activities successfully.

+ The IHS selected a diverse group of grant
programs representing IHS, Tribal, and Urban
Indian health programs; large and small
programs; and geographically diverse locations.

+ The IHS established the Special Diabetes
Program for Indians Demonstration Projects
Coordinating Center in Denver, Colorado, to
coordinate project activities, provide technical
assistance to the grant programs, and
conduct a comprehensive evaluation of the
Demonstration Projects.

Leadership and Strategy

Implementing and administering the Special
Diabetes Program for Indians presented the

IHS with a considerable logistical challenge. In
its entire history, the IHS had never been faced
with creating and managing such a large grant
program. In response to this challenge, the IHS
Division of Diabetes has facilitated mobilization of
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an extensive network—including Tribal Leaders,
government agencies, private organizations,
scientific experts, health care professionals, and
Tribal community members—to undertake one
of the most strategic and concerted diabetes
treatment and prevention efforts to date. Over
the course of the Special Diabetes Program

for Indians, the IHS Division of Diabetes and its
network have demonstrated the ability to design,
manage, and measure a complex, long-term
project to address this chronic condition.

On the Path to a
Healthier Future

As directed by Congress, the IHS developed and
implemented the Special Diabetes Program for
Indiians for the treatment and prevention of diabetes
and its complications in American Indians and
Alaska Natives. Through a collaborative, in-depth
Tribal consultation process that involved the IHS,
Tribal organizations, and Urban Indian health
programs, nearly 400 grant programs for American

“Great Creator, we stand on Mother Earth under the sky.
You’ve made creation to be in balance so that we can
stand erect and be healthy. In your own way, you created
human life—from the tip of our toes to the top of our
head—with our soul, mind, and heart, to be strong.

We want individuals to remmember your powerful ways—

that health can be in their every step, in their every

thought. With diabetes as prevalent as it is, we want

to remember where our roots are, where we are, and

where we want to be in health.”

Jerry Freddie
Tribal Leader
Navajo Nation
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Indians and Alaska Natives have been established
across the United States.

In response to Congressional direction, the

IHS conducted a comprehensive evaluation of
the Special Diabetes Programs for Indians
Community-Directed Diabetes Programs. These
data have been presented in two interim reports to
Congress. In 2000, the IHS submitted the “January
2000 Interim Report to Congress on the Special
Diabetes Program for Indians,” which included
descriptions of the Community-Directed Diabetes
Programs and their activities. The IHS used well-
established public health evaluation methods (see
Appendix 2) to document the accomplishments

of the Community-Directed Diabetes Programs.
These accomplishments, which were presented in
the “December 2004 Interim Report to Congress
on the Special Diabetes Program for Indians,”
included:

+ |mproving the health care provided to American
Indians and Alaska Natives with diabetes.

+ Increasing diabetes prevention efforts.

+ Providing American Indians and Alaska
Natives with services and education to help
them lead healthier lives.

This is the third report to Congress on the Special
Diabetes Program for Indians. The first part of this
Report explores diabetes in American Indians and
Alaska Natives, essential elements of diabetes
care, and the costs associated with diabetes. The

second part of this Report focuses on the highly
successful strategies employed by the Special
Diabetes Program for Indians to address diabetes
in key areas of diabetes treatment and prevention.
These key areas, such as diabetes and youth,
behavior, and weight management, are critical to
achieving healthier communities across the entire
life span.

The final part of this Report highlights the early
outcomes of the Special Diabetes Program for
Indians Demonstration Projects, published here
for the first time. This section also presents the
IHS’s plan to continue building on nearly a decade
of measurable success for the Special Diabetes
Program for Indians. This plan offers a sustainable
strategy for spreading the lessons learned and
the system of coordinated care gained through
the Special Diabetes Program for Indians to meet
the continued challenges of diabetes in American
Indian and Alaska Native communities.

The stories, data, and information woven throughout
this Report clearly show how the Special Diabetes
Program for Indians has relieved suffering and
improved the quality of life in many American
Indian and Alaska Native communities. The success
achieved thus far, however, represents only the
beginning of what can be achieved when Tribal,
governmental, and organizational partners work
together toward a shared goal. Work remains,

but the belief among American Indian and Alaska
Native communities is strong that they are on the
pathto a diabetes-free future.

CHAPTER 1 | SDPI: AHEALTHIER TOMORROW E



GAMBLER FAMILY:
FIGHTING DIABETES FOR ALL
GENERATIONS

Charles and Dorothy Gambler, a Northern Arapaho
Wyoming couple in their seventies, know firsthand
the devastating impact of diabetes on American
Indians and Alaska Natives. The Gamblers lost two
adult sons to diabetes and Charles’s mother died
of the disease. At the age of 66, Dorothy learned
she had diabetes.

Dorothy’s blood sugar reading when she was
diagnosed was extremely high, and she was put on
insulin right away to bring her blood sugar levels
down. After attending diabetes education

classes at the Arapaho Clinic and practicing
diabetes self-management behaviors, Dorothy got
her blood sugar under control within a few months.
She was able to stop taking insulin and then was
able to stop taking her diabetes pills. Now, Dorothy
manages her blood sugar through diet and exercise,
and she has no diabetes complications.

Charles has pre-diabetes and is determined to
take steps nowto prevent the onset of diabetes.
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He has attended diabetes education classes
with Dorothy. He eats less, and the couple walks
together every day.

Charles and Dorothy have made staying healthy
their number one priority. As spiritual leaders, they
play a major role in the life of their community on the
Wind River Reservation, passing on their language
and traditions to Tribal members. They provide
counseling to couples having marital problems, and
when community members call them, they pray
together over the telephone.

Every day, the Gamblers pray for their 11 children,
35 grandchildren, 28 great-grandchildren, and one
great-great grandchild, as well as for all Arapaho
families. Praying in two languages, they pray for
preventing diabetes and for the health, happiness,
and longevity of their family.



CHAPTER 2
DIABETES: OPPORTUNITIES FOR

PREVENTION AT EACH STAGE OF THE DISEASE

SUMMARY

Issue

Diabetes is a chronic condition that is not
reversible, but it can be prevented and

it can be managed and controlled. The
health conditions leading up to diabetes,
however, are reversible, offering many
opportunities for the Indian health system
to intervene and prevent the disease and
its complications in American Indians and
Alaska Natives.

Action

Woven into Special Diabetes Program

for Indians activities and services are
proven diabetes treatment and prevention
strategies—such as patient education
programs, quality diabetes care services,
as well as physical activity, nutrition, and
weight management activities—that
address each stage of the disease.

Diabetes has affected the quality of life of entire
American Indian and Alaska Native communities,
leaving illness, pain, disability, and death in its
wake. For a disease that is capable of causing so
much harm, its roots are complex. A single event
does not precipitate diabetes, and it does not
develop overnight. Instead, diabetes develops
and progresses over time and through several
stages. The goods news is that there are many
opportunities to prevent diabetes and its
complications at each stage of the disease,
offering hope for a healthy life no matter where

a person is in the continuum of diabetes.

What Is Diabetes?

Diabetes is a chronic, potentially debilitating,
and often fatal disease that can develop with few
symptoms. Type 2 diabetes is the most common
form of diabetes. In type 2 diabetes (hereafter
referred to as “diabetes” in this Report), the body
cannot produce enough insulin or cannot use
the insulin that it produces. Insulin is a hormone
produced in the pancreas that helps carry sugar
from the bloodstream into the cells, so the cells can
convert sugar into energy or store it for future use.

If the body cannot produce enough insulin or cannot
use the insulin that it produces, sugar levels build
up in the blood instead of going into the cells. As
aresult, the cells begin to starve for energy. Over
time, high blood sugar levels can cause eye,
kidney, nerve, or heart damage. This damage is
referred to as “diabetes complications.”
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Types of Diabetes

The three main types of diabetes are type 1 diabetes,
type 2 diabetes, and gestational diabetes.

Type 1 Diabetes

Type 1 diabetes, formerly called juvenile diabetes
or insulin-dependent diabetes, usually is diagnosed
first in children, teenagers, or young adults. In
this form of diabetes, the insulin-producing cells
(beta cells) of the pancreas no longer make insulin
because the body’s immune system has attacked
and destroyed them. Treatment for type 1 diabetes
includes taking insulin shots or using an insulin
pump every day, testing blood sugar levels several
times a day, making wise food choices, exercising
regularly, and controlling blood pressure and
cholesterol.

Type 2 Diabetes

Type 2 diabetes, formerly called adult-onset or
noninsulin-dependent diabetes, is the most common
form of diabetes. People can develop type 2 diabetes
at any age, even during childhood. For many
people, this form of diabetes begins with insulin
resistance, a condition in which fat, muscle, and
liver cells do not use insulin properly. At first, the
pancreas keeps up with the added demand by
producing more insulin. Over time, however,

it loses the ability to secrete enough insulin in
response to meals. Being overweight and inactive
increases the chances of developing type 2
diabetes. Treatment includes taking oral diabetes
medications and/or insulin shots, testing blood
sugar levels, making wise food choices, exercising
regularly, taking aspirin daily, and controlling blood
pressure and cholesterol.
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Gestational Diabetes

Gestational diabetes is diabetes that occurs during
pregnancy. Diabetes that is present before a woman
becomes pregnant or is diagnosed during the first
trimester of pregnancy is called pregestational
diabetes. The exact cause of gestational diabetes
remains unknown, but hormones produced by the
placenta block the action of insulin in the mother’s
body, leading to insulin resistance in the mother.
Although gestational diabetes usually goes away
after the baby is born, a woman who has had
gestational diabetes is more likely to develop type
2 diabetes later in life. The fetus of a gestational
diabetes pregnancy is at increased risk for growth
abnormalities, birth injuries, and perinatal death.
In addition, children of women with gestational
diabetes have an increased risk of developing type
2 diabetes, with more than 70% developing the
disease by the time they reach early adulthood.
The good news is there are opportunities at

all stages of a woman’s reproductive cycle for
prevention, intervention, and education regarding
diabetes risk and treatment.?

(Source: National Institute for Diabetes and Digestive and
Kidney Diseases, National Institutes of Health. http:/diabetes.
niddk.nih.gov/dm/pubs/riskfortype2/index.htm)



The Natural Progression

of Diabetes

Understanding the natural progression of diabetes

is important for patients, family members,
communities, and health care systems. This

understanding can guide:

+ Patients and their families in making lifestyle
choices that can prevent or delay diabetes

and its complications.

+ Primary care providers in developing effective,

individualized treatment regimens.

* Local community programs and health care

systems in their diabetes treatment and

prevention efforts.

Diabetes is not reversible, but the health conditions
leading up to it are. Figure 2.1 illustrates the

natural progression of diabetes, described in detail
below.

Figure 2.1. Progression of diabetes and opportunities for prevention

PROGRESSION OF DIABETES
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complications

May begin at conception

Reversible condition;
progression can be
prevented
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delayed or prevented

Not reversible, but
disability can be
prevented

Opportunities

for Prevention

Offer preconception
counseling for women
with pre-existing diabetes

Provide prenatal care to
prevent low birth weight
or very large babies
Promote breastfeeding
Encourage healthy
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Promote smoking
cessation

Provide education on
diabetes prevention to
youth and adults

Provide quality diabetes
prevention services
Use oral medications as

indicated

Encourage healthy
lifestyles

Promote smoking
cessation

Provide self-management
education

Provide quality diabetes
care and routine follow-up

Use oral medications and
insulin as needed

Encourage healthy
lifestyles

Promote smoking
cessation
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self-management
education
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follow-up
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monitoring
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lifestyles
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treatment to prevent
further progression
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At Risk for Diabetes

The human body uses sugar in the blood to fuel
its cells and provide energy for activities. Several
risk factors affect the body’s ability to use blood
sugar, putting people at risk for developing health
problems that can lead to diabetes.

One risk factor is having a hereditary predisposition
for diabetes. Many racial and ethnic groups,
including American Indians and Alaska Natives,
bear a greater hereditary burden for developing
diabetes, as a family history of diabetes is one

of the strongest risk factors for diabetes. Being
overweight or obese also places people at high risk
for developing diabetes because extra fat tissue
affects the way insulin works in the body. Lifestyle
factors that can lead to overweight or obesity, such
as a high-fat, high-calorie diet and lack of physical
activity, increase a person’s risk for diabetes.

In addition, socioeconomic and environmental
factors—including lack of income or access to

James Antone, aged 14,

of Maricopa, Arizona, was
diagnosed with type 2 diabetes
at the age of 7. James’s
parents also have diabetes
and are currently undergoing
dialysis. “We hope that the
tools and education James
receives from D-Group, a
support group for kids with
type 2 diabetes, will help
prevent the complications we
have suffered—and that he
will never need dialysis,” say
James'’s parents.

n IHS SDPI'2007 REPORT TO CONGRESS

affordable healthy foods and living in an unsafe,
highly stressful environment that does not afford
opportunities for physical activity—can contribute
to increased risk for diabetes. Recent research
with Pima Indians in the United States and Mexico
has shown that even in populations for which
there is a hereditary predisposition to diabetes, the
development of diabetes was mostly determined
by environmental factors.®

Another important, but often under-recognized,
risk factor for diabetes is a person’s exposure

fo diabetes while in the womb. Diabetes during
pregnancy exposes the fetus to high blood sugar
levels at sensitive developmental periods, causing
vulnerability to early onset diabetes, overweight
and obesity, and birth defects and complications.
In fact, more than 70% of people with prenatal
exposure to diabetes develop the disease by early
adulthood. Furthermore, exposure to diabetes

in the womb accounts for approximately 40% of
diabetes in children and youth aged 5—19 years.*

Pre-Diabetes

Over time, if the body cannot produce enough
insulin or cannot adequately use the insulin that

it produces, a person develops pre-diabetes.
Health care providers sometimes call this condition
impaired fasting glucose (IFG) or impaired glucose
tolerance (IGT). People with pre-diabetes have
blood sugar levels that are higher than normal, but
not yet in the diabetic range. These individuals are
at very high risk for developing diabetes and are
likely to develop the disease within 10 years.
Recent research also suggests that pre-diabetes
can cause long-term damage to the body, especially
to the heart and circulatory system.

Pre-diabetes usually has few, if any, symptoms.
This lack of symptoms is a major deterrent to
diabetes prevention efforts because a person
can have pre-diabetes for several years without



knowing they have it. Diabetes prevention efforts
are particularly important at this stage because
pre-diabetes is a reversible condition.

The Diabetes Prevention Program, a landmark
clinical trial sponsored by the National Institutes
of Health (NIH) first published in February 2002,
demonstrated that type 2 diabetes can be delayed
or prevented in people with pre-diabetes. In

the NIH Diabetes Prevention Program, diabetes
incidence was reduced substantially—58% in
those who lost 5—7% of their body weight as a
result of lifestyle intervention and 31% in those
taking the drug metformin, as compared with the
placebo group. Importantly, the study participants
were representative of the racial and ethnic
diversity of the United States and of the groups

at highest risk for diabetes, including American
Indians and Alaska Natives.®

Applying the results of the NIH Diabetes Prevention
Program and addressing pre-diabetes has become
even more urgent as the number of people with
pre-diabetes continues to increase to epidemic
proportions. The United States Department of
Health and Human Services estimates that 40% of
United States adults between the ages of 40 and
74—or 41 million people—had pre-diabetes in
2000. New data suggest that at least 54 million
United States adults had pre-diabetes in 2002.°

Diabetes

Diabetes is diagnosed when blood sugar levels
surpass blood sugar levels associated with
pre-diabetes. Unlike pre-diabetes, once a person
has diabetes, the condition is not reversible.
Diabetes can, however, be controlled, and the risk for
diabetes-related complications can be reduced by
keeping blood sugar levels within the normal range.

People with diabetes must manage their condition
every day. Diabetes management requires

“l want to give my

children memories of

a healthy mother and

to live a long time,” says
Victoria Dawahoya, a

Pima mother of three
children. Victoria has
diabetes as do her parents,
aunts, and uncles. Diagnosed with gestational diabetes
during her second pregnancy—and type 2 diabetes 3
years later—Victoria has changed her lifestyle to ensure a
healthy future.

lifestyle changes such as eating healthy foods in
the right amounts and getting regular physical
activity, maintaining a healthy weight, taking
medication or using insulin, and checking blood
sugar levels several times a day. It also requires
periodic medical visits to check blood sugar, blood
pressure, and lipid levels, as well as annual eye,
kidney, and foot exams.

Diabetes Complications

Long-term high blood sugar levels place people
with diabetes at risk for developing complications
that can affect physical and mental health, causing:

* Heart attacks and heart failure
* Stroke
* Kidney disease and kidney failure
¢ |mpaired vision and blindness
+ Foot ulcers and amputations
+ Nerve damage
* Depression
Although these complications often are disabling and

life-threatening, medical and lifestyle interventions
can reduce the risk for complications.
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Figure 2.2. Prevalence of diagnosed diabetes in adults by age, race/ethnicity, and gender in the United States, 2004
American Indians and Alaska Natives have the highest rates of diabetes among all United States racial and ethnic groups.
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Diabetes: Who Suffers? Not only are these diabetes prevalence rates high,
they are also increasing. Figure 2.3 illustrates
the increase in diagnosed diabetes prevalence in
American Indians and Alaska Natives from 1997
(when Congress established the Special Diabetes
Program for Indians) to 2004.

An estimated 20.8 million Americans have
diabetes, representing 7.0% of the population.”
Only two-thirds of those affected have been
diagnosed and are being actively treated.
Although diabetes occurs in people of all ages
and races, some groups have a higher risk than
others for developing diabetes. Diabetes is more
common in American Indians and Alaska Natives,
African Americans, Hispanics and Latinos, and
Asian Americans and Pacific Islanders than in
non-Hispanic whites. Prevalence rates also are
much higher in people over the age of 65 than in
younger people.

Because American Indians and Alaska Natives
have higher rates of diabetes, they also suffer

from higher rates of long-term diabetes-related
complications. Furthermore, American Indians and
Alaska Natives develop these complications sooner
because they develop diabetes earlier in their lives
compared to the general United States population.

Diabetes often forces people to confront the very
real possibility of a premature death. Unfortunately,

in many American Indian and Alaska Native
communities, this possibility is the stark reality.

In fact, American Indians and Alaska Natives die
from diabetes-related causes at a rate more than
three times higher than the general United States
population. Between 1973 and 2000, American
Indian and Alaska Native mortality related to
diabetes rose by a disturbing 64% (Figure 2.4).

American Indians and Alaska Natives bear the
heaviest burden of diabetes in the United States,
suffering from the disease in epidemic proportions.
The current diabetes statistics for American
Indians and Alaska Natives are sobering. As
illustrated in Figure 2.2, American Indians and
Alaska Natives have the highest age-adjusted
rates of diagnosed diabetes, 16.3%, among all
United States racial and ethnic groups. In some
communities, the prevalence rate is as high as 60%.
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Figure 2.3. Prevalence of diagnosed diabetes in
American Indians and Alaska Natives by state,
1997 to 2004

The rates of diagnosed diabetes in American Indians and Alaska
Natives increased in many states in the United States from 1997
t0 2004.
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Figure 2.4. Diabetes mortality rates* for American
Indians and Alaska Natives versus all races in the
United States, 1972 to 2001

American Indians and Alaska Natives have a significantly higher rate of
death related to diabetes compared to all races in the United States.
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Many Opportunities for
Preventing Diabetes and
Its Complications

Although diabetes and its complications can
reduce the quality of life for people with diabetes
and their families, the precursors of diabetes are
reversible conditions (Figure 2.1). Many treatment
and prevention activities can significantly reduce
the threat of debilitating diabetes complications.

The Special Diabetes Program for Indians served
as a call to action for American Indian and Alaska
Native communities to treat and prevent diabetes
and its complications. The Special Diabetes Program
for Indians grant programs have implemented
proven treatment and prevention strategies that
are now commonplace in American Indian and
Alaska Native communities. Some of these
activities include:®

Physical Activity, Nutrition,

and Weight Loss Activities

Physical activity, improved nutrition, and weight
loss help the body respond better to insulin,
helping people avoid developing diabetes. In fact,
the NIH Diabetes Prevention Program showed
that healthy lifestyle changes and weight loss
could prevent or delay the onset of diabetes in
people with pre-diabetes. The study confirmed
that people who lost weight by following a low-fat,
low-calorie diet and who increased physical activity
reduced their risk of developing type 2 diabetes
by 58% following the implementation of these
lifestyle changes. Many study participants
experienced a return to normal blood sugar levels.’
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“When | was 17 and pregnant with my first
child, | was told | might have gestational
diabetes. That was my first introduction to
diabetes. |learned | would be susceptible
to diabetes later in life, so | began to eat
healthier during all of my pregnancies.

| realized how important it is to remain
active and eat healthy—for me and future
generations.”

Doreen Lacy
Yupik Eskimo

Smoking Cessation Programs

Smoking increases a person’s risk for developing
pre-diabetes. Quitting smoking reduces the risk for
developing not only diabetes, but also respiratory
problems, lung cancer, and cardiovascular disease.

Medication Use

Blood sugar control is fundamental to the
management of diabetes, but it is not always
controlled with behaviors and lifestyle factors

alone. Medications play a very important role in
controlling not only blood sugar, but also blood
pressure and lipid levels. Medications also are
important in reducing the risk factors for diabetes-
related complications. Treatment with several
medications is frequently required to achieve blood
sugar, blood pressure, and lipid treatment goals.



Patient Education

Diabetes self-management education involves
providing people who have diabetes with the
information and self-care skills they need to
manage their diabetes, improve their health, and
effectively cope with living with a chronic condition.
Several studies have found that diabetes self-
management education is associated with
improved diabetes knowledge, self-care behavior,
and clinical outcomes. ™

Health care professionals with specialized diabetes
training provide this education, which is an integral
part of diabetes care for all individuals with diabetes
who want to achieve successful health outcomes.
People with newly diagnosed diabetes need
comprehensive self-management education to help
them initiate effective self-care. These individuals
also need ongoing diabetes self-management
education to help them self-manage their diabetes
over the long term.

Providing Quality Diabetes Care

People with diabetes achieve better health
outcomes when they receive care from a group of
health care professionals who work together as a
team, called a “diabetes team.” This team-based
approach ensures that all aspects of a patient’s
health care are integrated and involves the patient
and their family in creating an individualized
diabetes management plan. Other components of
quality diabetes care include the use of diabetes
patient registries by providers to track patients and
their care, flow sheets to plan patient visits, and
special diabetes clinics.

When Marilyn Huggins
(Miccosukee) from Florida
found out she had diabetes,
she was frightened, but didn’t
change her lifestyle until she
became pregnant. To avoid
harming her baby, Marilyn
started taking steps to lower
her blood sugar. Her daughter,
Kendrick Osceola, was born
healthy, and Marilyn has
continued her healthy habits.
She walks almost every day and
has lost 65 pounds in 2 years.

Continued Action Can Prevent
Diabetes and Its Complications

Despite the serious situation facing American
Indian and Alaska Native communities, the Special
Diabetes Program for Indians has built a strong
foundation for continued action against diabetes
and its complications. The exciting and promising
outcomes achieved by the Special Diabetes
Program for Indians grant programs are the result
of implementing prevention strategies that
address each stage of diabetes. Using public health
approaches validated in the scientific literature, the
grant programs are taking every opportunity to help
people reverse the progression to diabetes and its
associated complications. Continuation of these
activities by diabetes treatment and prevention
programs nationwide will improve the quality of life
for American Indians and Alaska Natives and offer
hope for a diabetes-free future.
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THE VALUE OF DIABETES DATA:
BERNADINE TOLBERT, M.D., PH.D.

Dr. Bernadine Tolbert’s commitment to the

value of data may come from her many years of
scientific training. She has four degrees: M.D.,
Ph.D. in Biochemistry, M.S. in Nutrition, and B.S.
in Chemistry. She served as the Area Diabetes
Consultant for the Oklahoma City Area Indian
Health Service (IHS) for 15 years, and is proud of
her reputation to agitate, aggravate, and instigate
for continuous improvement in diabetes care.
“When we talk about demonstrating success, we
MUST have data! That’s why I'm so serious about
quantifying activities,” says Dr. Tolbert.

Dr. Tolbert used the /HS Diabetes Care and Outcomes
Audit (the Audit) to help guide Oklahoma GCity

Area IHS Special Diabetes Program for Indians
grant programs in setting priorities for the use

of Program funds. She traveled throughout the
Area challenging grant programs to demonstrate
outcomes that show the care they are providing is
making a difference in the health status of people
living with diabetes. Dr. Tolbert states, “Process
measures can only take you so far. You've got

to have outcomes, and that’s how you assess
impact.”

With Dr. Tolbert’s assistance in analyzing the
Audit data, grant programs have identified
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priorities for improved care and for allocating
program resources. For example, after Audit data
revealed that the use of certain medications had
the potential to reduce cardiovascular risk factors,
the Cheyenne and Arapaho Tribes used Special
Diabetes Program for Indians funding to purchase
hypoglycemic and lipid-lowering agents not
available in the IHS formulary. As expected, data
from the subset of patients who received the new
medications have proven the drugs’ effectiveness.

The Oklahoma City Area IHS is proud of the Audit
data, which continue to show improvements across
the board, and is confident that the long-term
effect of these improvements will be better
diabetes management and control, as well as
fewer complications. Dr. Tolbert states, “These
improvements can be attributed to the Audit and
the availability of the Special Diabetes Program
for Indians resources that provide not only more
effective medications, but also diabetes educators
to teach self-management and lifestyle change.”



CHAPTER 3

CARING FOR PEOPLE WITH DIABETES:

SUMMARY

Issue

Caring for people with diabetes is
complex, often making it difficult to
manage the disease effectively. Diabetes
care practices that can help health
systems successfully treat people with
diabetes, such as the use of clinical
guidelines, best practices, and diabetes
treatment clinics, are well documented

in the scientific literature. Ensuring that
people with diabetes have access to
these components of quality diabetes
care improves not only clinical outcomes,
but also the health, well-being, and
quality of life of people with diabetes.

Action

The Special Diabetes Program for Indians
has enabled American Indian and Alaska
Native communities to make quality
diabetes care practices commonplace

in their health care facilities. These
practices include:

*

SUCCESSFUL CLINICAL OUTCOMES

Developing and implementing
key elements of diabetes

care, including diabetes teams,
registries, and clinics.

Implementing and disseminating
best practices and clinical
guidelines for diabetes care.
Collecting data via the Indian Health
Service (IHS) Diabetes Care and
Outcomes Audit.

Results from the IHS Diabetes Care and
Outcomes Audit show positive changes

in clinical outcomes in people with

diabetes since the inception of the
Special Diabetes Program for Indians.
These changes include:

L 4

*

Improved blood sugar control.
Slowed progression of diabetes-
related kidney disease.

Reduced risk for cardiovascular
disease.
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“The Special Diabetes Program for Indians has allowed us to compare our services and outcomes
with other health care systems. Our clinical outcomes show that our diabetes care is as good as other
systems, or even better on certain measures. With the resources provided by the Special Diabetes
Program for Indians, we can take into account cultural and psychosocial factors and offer culturally
competent care that usually is not reimbursable.”

Ann Bullock, M.D.

Medical Director

Eastern Band of Cherokee Indians
Health and Medical Division

The elements of quality care for people with
diabetes are well known and documented in the
scientific literature. A gap, however, often exists
between what health systems know and what
health systems do. For nearly 30 years, the Indian
Health Service (IHS) Division of Diabetes Treatment
and Prevention has been working together with the
Indian health system to bridge this gap and provide
quality care for American Indians and Alaska
Natives with diabetes. The Special Diabetes
Program for Indians is building on this foundation
and rapidly spreading health care improvements
throughout American Indian and Alaska Native
communities to address the diabetes epidemic.

Pioneering and Measuring
Improvement

The IHS Division of Diabetes has a long and
distinguished history of serving as a benchmark for
diabetes clinical and public health excellence. This
accomplishment has been achieved in part by
creating and distributing innovative tools to facilitate
high quality health care for American Indians and
Alaska Natives with diabetes. The Special Diabetes
Program for Indians grant programs use these
tools to improve diabetes treatment and prevention
services in the communities that they serve.

Clinical Guidelines

In 1986, the IHS Division of Diabetes developed

the IHS Standards of Care for Diabetes, the first
set of national clinical guidelines for diabetes care
published by any United States organization. Over
the past 20 years, these guidelines have helped
health care professionals provide excellent care to
American Indians and Alaska Natives with diabetes.
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Every 1 to 2 years, the IHS Division of Diabetes
brings together a group of diabetes experts from the
Indian health system to update the guidelines based
on the latest diabetes science.

Best Practices

The IHS Division of Diabetes also works with
diabetes experts from the Indian health system

to develop and disseminate the Indian Health
Diabetes Best Practices documents, which outline
consensus-based approaches for successful
diabetes treatment, prevention, and education. In
response to direction from Congress as part of

the Special Diabetes Program for Indians, the IHS
Division of Diabetes facilitated the development of
the first set of 14 best practice documents in 2001.
These best practice documents cover topics such
as basic diabetes care and education, diabetes
medications, eye care for people with diabetes, and
type 2 diabetes in youth. In 2006, the IHS Division
of Diabetes facilitated the development of four new
best practice documents, as well as the update of
the original 14 best practice documents to include
the latest scientific evidence. All of the best practice
documents are available on the IHS website at:
www.ihs.gov/medicalprograms/diabetes.

Surveillance

Another key tool for facilitating and measuring
improvement is the surveillance system developed
by the IHS Division of Diabetes to assess the
quality of diabetes patient care services within

the Indian health system and to monitor health
outcome trends in people with diabetes over time.
The cornerstone of this surveillance system is the
annual IHS Diabetes Care and Outcomes Audit
(the Audit) that tracks performance on 59 diabetes
care measures each year.



+ The Audit involves collecting and analyzing
data on the care provided to people with
diabetes, as well as the health outcomes
of people with diabetes. Patient care
measures include exams to monitor
diabetes complications and preventive
health services, such as immunizations and
smoking cessation therapy. Health outcomes
include blood sugar, blood pressure, and blood
cholesterol values.

+ Indian health facilities voluntarily participate
in the Audit.

+ The 2006 Audit included a review of 48,524
charts, representing care to 122,885 patients
with diabetes at 297 IHS, Tribal, and Urban
Indian health facilities.

The IHS Division of Diabetes uses data from the
Audit and other data collection tools to obtain
information on the activities and services offered,
as well as the people served, by the Special
Diabetes Program for Indians grant programs.
From analysis of these data, the IHS has seen
important improvements in both the care and
health of American Indians and Alaska Natives
with diabetes since the inception of the Special
Diabetes Program for Indians.

Improving Diabetes Care:
A Strong Foundation

The IHS Division of Diabetes is a leader in developing
and implementing essential elements of quality
diabetes care, such as diabetes teams, clinics,
and registries. The Special Diabetes Program for
Indians provided an opportunity to spread these
essential elements to hundreds of American Indian
and Alaska Native communities.

Figure 3.1. Diabetes teams increased with
implementation of the Special Diabetes Program
for Indians

Why is this important? Diabetes teams that include a
variety of health care professionals improve diabetes care by
providing a multidisciplinary, comprehensive approach.
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2006 (versus 30% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Diabetes Teams

Diabetes is often difficult to treat because successful
treatment is closely related to a person’s lifestyle.
People with diabetes need to actively manage their
disease through healthy eating, physical activity,
monitoring their blood sugar levels, and medication
use. Teams of health care professionals are
necessary to provide the highest quality care to
people with diabetes and ensure that they manage
their diabetes effectively. These diabetes teams
include primary care providers, nurses, dietitians,
diabetes educators, pharmacists, and community
health representatives who work together to plan
patient visits in advance and address patients’
needs and self-management goals.

The scientific literature provides strong evidence
that quality, intensive therapy from a diabetes team
lowers blood sugar levels and prevents or delays
the onset of serious diabetes complications. The
majority of grant programs used Special Diabetes
Program for Indians funds to establish, enhance,
and support diabetes teams to provide quality
diabetes care for American Indians and Alaska
Natives (Figure 3.1).
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Figure 3.2. Diabetes registries increased with
implementation of the Special Diabetes Program
for Indians

Why is this important? Diabetes registries help health care
providers care for people with diabetes by guiding treatment
plans, anticipating problems, and monitoring progress.
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Diabetes Registries

Another element of critical importance to diabetes
care is the diabetes registry. The diabetes registry is
an information system that tracks individual patients,
as well as populations of patients. Registries may
include clinical data, treatment information, and
details of education provided. This information helps
the diabetes team guide the course of treatment,
anticipate problems, and monitor progress. Most

of the Special Diabetes Program for Indians grant
programs have used funds to establish or maintain a
diabetes registry (Figure 3.2).

Diabetes Clinics

A third element of quality diabetes care is the
diabetes clinic. Diabetes clinics provide a
coordinated approach to diabetes care. They help
health professionals better plan and manage the
care of people with diabetes. They also provide an
opportunity for people with diabetes to consult with
members of their diabetes team, obtain various
laboratory tests and results, have their blood
pressure and feet checked, and attend diabetes
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Figure 3.3. Diabetes clinics increased with
implementation of the Special Diabetes Program
for Indians

Why is this important? Diabetes clinics enhance diabetes
care by improving efficiency and convenience for
the patient.
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education sessions on topics such as nutrition and
physical activity. The ability to obtain these services
at a single visit is particularly important for patients
who must travel long distances for their diabetes
care. This is especially true for American Indians
and Alaska Natives, many of whom live in remote,
rural settings far from health care facilities. The
Special Diabetes Program for Indians has enabled
many grant programs to establish or support a
diabetes clinic (Figure 3.3).

Successful Clinical Outcomes:
Pursuing Excellence

The programs and activities implemented with
support from the Special Diabetes Program for
Indians help provide continuous, proactive, and
planned care to American Indians and Alaska
Natives with diabetes. This care ultimately leads to
better health and quality of life. Highlighted below
are key areas of improvement in diabetes clinical
care and outcomes since the inception of the
Special Diabetes Program for Indians.



Figure 3.4. Blood sugar control has improved
(decreased) in American Indians and Alaska Natives
with diabetes

Why is this important? A decrease in A1C levels has been associated
with preventing or delaying the complications of diabetes.
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Improving Blood Sugar Control

What does the scientific research show?
Improved blood sugar levels significantly reduce
the onset and progression of diabetes-related
complications, such as heart disease, stroke,
blindness, lower extremity amputations, and
kidney disease. The A1C test is the current
criterion standard for assessing long-term blood
sugar control. An A1C value of less than 7.0% is
considered to be the goal for good blood sugar
control. Scientific research shows that a one-unit
decrease in A1C (e.g., a decrease from 8.0% to
7.0%) should translate into a 40% decrease in
diabetes complications.

Response: To improve blood sugar control in

American Indians and Alaska Natives with diabetes,

the IHS Division of Diabetes:

+ Modified blood sugar goals in the /HS

Standarads of Care for Diabetes to encourage

providers to be more aggressive in treating
elevated blood sugars.

Seeing is believing! Diabetes is the leading cause
of adult blindness and vision problems often go
undetected until it is too late. The Indian Health
Service/Joslin Vision Network Teleophthalmology
Program’s vision scan technology is enabling
thousands of American Indians and Alaska Natives
to see pictures of the insides of their eyes—and
make the connection between diabetes and eye
disease. According to Program Director Dr. Mark
Horton, “Over 11,000 people have had eye scans
using this technology at 40 sites since 2000.”

+ Supported the development of guidelines,
educational efforts, and conferences for
health care providers to help them teach and
reinforce blood sugar management techniques
to their patients.

* Supported development of posters and
educational materials by the Special Diabetes
Program for Indians grant programs to
increase patients’ knowledge about the
importance of blood sugar control.

Outcome: Blood sugar control among American
Indians and Alaska Natives has steadily improved
for more than a decade (Figure 3.4). The mean

blood sugar level (A1C) decreased 13% from

9.00% in 1996 to 7.85% in 2006, nearing the

goal A1C of less than 7%.

This improvement in blood sugar control will likely
prevent or delay the development of diabetes
complications among American Indians and Alaska
Natives with diabetes. Itis unlikely that this
favorable trend could have been achieved without
the clinical activities supported by the Special
Diabetes Program for Indians.
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Reducing Proteinuria

What does the scientific research show?
Diabetes is the number one cause of kidney
failure in the United States. An early sign of kidney
dysfunction is the presence of small amounts of
protein in the urine, known as microalbuminuria.
As kidney function declines, the amount of protein
in the urine increases to abnormally high levels,

a condition known as proteinuria. Using ACE
inhibitors (a type of blood pressure medication that
reduces protein in the urine and improves blood
pressure control) prevents or slows the progression
from diabetes-related kidney disease to kidney
failure.

Response: To reduce the prevalence of protein in
the urine in American Indians and Alaska Natives
with diabetes, the IHS Division of Diabetes:

+ Supported efforts to encourage
health care providers to use ACE inhibitors
more aggressively whenever appropriate.

* Provided education and written materials to
health care providers promoting ACE inhibitors
as the first choice in treating high blood
pressure in patients with diabetes.

+ Used local and regional patient awareness and
information campaigns to explain how ACE
inhibitors and good blood pressure control can
help many patients protect their kidneys.

Outcome: The prevalence of protein in the
urine decreased 10% from 29% in 1996 to
19% in 2006. ACE inhibitor use in diabetes
patients with microalbuminuria increased 35%
from 42% in 1996 to 77% in 2006 (Figure 3.5).
With support from the Special Diabetes Program
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Figure 3.5. Proteinuria has decreased as AGE inhibitor
use has increased in American Indians and Alaska Natives
with diabetes

Why is this important? Use of ACE inhibitors has been shown to prevent
or slow the progression to kidney failure in people with diabetes.
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for Indians, the Indian health system is achieving
success in protecting kidney function and
preventing or delaying kidney failure in American
Indians and Alaska Natives with diabetes.

Improving Blood Lipids

What does the scientific research show?
Reducing blood lipids (i.e., cholesterol and LDL)
through the use of lipid-lowering medications
significantly reduces the chance of developing
heart attacks and other cardiovascular complications
associated with diabetes, such as stroke and heart
failure. An LDL cholesterol level of 100 mg/dl is
considered to be the primary goal for good lipid
control.



Figure 3.6. Total cholesterol values have improved
(decreased) in American Indians and Alaska Natives with
diabetes

Why is this important? Improvement in elevated blood lipid levels,
including total cholesterol, has been found to reduce cardiovascular
disease, which is the leading cause of death among American Indians and
Alaska Natives.
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Response: To improve blood lipids in American
Indians and Alaska Natives with diabetes, the IHS
Division of Diabetes:

+ Raised awareness about the connection
between diabetes and cardiovascular disease
in American Indian and Alaska Native
communities.

+ Established activities to reinforce annual
blood lipid testing and to encourage providers
to be more aggressive in using lipid-lowering
medications whenever appropriate.

Figure 3.7. LDL cholesterol screening has increased
in American Indians and Alaska Natives with diabetes

Why is this important? Screening individuals for elevated blood
cholesterol levels is the first step to address cardiovascular disease risk
in people with diabetes.
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* Supported national and regional conferences
to update and educate providers and
patients on the importance of blood lipid
control and use of medications to lower the
risk of heart disease when diet alone does
not work.

Outcome: Mean total cholesterol decreased
13% from 204 mg/dl in 1997 to 177 mg/dl in
2004 (Figure 3.6). In addition, the rate of LDL
screening has more than doubled since 1998
(33% in 1998 to 71% in 2006; Figure 3.7).
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Figure 3.8. LDL cholesterol values have improved
(decreased) in American Indians and Alaska Natives with
diabetes

Why is this important? Improvement in elevated blood lipid levels,
including LDL cholesterol, has been found to reduce cardiovascular
disease.
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The mean LDL cholesterol value declined 17%
from 118 mg/dl in 1998 to 98 mg/dl in 2006,
surpassing the goal of less than 100 mg/dI
(Figure 3.8). The Special Diabetes Program for
Indians has supported many activities known to
improve the cardiovascular health of American
Indians and Alaska Natives with diabetes.

Reducing Cardiovascular Disease
Risk With Aspirin

What does the scientific research show?
Regular aspirin use can reduce cardiovascular
events, such as heart attacks and strokes, in
people with diabetes. Certain other medications
offer similar beneficial effects.
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Figure 3.9. Aspirin use has increased in American

Indians and Alaska Natives with diabetes aged 30 and older

Why is this important? Aspirin therapy is used as a primary and

secondary strategy to prevent cardiovascular events.
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Response: To reduce cardiovascular disease

risk in American Indians and Alaska Natives with
diabetes, the IHS Division of Diabetes added long-
term aspirin use (or other appropriate therapy) to
the /HS Standards of Care for Diabetes for patients
with diabetes aged 30 and over.

Outcome: Since 1999, the use of aspirin or other
appropriate therapy has increased each year
(Figure 3.9). Aspirin use in diabetes patients
aged 30 or older increased from 30% in 1999
t0 69% in 2006. As with blood lipid results, this
positive trend will help improve the cardiovascular
health of people with diabetes.



Figure 3.10. Average annual incidence of lower extremity
amputations among American Indian and Alaska Native
diabetes patients in Indian Health Service primary care
settings
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Reducing Lower Extremity Amputations Outcome: A clinical study in the Bemidji

What does the scientific research show? Area IHS showed that the use of foot care
Approximately 75% of lower extremity amputations guidelines decreased amputation rates by
due to diabetes can be prevented through the use 50% (Figure 3.10). Additional vascular surgery
of appropriate diabetes care practices and low-tech outreach services and the use of specialty shoes
strategies, including regular foot exams and tests further reduced the lower extremity amputation
for sensory 10ss. rate by half, resulting in an overall reduction of

75%. With support from the Special Diabetes
Response: The Bemidji Area IHS and the Alaska Program for Indians, facilities in the Indian health
Area IHS Special Diabetes Program for Indians system are implementing foot care interventions
grant programs have served as leaders in developing that, when introduced system-wide, have the
and distributing diabetes foot care practice potential to cut the risk for lower extremity
guidelines for the Indian health system. amputations significantly.
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“American Indians and Alaska Natives have
lower-extremity amputation rates 2—3
times higher than other groups. Studies
in Alaska and northern Minnesota show
that prevention efforts, such as focusing

on high-risk individuals for self-care foot
education, provision of protective footwear,
and routine podiatry care, resulted in
20-25% reductions in amputation rates.
When these efforts were augmented with
system changes, such as team coordination,
patient-tracking systems, comprehensive
foot care practice guidelines, flow sheets,
and outreach programs, amputation rates
reduced 50-75%."

Steve Rith-Najarian, M.D.
Area Diabetes Consultant
Bemidiji Area Indian Health Service
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Moving Forward: Building on
Successes and Strengths

Over the course of its first 10 years, the Special
Diabetes Program for Indians has supported
implementation of proven and successful strategies
to address the diabetes epidemic and seen important
improvements in the care and health of people
with diabetes. The Indian health system will build
upon these successes by continuing to:

* Provide excellent diabetes care to American
Indians and Alaska Natives using proven
practices.

+ Collect data to monitor diabetes care patterns
and outcomes.

+ Update best practice documents and clinical
guidelines for diabetes based on the latest
diabetes science, and disseminate and
facilitate the use of these tools throughout
the Indian health system.

+ |mprove outcome measurements and
evaluation of current and newly designed
interventions.

+ Consider additional clinical activities and data
collection efforts to address areas of concern
related to diabetes, such as obesity in adults
and youth.

+ Encourage and promote activities that help
people manage their diabetes effectively.



Through these activities, the Indian health
system will continue to close the gap between
best practices and common practices in quality
diabetes care. To help achieve this goal, the

IHS Division of Diabetes will facilitate the rapid
dissemination of these promising practices to
American Indian and Alaska Native communities.

As the improvements in clinical treatments and
outcomes presented in this chapter demonstrate,
the IHS and the Special Diabetes Program for
Indians have helped establish a strong foundation
toward a healthier future for American Indians
and Alaska Natives with diabetes. Although the
observed changes are encouraging, the continued
growth of the diabetes epidemic and increasing
prevalence of other chronic conditions still
require ongoing intervention. Through effective
resource allocation, access to new medications
and technology, program accountability, and
strong partnerships, the Indian health system will
continue to spread quality diabetes treatment
and prevention practices to American Indian and
Alaska Native communities throughout the United
States.

“The Special Diabetes Program for Indians
funding has made all of the difference in
the world to American Indian Tribes in the
United States, and more specifically, to the
Chickasaw Nation. Before the funding
allocated by Congress for the Special
Diabetes Program for Indians, the Chickasaw
Nation Health System allocated one part-
time employee for diabetes care. We now
support 16 full-time employees devoted to
diabetes.”

Judy Goforth Parker
Tribal Leader
Chickasaw Nation of Oklahoma
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ALVIN WINDY BOY:
TOUGH DECISIONS ON THE
ROCKY BOY RESERVATION

As former Chairman of the Chippewa-Cree Tribe
of the Rocky Boy Reservation near Box Elder,
Montana, | have seen some difficult decisions that
have to be made for diabetes and for health care.
When we first got the Special Diabetes Program
for Indians funding, we were really excited about
it. But then, sitting down and looking at the figures
forced us to realize that we had to make some
hard choices.

Some of my advisors wanted me to put the money
into treatment for the people who already have
diabetes. They said we should buy the latest
equipment and the newest diabetes medications,
and take the very best care of those with the disease.
But others thought we should put the money into
the future; that is, they wanted the funds to go into
prevention services, especially for the children, our
future generations.

In an ideal world, we would be able to afford
both: the best treatment for people with diabetes,
especially our elders, and the best prevention
services for those not afflicted with the disease.
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The funding from the Special Diabetes Program
for Indians was very necessary and very much
appreciated, but it wasn’t enough to allow us to do
both. So we have taken our funds and put a little
into best practices for diabetes treatment, and put
the bulk of the funds into prevention. That is why
it's so important for us to have the /HS Standards
of Care for Diabetes and Indian Health Diabetes
Best Practices, so we know the best ways to invest
our dollars.

Sometimes, it's hard for me to see our elders go
without, when the need is so great and these good
people deserve the best care. But they are usually
the loudest voices telling me, “Put those dollars
into the future and save our children and grand-
children from this disease.” So that’s what we do.
And we pray for the day when there are enough
funds to provide ideal diabetes care for our people
with the disease AND to prevent the disease in our
future generations.

Alvin Windy Boy
Chippewa-Cree



CHAPTER 4
THE ECONOMIC IMPACT OF THE
SPECIAL DIABETES PROGRAM FOR INDIANS

SUMMARY

Issue

Diabetes is a chronic condition that affects
many organ systems throughout the

body (e.g., eyes, kidneys, nerves, heart,
and brain). Although effective prevention
strategies and treatments are increasingly
available, implementing such interventions
can be very costly. Thus, society has a
great interest in ensuring that diabetes
interventions are not only widely available
and appropriately implemented, but also
implemented in a manner that uses scarce
health care resources wisely. In short, it is
important that diabetes interventions are
cost-effective.

Action

Numerous academic studies have
examined the cost of diabetes and have
shed light on the cost-effectiveness of
various diabetes treatment and prevention
strategies. Using economic studies from

other health systems and populations as
comparative benchmarks, the strategies
implemented in the Special Diabetes
Program for Indians represent economically
favorable interventions. The Indian Health
Service estimates that the Special Diabetes
Program for Indians has implemented
activities that are cost-effective and save
money in the following areas:

¢ Diabetes prevention

¢ Blood sugar and cholesterol
control interventions

¢ Blood pressure interventions

In addition, by targeting treatment and
prevention programs to younger
populations, the Special Diabetes
Program for Indians has implemented
interventions that are likely to be in the
most favorable range of cost-effectiveness.
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Diabetes confers serious and often devastating
effects on the health of individuals, families, and
communities, and it extracts a high cost on our
nation’s economy. Although programs like the
Special Diabetes Program for Indians represent

a substantial financial investment in the health

of Americans, they are likely to reap substantial
economic gains and reduce the burden of diabetes
for all of society.

How Much Does Diabetes Cost
the United States?

Health care spending for people with diabetes is
more than twice the spending for people without
diabetes. A conservative estimate suggests that
in 2002 diabetes cost the United States economy
an additional $92 billion in direct health care costs
and an additional $40 billion in lost productivity
resulting from lost workdays, permanent disability,
and premature death. Given current projections,
the direct health care costs of diabetes alone will
increase by 50% to $192 billion by 2020. The
communities most affected by diabetes—including
American Indian and Alaska Native commu-
nities—will bear a disproportionate share of this
cost.

Poorly controlled diabetes not only results in

worse clinical outcomes, but also costs more. For
example, medical care costs increase as A1C
increases. (A1Cis a measure of long-term blood
sugar control; the goal for most people with diabetes
isan A1C below 7%.) Every successive 1%
increase in A1C over 6% results in cumulative cost
increases of approximately 4, 10, 20, and 30%.?

Fortunately, evidence is mounting that the financial
burden of diabetes can be reduced. Promising
strategies to reduce costs include:®
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Figure 4.1. Poor blood sugar control is associated with

increased cost of medical care
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+ |mplementing primary prevention measures
for those who are at high risk of developing
diabetes.

* Reducing risk factors for diabetes in the
population as a whole.

+ Increasing the effectiveness of treatment
and surveillance for those who already have
diabetes.

Many Diabetes Interventions
Are Cost-Effective and Some
Interventions Can Actually
Save Money

Numerous analyses have demonstrated the cost-
effectiveness of delaying or preventing diabetes
and its complications. The following section
summarizes findings from a recent Centers for
Disease Control and Prevention (CDC) review of
research on the cost-effectiveness of diabetes
prevention programs, including the findings from
the CDC Diabetes Cost-Effectiveness Study Group
(see Table 4.1).4

It Pays to Prevent Diabetes:

Primary Prevention

The Diabetes Prevention Program, a multi-center
clinical trial sponsored by the National Institutes

10




of Health (NIH), examined whether either diet and the three years of the study, the lifestyle intervention

exercise (i.e., lifestyle intervention) or the diabetes sharply reduced the chances that a person with
drug metformin could prevent or delay the onset of pre-diabetes would develop diabetes. Metformin
type 2 diabetes in people with pre-diabetes. Over also reduced risk, although less dramatically.

Table 4.1. Cost-Effectiveness of Selected Interventions for Diabetes Treatment and Prevention

] ' Cost per QALY* or

Preventing Diabetes (Primary Prevention)

Lifestyle intervention Pre-diabetes $34,6001

Metformin therapy Pre-diabetes $109,600

Preventing Diabetes Complications (Secondary Prevention)

One-time, opportunistic screening for undiag-

nosed diabetes General population $73,500

Controlling Diabetes Complications (Tertiary Prevention)

Screening for diabetes-related eye disease Type 1 diabetes $5500°
(retinopathy)

Type 2 diabetes $3,400t

Preventing diabetes-related kidney disease
(nephropathy): Screening for protein in the urine | Type 1 diabetes $47,4001
(microalbuminuria)

Preventing diabetes-related kidney disease:

i t
Treating all patients with ACE inhibitors Type 2 diabetes $8,800

Type 1 or type 2 diabetes,
with various risks of amputation

Newly diagnosed type 2 diabetes | $35,3001

Foot care programs Cost savings up to $7,100°

Intensive blood sugar control

Type 1 diabetes $27,100t
Intensive blood pressure control Newly diagnosed type 2 diabetes | —$2,400°
Cholesterol control Newly diagnosed type 2 diabetes | $63,200
Smoking cessation Newly diagnosed type 2 diabetes | $12,500°
Diabetes self-management Type 1 or type 2 diabetes $21in reduced hospital

costs for every $1 invested

Adapted from Zhang et al., Ann Internal Medicine. 2004; 104; 972-977.
* QALY = Quality-adjusted life year, a measure of the benefit of a medical intervention.
tInterventions with cost-effectiveness values of approximately or less than $50,000 per QALY are considered economically favorable.
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The Cheyenne and Arapaho Tribes Diabetes Wellness Program in Oklahoma had plans to create a
dialysis center, but a second look at their data indicated fewer patients needed dialysis. Instead,
they decided to support community fitness activities. “If we make this investment in diabetes
prevention now, we'll save money later on and have a greater impact on the health of future
generations,” says Chris Tallbear, Project Director.

In this study, the lifestyle intervention was cost-
effective under a wide variety of possible models
of intervention. Modeling studies showed that
improving the efficiency of the lifestyle intervention
by offering it in group settings would improve cost-
effectiveness even more. Furthermore, the modeling
studies showed that interventions targeted at
younger people at risk (between the ages of 25
and 45 years) would actually save money relative
to no interventions.

Preventing Diabetes Complications Is
Cost Effective: Secondary Prevention
The CDC Diabetes Cost-Effectiveness Study
Group examined the lifetime benefits and costs of
one-time, clinic-based, opportunistic screening
and early treatment of diabetes with diagnosis and
treatment.® Opportunistic screening differs from
current clinical practice in that it screens people
for diabetes when they visit the health care clinic
for routine medical care. The study group found
that opportunistic screening and early treatment
reduces the lifetime occurrence of kidney failure
by 26%, blindness by 35%, and lower-extremity
amputation by 22%.

The study group also found that opportunistic
diabetes screening programs diagnosed the
disease an average of 5.5 years earlier than
diagnoses made in regular clinical practice
settings. Furthermore, the study group concluded
that opportunistic screening programs have a
greater benefit and are more cost-effective for
younger people and minority populations than
for the general population.

Controlling Diabetes Complications Is
Cost-Effective: Tertiary Prevention

The highest costs associated with diabetes are
related to treating and managing its complications,
such as eye disease, foot disease, kidney disease,
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and cardiovascular disease. The scientific
literature has long demonstrated that aggressive
monitoring for and early treatment of diabetes
complications reduces their incidence and severity.
Programs that effectively reduce and manage
diabetes complications do, in fact, reduce costs
associated with diabetes complications.

Eye Disease

Annual screening for and subsequent treatment
of diabetes-related eye disease (diabetes-related
retinopathy) decrease costs and improve health
outcomes (when reduced government payments
for disability and rehabilitation are included in cost
analyses).

Foot Disease and Amputations

Several interventions are effective in preventing
foot infections, ulcers, and amputations. These
interventions include educating patients and health
care providers on foot care, providing patients with
appropriate footwear, and ensuring patient access
to diabetes clinics.

According to one study, the potential program
savings of these strategies is significant. The
highest economic benefit was associated with
educational interventions.

Kidney Disease

Screening for early kidney disease, followed by
appropriate treatment, can slow the progression of
the disease and prevent or delay end-stage kidney
disease. Among people with type 1 diabetes,
screening for protein in the urine and treating
people who test positive (with a drug called an ACE
inhibitor) is cost-effective. A variety of strategies
ranging from screening to universal treatment also
are thought to be cost-effective for kidney disease
in people with type 2 diabetes.



Intensive Blood Sugar Control

The Diabetes Control and Complications Trial
Research Group, sponsored by the National Institute
of Diabetes and Digestive and Kidney Diseases,
found intensive blood sugar control therapy for
people with type 1 diabetes to be a cost-effective
intervention. Other studies used a computer
simulation model to demonstrate the cost-
effectiveness of intensive blood sugar control
therapy in people with newly diagnosed type 2
diabetes as compared with conventional care.

In these analyses, intensive blood sugar control
therapy was particularly cost-effective when
applied to younger people with diabetes.

Cardiovascular Disease Treatment
and Risk Reduction
Several interventions can reduce the risk of

cardiovascular disease among people with diabetes.

These interventions include medication for controlling
blood pressure and cholesterol values, aspirin,
and behavioral interventions such as diet, physical
activity, and smoking cessation programs.

The CDC Diabetes Cost-Effectiveness Study Group
used a simulation model to evaluate the cost-
effectiveness of intensive blood pressure control,
total cholesterol level control, and smoking cessation
over the lifetime of a person with newly diagnosed
diabetes. The study found that intensive blood
pressure control would reduce costs and improve

health outcomes, making it a cost-saving intervention.

The study group also determined that smoking
cessation and cholesterol-lowering interventions
would be cost-effective.

Diabetes Self-Management

Diabetes self-management is a cornerstone of
effective diabetes care and is related to improved
diabetes outcomes. It involves teaching people
who have diabetes about the skills and resources

they need to make the best decisions about their
daily diabetes management. For each dollar
invested in a diabetes self-management program,
the median reduction in hospital costs is two
dollars. This result likely underestimates the true
benefit of such programs because it does not
take into account quality of life and reduction in
long-term health care costs.

Special Diabetes
Program for Indians:
Reaping Economic Benefits

Data gathered from the Special Diabetes Program
for Indians demonstrate that the grant programs
have directed funds at effective interventions and
toward ideal target groups from an economic
perspective.

Of the annual $150 million in Special Diabetes
Program for Indians funding, an estimated
$108.9 million went to the non-competitive
Community-Directed Diabetes Programs, and $7.5
million went to Urban Indian health programs. Of
these programs, 83% delivered primary prevention
interventions, 66% delivered secondary prevention
interventions, and 33% delivered tertiary prevention
interventions (each program could deliver more
than one type of prevention activity). Using these
proportions, the Indian Health Service (IHS) Division
of Diabetes Treatment and Prevention estimates
that approximately $47.8 million in annual Special
Diabetes Program for Indians funding goes toward
primary prevention, $38 million goes toward
secondary prevention, and $19 million goes toward
tertiary prevention. The IHS Division of Diabetes
used these estimates as the basis for subsequent
analyses described below.
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Preventing Diabetes:

Primary Prevention

The largest investment of the Special Diabetes
Program for Indians has been directed toward
preventing diabetes in people who do not have the
disease. These activities have the greatest potential
to lower the lifetime costs and burden of diabetes.
The Special Diabetes Program for Indians filled an
important gap in many American Indian and Alaska
Native communities as the majority of the Special
Diabetes Program for Indians diabetes prevention
activities represent completely new services for
the communities. The growth in the population of
people with diabetes would likely have been larger
had these efforts not been initiated.

The Special Diabetes Program for Indians grant
programs had identified the importance of preventing
diabetes even before the final results of the NIH
Diabetes Prevention Program were released.
The grant programs had already initiated similar
interventions. Many of these interventions were
held in community and group settings, used
lifestyle changes as the key intervention, and
focused on young adults, who represent 36% of
the American Indian and Alaska Native population
and are most at risk for diabetes.

As described earlier, economic analyses of the NIH
Diabetes Prevention Program have shown that
these prevention strategies and selected target
groups are the most cost-effective. As shown in
the academic research, even if the effectiveness of
these strategies and targets is reduced by as much
as 50%, the interventions found effective in the
NIH Diabetes Prevention Program continue to save
money. Therefore, the IHS Division of Diabetes
estimates that the $47.8 million in Special Diabetes
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Program for Indians funds that were directed
at primary prevention efforts each year will
result in a net cost savings in future health care
for American Indians and Alaska Natives.

Detecting and Treating Diabetes
Complications: Secondary and
Tertiary Prevention

The Special Diabetes Program for Indians grant
programs developed and implemented screening
and treatment activities for diabetes complications
in many diverse settings. An estimated $57 million
per year has been invested in these secondary and
tertiary activities.

Data from the IHS Diabetes Care and Outcomes
Audit provide evidence of the Special Diabetes
Program for Indians grant programs’ success

in implementing cost-effective and cost-saving
screening and treatment activities for diabetes
complications. Since the Special Diabetes Program
for Indians began in 1998, grant program activities
have contributed to:®

+ |mproving blood sugar control with population
mean A1C levels decreasing from 9.00% in
1996 to 7.85% in 2006.

+ Increasing the number of people with diabetes
screened for diabetes-related kidney disease.

* Increasing the number of people with diabetes
who are screened for diabetes-related eye
and foot disease.

+ Decreasing population mean LDL cholesterol
from 118 mg/dl in 1998 to 98 mg/dl in 2006.

+ Decreasing population mean cholesterol from
205 mg/dl in 1998 to 177 mg/dl in 2006.



As noted earlier, the CDC Diabetes Cost-Effectiveness
Study Group has estimated the cost-effectiveness
of controlling blood sugar, cholesterol levels, and
blood pressure in patients with diabetes.” The
Special Diabetes Program for Indians has
demonstrated similar clinical improvements

to those used in the CDC’s cost-effectiveness
models. Using these findings, the IHS Division of
Diabetes estimates:

+ The blood sugar and cholesterol interven-
tions implemented through the Special
Diabetes Program for Indians are likely to be
cost-effective.

* The Special Diabetes Program for Indians
blood pressure interventions are likely to
be cost-saving.

+ Because the American Indian and Alaska
Native population with diabetes is younger
than the general United States population
with diabetes, the Special Diabetes Program
for Indians interventions are likely to be
in the most favorable of the range of
cost-effectiveness.

Data from the /HS Diabetes Care and Outcomes
Auditalso demonstrate the Indian health system’s
ability to maintain the current level of services

to the growing number of American Indians and
Alaska Natives who have diabetes. As the diabetes
population has grown, the /HS Diabetes Care and
Outcomes Audit documents tens of thousands of
additional examinations compared to time periods
prior to the Special Diabetes Program for Indians.
Still, continued improvements in efficiencies and
productivity will be needed to increase the proportion
of American Indians and Alaska Natives with
diabetes who receive these services.

“One of the well-known characteristics of
the diabetes epidemic in American Indian
and Alaska Native communities is that the
disease is much more prevalent among
people who are on average 10 to 20 years
younger than those in other communities,
and who often are in the prime of their family-
raising and working lives. Fortunately,
effective interventions are available, and
essentially all of the cost-effectiveness
analyses find the greatest cost savings
occur when such interventions are applied
to younger individuals.

“That is why investing in diabetes prevention
and care for American Indian and Alaska
Native people not only provides needed
services to a population in the prime of
their lives, but also makes good economic
sense.”

Charlton Wilson, M.D.
Associate Director

Phoenix Indian Medical Center
Centers of Excellence
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“We in Indian Country are truly the ‘canaries
in the coal mine’ for the rest of the country.
We have had a tremendous rise in the
numbers of people developing diabetes,
and then we saw children and youth
getting diabetes. Now we’re faced with
the coming tidal wave of people who got
their diabetes at younger ages and who

are getting, not one, but multiple complica-
tions. We now have many patients who will
have cost the health care system a million
dollars before they die of this disease.”

“How will our systems pay for this care?
How much can excellent clinical care
prevent and reduce this burden? No one
has had to answer these questions on such
a large scale before—but we cannot afford
not to answer them well, and the Special
Diabetes Program for Indians helps give

us that chance.”

Ann Bullock, M.D.

Medical Director

Eastern Band of Cherokee Indians
Health and Medical Division
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Moving Forward:
A Plan to Exceed Past
Performance

Inits 10 years, the Special Diabetes Program

for Indians has contributed significant resources
for treating and preventing diabetes in American
Indians and Alaska Natives. The Special Diabetes
Program for Indians grant programs have led
efforts to identify and implement effective
strategies for quality health care, such as
diabetes prevention, early detection of diabetes
and its complications, improved delivery of care,
and better self-management. These elements
not only improve quality of life, but also represent
an effective utilization of health care system
resources and in many instances have likely
resulted in cost savings.

The Special Diabetes Program for Indians plans to
contribute to the knowledge of how investments
in quality diabetes treatment and prevention affect



economic costs associated with this disease. For
example, the new Special Diabetes Program for
Indians Demonstration Projects (described in
Chapter 10) are likely to offer economically
favorable outcomes in American Indian and Alaska
Native communities. The IHS Division of Diabetes
has formed a defined economic analysis team to
investigate the direct costs of the Demonstration
Project interventions and explore additional ways
to assess the economics of diabetes treatment and
prevention in the Indian health system.

This knowledge will not only guide the Indian
health system’s future efforts to treat and prevent
diabetes and other chronic conditions, but also
help policy makers, health care systems, and
health care providers make informed decisions
about diabetes and chronic care management.

“Despite the remarkable benefits reported
from the use of new diabetes medications
and the potential for significant long-term
cost savings, the initial high costs associated
with stocking and dispensing these drugs
prohibit their widespread use in Indian
health system facilities. The Special
Diabetes Program for Indians funding has
allowed some communities to purchase
these medications—so people with diabetes
benefit now and in the future with better
health.”

Chris Lamer, Pharm.D.
Clinical Applications Coordinator
Cherokee Indian Hospital
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SUMMERCISE PROGRAM:
THE DIFFERENCE ONE
PERSON CAN MAKE

Nome is a community of 3,500 people along the
Bering Sea in Northwest Alaska. A remote town
that can be reached only by boat, plane, or dog
sled, more than half of Nome’s population is Alaska
Native, predominantly members of one of several
Eskimo groups living in the region.

Angie Gorn, a registered dietitian with Nome’s
Norton Sound Health Corporation, was inspired to
develop a physical activity and nutrition program
for youth. She had been working with a 7-year-old
boy who weighed 140 pounds. Angie noticed

that this little boy’s situation was not unusual, and
decided it was time to take action to improve the
health of Nome’s children.

In 2000, Angie used funds from the Norton Sound
Health Corporation’s Special Diabetes Program
for Indians grant to start the Summercise Program.
“| wanted to develop a program to teach kids
healthy behaviors that would become a part of
their lives, not just something they did during the
summer,” Angie recalls.

Summercise’s goals are to increase children’s
physical activity, help them lose weight, and
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encourage them to eat healthy foods. The program
uses activities such as kayaking, hiking, berry
picking, and sports to teach kids about physical
activity and nutrition. Even during the winter,
Summercise continues to reach and empower
youth through health fairs, school presentations,
community events, and winter sports.

More than 400 Nome kids over the age of 5 have
participated in Summercise. Program results
speak for themselves. Parents report that their
kids are more active, excited about physical
activity, losing weight, and eating more healthy
foods.

Word has spread quickly about the success of
Summercise. The Institute of Medicine featured the
program in its report, titled Progress in Preventing
Childhood Obesity: How Do We Measure

Up? Summercise received the 2002 Alaska
Community Award of Excellence and the 2001
Award for Excellence in Community Nutrition from
the Dannon Institute. More and more Special
Diabetes Program for Indians grant programs are
building on Angie’s model to improve the health of
American Indian and Alaska Native youth.



SUMMARY

Issue

Once non-existent, childhood type 2
diabetes now occurs among American
Indian and Alaska Native children at a
higher rate than among children of other
ethnicities. Although obesity is known to
play a major role in the early development
of diabetes, only limited evidence is
currently available on the best approaches
for treating and preventing both
childhood diabetes and obesity.

Action

Since its inception, the Special Diabetes
Program for Indians has addressed the
threat of childhood obesity and diabetes,
acting on the best available evidence to
respond to this public health crisis. As a
result, the Special Diabetes Program for
Indians grant programs have employed a
broad-based public health approach to
implement interventions that promote
healthy behaviors such as regular, vigorous
physical activity and a healthy diet for
American Indian and Alaska Native
children, families, and communities.

CHAPTER 5
YOUTH: ACTION TODAY FOR
A HEALTHY TOMORROW

Type 2 diabetes was once considered a disease
of adults. Itis now understood that the disease
does not discriminate, affecting people across the
entire life span. Unfortunately, American Indian
and Alaska Native youth appear to be leading the
national trend in the emerging public health crisis
of type 2 diabetes in youth. The Special Diabetes
Program for Indians grant programs recognized
this concern early on and continue to support
comprehensive interventions for childhood obesity
and diabetes prevention in their communities.

Type 2 Diabetes and
Obesity Are Increasing in
Youth at Alarming Rates

Although the number of American Indian and
Alaska Native youth with type 2 diabetes is still
relatively low, the prevalence of this disease
among youth is growing at an alarming rate.

One of the largest increases in diagnosed type 2
diabetes prevalence is among American Indian and
Alaska Native adolescents aged 15—19 years—an
increase of 68% from 1994 to 2004 (Figure 5.1 on
the following page).’
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Figure 5.1. Prevalence of diagnosed type 2 diabetes
by age in American Indians and Alaska Natives younger than
the age of 35, 1994 to 2004

Why is this important? American Indian and Alaska Native children and
youth have experienced an alarming increase in the prevalence of diagnosed
type 2 diabetes.
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The growing rates of childhood obesity—not only
in American Indians and Alaska Natives, but also
in the general United States population—point

to a public health crisis. In the past 25 years,

the prevalence of obesity among children in the
United States has been increasing steadily. Since
the 1970s, childhood obesity has more than
doubled for preschool children aged 2—5 years,
and tripled among children aged 6—11 years. In
1999 through 2000, the prevalence of obesity was
10.4% among all children aged 2—5 years.?

Although these national trends are troubling,

the rates of obesity among American Indian and
Alaska Native children exceed even these high
national averages. American Indian and Alaska
Native children aged 2—5 years experience rates

of obesity between 12 and 39%.® A recent study
by the Aberdeen Area Indian Health Service (HS)
found that at the age of 5, 47% of boys and 41%
of girls were overweight, and 24% of children
were obese.*

These high rates persist into later childhood.
Among American Indian and Alaska Native children
aged 5-18 years from nine IHS Areas in 1990, the
rate of overweight was 39% versus 15% for all
United States races combined.® Moreover, a 1997
study of schoolchildren in seven American Indian
communities found that 28.6% of the children
aged 6-11 years were obese.®

Children who are obese have a very high risk of
developing type 2 diabetes. For children bornin
the United States in 2000, the lifetime risk of being
diagnosed with type 2 diabetes at some point in
their lives is 30% for boys and 40% for girls, if
obesity rates stabilize. The lifetime risk of developing
type 2 diabetes is even higher among some ethnic
and minority groups.” According to IHS clinicians,
almost 50% of the children and adolescents in
some American Indian and Alaska Native commu-
nities are overweight. For these communities, the
potential health crisis of diabetes is a significant
threat to the well-being of future generations.

Because youth with type 2 diabetes develop the
disease at such an early age, they will experience
more years of disease burden and a higher
probability of developing serious type 2 diabetes-
related complications. These complications will
threaten life expectancy, reduce quality of life, and
lower productivity during the prime years of their
lives.

iThis Report uses the term “obesity” to refer to children and youth who have a body mass index (BMI) equal to or greater than the
95th percentile of the Centers for Disease Control and Prevention (CDC) age- and gender-specific BMI charts. This Report uses the
term “overweight” to refer to children and youth who have a BMI equal to or greater than the 85th percentile of the CDC BMI charts.
Please see the glossary for definitions of body mass index, healthy weight, and obesity.
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After just 3 days at the Hualapai Tribe’s
diabetes prevention camp in Arizona near
the Grand Canyon, children are amazed

to see how much their blood sugar levels
have dropped. Youth between the ages of
8 and 13 learn healthy eating and physical
activity habits and team-building skills.
Camp ends with a memorable rafting trip
down the Colorado River, exploring historic
Hualapai village sites, and cooling off in the
spectacular waterfalls.

Special Diabetes Program
for Indians: Acting Now for
Future Generations

The Special Diabetes Program for Indians has
made it possible for American Indian and Alaska
Native communities to develop and implement
type 2 diabetes primary prevention programs for
children and youth—a compelling priority for the
future of American Indian and Alaska Native
communities (Figure 5.2). These promising
programs are designed to promote healthy lifestyle
habits in children and youth to reduce their risk
of developing type 2 diabetes and other chronic
conditions.®

Figure 5.2. Diabetes prevention programs
for youth increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Primary prevention programs for
youth are an urgent priority for American Indian and Alaska
Native communities to promote healthy lifestyle habits and

reduce the risk of developing type 2 diabetes.
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After receiving Special Diabetes Program for Indians funds,
82% of grant programs reported having diabetes prevention
programs for youth in 2006 (versus 6% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

The Special Diabetes Program for Indians grant
programs use recommended public health strat-
egies to prevent childhood obesity.? One important
strategy is breastfeeding promotion. Breastfeeding
plays a particularly important role in preventing
both obesity and type 2 diabetes.® Exclusive
breastfeeding for the first 2 months of life has
been associated with a 40% reduction in type 2
diabetes among Pima Indians.™ Furthermore,
the Phoenix Indian Medical Center found that
American Indian and Alaska Native children who
were breastfed exclusively for the first 6 months
of life experienced an overweight and obesity rate
of 23% at the ages of 3 and 4 years, as compared
with an overweight and obesity rate of 64% in
children who were formula-fed exclusively.'
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Figure 5.3. Physical activity programs for
school-age youth increased with implementation
of the Special Diabetes Program for Indians

Why is this important? Children and youth who are more
physically active are at lower risk of developing diabetes and
other chronic conditions.
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After receiving Special Diabetes Program for Indians funds, 69%
of grant programs reported having activities for school-age
youth to encourage moderate to vigorous physical activity
on most days in 2006 (versus 9% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Addressing the Multiple

Pathways to Obesity

Other important obesity prevention strategies
include encouraging children and youth to increase
physical activity (Figure 5.3), limit television viewing
(Figure 5.4), increase fruit and vegetable intake
(Figure 5.5), control portion sizes, and limit soft
drink consumption. The Special Diabetes Program
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Figure 5.4. Policies to limit television viewing
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Television viewing contributes to
obesity among children and youth. Decreasing television
viewing time could help prevent obesity and prevent or delay
type 2 diabetes and other chronic conditions.
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Atter receiving Special Diabetes Program for Indians funds,
35% of grant programs reported having guidelines, policies,
or campaigns to limit television viewing for children
and youth in 2006 (versus 2% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

for Indians grant programs have implemented
activities to help young children develop physical
activity and healthy eating habits. These strategies
address the multiple pathways that contribute to
the development of obesity and subsequent type

2 diabetes, and as a result, are likely to have the
greatest impact in preventing type 2 diabetes in
youth.



Figure 5.5. Nutrition services for children
and youth increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Providing nutrition education and
services to children and youth is important for promoting
healthy eating to help prevent type 2 diabetes and its
complications.
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Atter receiving Special Diabetes Program for Indians funds,
94% of grant programs reported offering nutrition services
for children and youth in 2006 (versus 29% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Creating Healthy Environments

To ensure success, the Special Diabetes Program
for Indians grant programs have worked closely with
school and community partners to establish policy
and environmental changes that support physical
activity and healthy eating strategies (Figure 5.6).
For example, grant programs have successfully
changed school vending machine and wellness
policies (Figures 5.7 and 5.8 on following pages),
increased the availability of school and community

Figure 5.6. Collaboration with local school
systems increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Partnerships with local schools
strengthen the public health infrastructure to address type 2
diabetes in American Indian and Alaska Native youth.
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Atter receiving Special Diabetes Program for Indians funds,
73% of grant programs reported working with local school
systems in 2006 (versus 22% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

physical activity opportunities (Figures 5.9 and
5.10 on following pages), increased access to
fitness facilities for children and youth, and built or
improved local playgrounds (Figures 5.11 and 5.12
on following pages). These programs have created
a supportive environment for children and youth to
exercise and eat more healthfully, helping to lower
their risk for developing diabetes now and in the
future.
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Figure 5.7. School-based healthy eating
programs increased with implementation of the
Special Diabetes Program for Indians

Why is this important? School-based interventions have
considerable potential to influence healthy eating choices in
American Indian and Alaska Native children and youth since
they spend a significant amount of time each day in school.
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After receiving Special Diabetes Program for Indians funds,
62% of grant programs reported having school-based
healthy eating programs in 2006 (versus 11% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Figure 5.9. School-based physical activity
programs increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Physical activity is important to help
prevent or delay the onset of diabetes. The United States
Surgeon General and other organizations recommend 60
minutes of moderate to vigorous physical activity every day for
children and youth to maintain a healthy lifestyle.
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After receiving Special Diabetes Program for Indians funds, 59%
of grant programs reported having school-based physical
activity programs in 2006 (versus 22% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006
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Figure 5.8. School-based nutrition services
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Policies addressing school-based
nutrition services can ensure that foods available at schools
meet current nutritional guidelines and help students avoid the
unhealthy foods and beverages that are often sold in schools.
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Atter receiving Special Diabetes Program for Indians funds,
59% of grant programs reported offering school-based
nutrition services in 2006 (versus 10% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Figure 5.10. Community-based physical
activity programs for children and youth
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Community-based programs
provide additional opportunities for youth to be active beyond
the school setting.
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After receiving Special Diabetes Program for Indians funds, 82%
of grant programs reported having community-based physical
activity programs in 2006 (versus 13% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006



Figure 5.11. Safe environments for physical
activity increased with implementation of the
Special Diabetes Program for Indians

Why is this important? The opportunity to be physically
active on a regular basis in a safe environment is likely to
increase the chance that children and youth will adopt a more
physically active lifestyle.
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After receiving Special Diabetes Program for Indians funds, 67%
of grant programs reported that they were able to provide safe
environments for physical activity in 2006 (versus 15%
before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Figure 5.13. Weight management programs
for children and youth increased with implemen-
tation of the Special Diabetes Program for Indians

Why is this important? Management of obesity among
children and youth is essential to reducing obesity-related
conditions, including type 2 diabetes.
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After receiving Special Diabetes Program for Indians funds, 72%
of grant programs reported having weight management
programs for children and youth in 2006 (versus 8%
before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Figure 5.12. Activities to build or improve
playgrounds increased with implementation of
the Special Diabetes Program for Indians

Why is this important? Playgrounds increase opportunities
for unstructured physical activity (i.e., play) and provide a safe
place for children to be active.
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After receiving Special Diabetes Program for Indians funds,
31% of grant programs reported that they were able to build
or improve playgrounds in 2006 (versus 4% before 1998).

Source: Special Diabetes Program for Indjans Evaluation 2006

Improving the Health of the

Entire Family

The Special Diabetes Program for Indians grant
programs also have implemented activities and
services to support behavior changes for youth
and their families. Family involvement in achieving
and maintaining a healthy weight for children is
essential. Parents need to promote healthy eating
behaviors and regular physical activity for their
children. They often are responsible for purchasing
and offering healthy foods and portion sizes,
serving as role models, and making mealtime
enjoyable. In addition, one or both parents and
other siblings may be overweight or have diabetes,
further suggesting that the entire family should

be targeted for intervention. Recognizing the key
role families play in the health of youth, many
grant programs offer weight management (Figure
5.13), medical nutrition therapy, and behavioral
health services for children, adolescents, and their
families.
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“My daughter’s grades have improved by
one grade point, she’s lost seven pounds,
and she’s more active and dances all over
the house,” says one parent whose child
participates in a physical activity program
developed through a partnership between
the Indian Health Board of Billings and
the Billings Native Youth Theatre Group in
Montana. Each week, 40 children gather
to dance, stretch, and work on posture,
breathing, and vocals.

Putting Best Practices Into Action

As directed through the Special Diabetes Program
for Indians legislation, the IHS Division of Diabetes
Treatment and Prevention collaborated with Indian
health diabetes experts to develop and implement
the Indian Health Diabetes Best Practices. Adult

Weight Management and Youth and Type 2 Diabetes.

The strategies outlined in these Best Practice
documents target women of childbearing age and
families to intervene before conception, during
the prenatal period, and during the first few years
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of the child’s life. The Special Diabetes Program
for Indians grant programs are implementing the
approaches in these Best Practice documents
through:

* Reducing in utero exposure to elevated blood
sugar levels in gestational diabetes programs.

+ Promoting breastfeeding of infants for at least
2 months through awareness campaigns,
promotion programs, and policies.

+ Establishing programs to increase physical
activity and improve food choices and eating
behaviors early in life.

+ Intervening earlier with children who are
obese and have diabetes and making
appropriate referrals.

+ Treating youth with type 2 diabetes.

Moving Forward:
A Plan for Protecting Our
Youth From Type 2 Diabetes

The childhood obesity epidemic and the emergence
of type 2 diabetes in youth is a complex issue. As
described by the Institute of Medicine’s recent
report, Progress in Preventing Childhood Obesity:
How Do We Measure Up?, these public health
concerns have evolved over the past few decades.™
It will take years—if not decades—to reverse the



startling childhood obesity and type 2 diabetes
trends that affect virtually every community in the
United States.

The Special Diabetes Program for Indians has
brought hope to American Indian and Alaska
Native communities that they can reduce the
risk for type 2 diabetes in their children and
youth. Many of the Special Diabetes Program
for Indians grant programs have implemented
activities that address commonly accepted risk
factors for childhood obesity and type 2 diabetes.
These activities will ensure ongoing Success in
overcoming the serious threat of type 2 diabetes to
future generations.

Reflecting the Institute of Medicine’s
recommendations, the Indian health system will
continue broad-based, collaborative efforts to turn
the tide of this public health crisis, including:

+ Rapidly disseminating the latest scientific
research and promising practices on weight
management for children and youth.

+ Addressing the emotions associated with
diabetes and other chronic conditions. These
efforts can help inform medical providers
about how parents, caregivers, and youth
prefer to hear messages on healthy weight
and the problems of obesity and diabetes.

In 2004, the Ak-Chin Diabetes Program

in Maricopa, Arizona, started D-Group,

a support group for children with type 2
diabetes. “D-Group has opened the door
for these kids to share their experiences
in a safe and comfortable environment,

to receive diabetes education, and to ask
questions they wouldn’t ask their parents
or health care providers,” says Marilyn
Velasco, Program Assistant.

* |eading the paradigm shift away from blaming
the parents to treating diabetes, overweight,
and obesity as chronic conditions that require
long-term management.

+ Leading efforts and strategies to strengthen
self-esteem and cultural pride and to promote
healthy body images.

By employing a multi-faceted approach that
includes families, schools, the health care system,
and other important stakeholders, the Special
Diabetes Program for Indians has provided a
pathway to health and wellness for children and
youth, their families, and future generations.
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SAYERS FAMILY FROM RED LAKE:
PARTICIPATING IN A
LIFE-CHANGING PROGRAM

“Now that | know what we’re putting in our
bodies, we won't eat fast food anymore,” says
Charmaine Sayers. Preventing diabetes is a family
affair for the Sayerses. Charmaine, her husband
Adrian, and her mother Theresa all participate

in the Red Lake Comprehensive Health Services
Diabetes Prevention Program in Minnesota.

The Red Lake Diabetes Prevention Program staff
believes that many of their participants wanted

to, or tried to, make changes before joining the
program, but did not know how. The Diabetes
Prevention Program classes and lifestyle coaching
have provided the tools and skills participants need
to eat healthy and get regular physical activity to
prevent the onset of diabetes.

The Sayerses have learned how to read food labels
and make healthier food choices. “The program
reconditioned our way of thinking regarding food,
and now we can go anywhere, eat anywhere, and
still stay within our limits and eat healthier foods,”
says Charmaine.

The Sayerses have taken full advantage of all the
program has to offer. In addition to completing the
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core 16-week program, they continue to attend
monthly follow-up sessions. They weigh in, attend
classes, and keep written records of physical activity
and food choices. They are also habitual users of
the program’s fitness center, incorporating a full
cardiovascular workout and weight lifting routine
into their healthy lifestyles.

Best of all, the Sayerses are surpassing their original
goals. “Adrian is one of our biggest success stories,”
says Program Coordinator Stephanie Morgan.

“He entered the program at 280 pounds, and his
current weight is 236 pounds after 8 months in the
program.”

Charmaine Sayers is convinced that what she has
learned has added years to her life, and she talks
about the Diabetes Prevention Program to anyone
who will listen. “This program has definitely
changed my life and that of my family,” she proudly
declares.



SUMMARY

Issue

Good nutrition has far-reaching benefits
on health. It can effectively prevent,
delay, or treat diabetes and other health
conditions, such as cardiovascular disease,
obesity, and some cancers. Helping people
improve their diet, however, depends on
access to effective nutrition services and
interventions.

Action

American Indian and Alaska Native
communities have used Special Diabetes
Program for Indians funding to focus on
increased access to nutrition services
such as:

+ Providing nutrition programs to
adults, families, and communities.

+ Improving the infrastructure for
nutrition services by hiring nutrition
and diabetes education profes-
sionals.

+ Disseminating promising practices
in nutrition.

CHAPTER 6
GOOD NUTRITION:
JOURNEY TO BETTER HEALTH

Over the last century, American Indians and Alaska
Natives have experienced drastic lifestyle and cultural
changes. Many American Indians and Alaska
Natives have adopted a “westernized” lifestyle
characterized by consuming foods high in fat and
sugar and by getting less physical activity.

The combination of these dietary and activity
changes, along with hereditary factors, has
resulted in high rates of overweight, obesity, and
obesity-related diseases, including diabetes,
among American Indians and Alaska Natives.’

In recent years, nutrition has come to the fore as a
major modifiable determinant of these conditions.
For example, a recent study of diabetes and
obesity in Pima Indians in the United States and

in Mexico found that the development of diabetes
and obesity is determined mostly by behavioral and
lifestyle factors such as diet and exercise—even in
populations with a hereditary predisposition to these
conditions.
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Gayle Eaglewoman (Crow Creek Sioux)
is one of many success stories from the
diabetes program at the Indian Walk-In
Center in Salt Lake City, Utah. Thanks
to the program’s nutrition classes and
one-on-one counseling sessions, Gayle
now chooses healthy commodity foods,
reduces her portion sizes, and avoids fast
food and super-sized pop. As a result,
Gayle has lost 30 pounds, and her blood
sugar is under control.

The Role of Nutrition in
Diabetes Treatment and
Prevention

Good nutrition behaviors are essential for diabetes
treatment and prevention. Among people with
diabetes, nutrition interventions can help improve
blood sugar control, blood pressure control, and
lipid levels.® For people at risk for developing
diabetes, nutrition is one of the key elements in
preventing diabetes. The National Institutes of
Health Diabetes Prevention Program demonstrated
that lifestyle changes—including improved
nutrition and physical activity—can help reduce a
person’s chance of developing type 2 diabetes.*

The benefits of good nutrition extend beyond
diabetes to help prevent, delay, or treat other
conditions such as obesity, metabolic syndrome,
some cancers, gestational diabetes, cardiovascular
disease, kidney disease and the need for dialysis,
alcoholism, and poor dental health.
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Figure 6.1. Nutrition services for adults
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Nutrition services can help people

with diabetes improve their blood sugar control, blood pressure
control, and lipid levels. For people at risk of developing diabe-
tes, nutrition services are key elements in preventing diabetes.
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After receiving Special Diabetes Program for Indians funds,
96% of grant programs reported offering nutrition services
for adults in 2006 (versus 39% before 1998).

Source: Special Diabetes Program for Indjans Evaluation 2006

Special Diabetes Program for
Indians: Spearheading Efforts
to Improve Nutrition

The Special Diabetes Program for Indians has taken
a lead role in developing policies and practices

to enhance nutrition services in American Indian
and Alaska Native communities. These scientific-
based practices address the cultural, community,
and economic factors that influence diet and
nutrition, as well as individual lifestyle changes.®

Providing Nutrition Services for
Adults and Communities

The Special Diabetes Program for Indians grant
programs made significant enhancements in
clinical and community nutrition programs and
services (Figure 6.1). The increase in these
services for adults and communities has helped
empower individuals and communities to make
changes that lead to healthier eating behaviors.
These programs and services include:



Figure 6.2. Nutrition services for families
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Nutrition services that target and
support the entire family are essential to helping individuals
make healthy lifestyle changes to prevent diabetes and its
complications.
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After receiving Special Diabetes Program for Indians funds,
88% of grant programs reported offering nutrition services
for families in 2006 (versus 30% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

+ Traditional food and nutrition activities, such as
having elders teach traditional food practices,
gathering and gardening indigenous foods,
changing traditional recipes to make them
healthier, and encouraging healthier food
choices at cultural and community events.

+ Increased access to community gardens and
farmers markets, cooking classes, grocery store
tours, and healthy use of commodity foods.

+ Collaborations with local businesses to
increase availability of healthy foods, develop
point-of-purchase health messages, allow
sampling of healthy foods, and offer healthy
recipes.

+ Training programs for clinical and community
outreach workers and staff of Tribal food
programs to increase the accuracy and
consistency of nutrition information and to
enhance opportunities to convey healthy eating
messages to high-risk individuals in clinic
and community settings.

Red Lake, Minnesota, have turned around
their children’s school lunch menus to
include more healthy food choices.
Students now are offered lower-fat, lower-
sugar meals or the choice of soup and
salad. Best of all, Will King Bird and other
students enjoy the food, like lower fat turkey
hot dogs, and are eating healthy. For
students from lower-income families, this is
especially important since school lunches
are sometimes their only daytime meal.

Providing Nutrition Services

for Families

The Special Diabetes Program for Indians grant
programs implemented nutrition services that
target and support the whole family (Figure 6.2).
Food is readily available, inexpensive, and sold in
ways that encourage over-consumption in schools
and communities. Therefore, the family home is

a critical setting to teach children about proper
nutrition and adequate physical activity. As role
models, parents have a great deal of influence

on children’s behaviors. Nutrition programs that
target families provide parents and children with
the skills to deal with an environment that does not
support healthy eating and an active lifestyle.

Recognizing the Importance of
Nutrition Health Professionals
Registered dietitians and public health nutritionists
play an integral role in health promotion and
disease prevention. These nutrition health
professionals serve on diabetes program staff and
multidisciplinary health teams, and are involved
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Figure 6.3. Access to registered dietitians
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Enhanced staffing with registered
dietitians increases access to medical nutrition therapy and
other nutrition services that help prevent diabetes, as well as
diabetes-related disability and complications.®
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After receiving Special Diabetes Program for Indians funds, 75%
of grant programs reported offering access to the services of a
registered dietitian in 2006 (versus 37% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

with planning and delivering health promotion and
disease prevention programs in schools, worksites,
and community, clinical, and public health settings.

Increased access to registered dietitians improves
access to specialized nutrition services such as
medical nutrition therapy (MNT), which involves
intensive nutrition counseling and follow-up. MNT
is important in all stages of diabetes: preventing
diabetes, managing existing diabetes, and preventing
or slowing the development of complications and
disability.”

Furthermore, the scientific literature strongly
suggests that MNT provided by a registered dietitian
with experience in diabetes management is clinically
effective and an important component of diabetes
self-management education.® Many Special
Diabetes Program for Indians grant programs have
used funds to procure the services of registered
dietitians, including MNT, in their diabetes treatment
and prevention efforts (Figure 6.3).
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Figure 6.4. Access to diabetes educators
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Diabetes educators provide diabetes
self-management education that is tailored to the individual
needs and preferences of patients with diabetes.
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After receiving Special Diabetes Program for Indians funds, 85%
of grant programs reported offering access to the services of a
diabetes educator in 2006 (versus 21% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Recognizing the Importance

of Diabetes Educators

Diabetes educators are key members of a multi-
disciplinary health care team. Diabetes educators
have specialized training in behavioral interventions,
teaching individuals and groups, learning theories,
and counseling patients. They use these skills to
facilitate patient behavior change and improve
clinical outcomes.

Diabetes educators also are essential to providing
self-management education to people with
diabetes. Diabetes self-management education

is an essential element of diabetes care and helps
people with diabetes maintain effective self-care
practices, such as healthy eating.® Many Special
Diabetes Program for Indians grant programs have
used funds to hire diabetes educators (Figure 6.4).

Disseminating Promising

Practices in Nutrition

The Indian Health Service Division of Diabetes
Treatment and Prevention collaborated with Indian



health diabetes experts to develop and implement
the Indian Health Diabetes Best Practices: Nutrition
and Physical Activity based on the positive outcomes
of the grant programs. This Best Practice document
outlines consensus-based, promising nutrition
strategies implemented in American Indian and
Alaska Native communities, including:

+ Helping people learn lifetime skills for
improving their diet.

+ Providing support for making and sustaining
healthy lifestyle changes.

+ Using support groups and traditional
approaches to improving nutrition, such as
talking circles and storytelling.

Moving Forward:
A Plan for Building on Progress

The scientific literature has documented the
association between nutrition and diabetes, and
offers strong evidence that nutrition programs are
a cornerstone of effective diabetes treatment and
prevention efforts. Nutrition programs and policies
in American Indian and Alaska Native communities
are an important component of diabetes treatment
and prevention.

Health care providers, researchers, and government
agencies must work together to develop and
implement effective clinical and public health strat-
egies that lead to sustained lifestyle changes among
individuals and, more broadly, populations.’ The
Special Diabetes Program for Indians has provided
many American Indian and Alaska Native commu-
nities with a foundation for addressing the complex
relationship between nutrition and diabetes. The
lessons learned and expertise developed as a result
of this Program will help the Indian health system

The San Felipe Pueblo Farmers’ Market in New Mexico
has touched the lives of community members, young and
old. Elders are teaching how to plant gardens. Youth are
helping to harvest. “You see children helping their parents
and grandparents,” says Felice Lucero, manager of the
San Felipe Pueblo Farm Service Program. Today, over 100
people grow and sell produce and many have improved
their eating habits.

continue to enhance nutrition-related activities for
diabetes treatment and prevention, including:

+ Staffing of qualified nutrition and diabetes
education health care professionals.

+ Health promotion and disease prevention
resources.

+ Efficiency of delivering nutrition services
through clinical and community partnerships
and collaborations.

* Advocacy efforts for environmental
changes in community and public health
settings, schools, worksites, places of
worship, and businesses.

These efforts will support sustainable lifestyle
changes across the entire lifespan.

Although major lifestyle and cultural changes in
American Indian and Alaska Native communities
over the last century have made it difficult for
people to eat well and be active, the Special
Diabetes Program for Indians has helped provide
clear direction for continued action and progress.
The essential elements identified for good
nutrition—early intervention, focus on prevention,
clear and consistent nutrition information—uwill
help ensure that American Indian and Alaska
Native communities overcome the epidemic of
obesity and subsequent chronic conditions.
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WHITE MOUNTAIN APACHE:
A TOWN GETS FIT

Thousands of people lined the streets of the
small town of Whiteriver, Arizona, waiting for the
White Mountain Apache Tribal Days Parade. They
expected to see rodeo queens on horseback.
Instead, they were treated to a show of White
Mountain Apache Tribal fitness.

Just before the parade started, over 150 White
Mountain Apache Tribal members took part in a
Tribal run/walk. For over 2 hours, a steady stream of
Apache community members ran and walked down
Main Street. How did so many people get so fit?

Ten years ago, there was no such pre-parade
show of fitness. In 1993, the Tribe opened its first
fitness center in an empty space that had been
used to show films to Fort Apache military troops
inthe 1800s. About 10 people a day used the one
treadmill, two bicycles, and 10-pound free weights.

In 2004, the Tribe moved the fitness center to a
newer and larger building, bought state-of-the-art
fitness equipment, and hired and trained staff.
Memberships are free and include personal
training and nutrition counseling. Now, over 200
people use the center each day. Special Diabetes
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Program for Indians funds help support wellness
activities at the fitness center and throughout the
community.

The fitness craze has spilled over to many other areas
of the community. A skate park and a horseshoe
pit were built. Part of a historic route that linked
the White Mountain Apache people to other
Apache and Navajo communities is being restored
as a community walking path. And most recently,
a “Strong Man Competition” was held. A father of
four in his mid-40s came in third!

Although many people are getting fit, Alethea
Velasquez, Director of the Apache Diabetes
Wellness Center, knows her job is just beginning.
“Eighty-five percent of the people who use our
fitness center are men,” she says. “Women are
more modest, and the thought of using a co-ed
facility is often intimidating.”

The Tribe is soon going to offer a women'’s
wellness program along with free child care.
Alethea believes the program will result in more
moms using the fitness center and entering the
White Mountain Apache Tribal Days Run/Walk.



SUMMARY

Issue

American Indians and Alaska Natives are
traditionally active people who engage in
daily activities, such as hunting, fishing,
dancing, and gathering. These traditional
activities have given way to a more
sedentary lifestyle that has contributed
to the high rates of diabetes and obesity
in American Indian and Alaska Native
communities.

CHAPTER 7
PHYSICAL ACTIVITY:
MOVING TOWARD WELLNESS

Action

To reclaim their healthy tradition of
physical activity, American Indian and
Alaska Native communities have used

Special Diabetes Program for Indians

funding to focus on the following key

areas of physical activity:

*

Offering community physical activity
programs, such as walking and
running programs and exercise
classes.

Incorporating traditional elements,
such as canoeing and berry picking
into physical activity programs.

Establishing Tribal wellness
policies to encourage physical
activity among Tribal members.

Investing in physical activity
resources and infrastructure by

hiring physical activity specialists.

Developing innovative partnerships
to encourage physical activity.
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Regular physical activity is critically important

for good health. Nearly every individual benefits
from regular physical activity. Even moderate
daily physical activity can substantially reduce

the risk of developing or dying from diabetes,
cardiovascular disease, high blood pressure, and
other chronic conditions. Physical activity also can
help reduce injury, improve mobility, and enhance
psychological well-being.

The Special Diabetes Program for Indians grant
programs recognized physical activity as an
essential component of diabetes treatment and
prevention. As a result, these programs developed
physical activity interventions for people with or at
risk for developing diabetes. These programs offer
hope that physical activity interventions can help
reverse the troubling trends of diabetes, cardiovas-
cular disease, and obesity that threaten the health
of American Indian and Alaska Native communities.

Walt Klamath of the
Siletz Tribe lives on

40 acres in Oregon.
When he found out
he had diabetes, he
became more active.
His workouts include
walking around his
property and gathering
and splitting wood to fuel the fires of weekly sweat lodge
ceremonies. He has lost weight, brought his blood sugar
levels down, and feels great. “This is a good way to live,”
he says.
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The Consequences of Inactivity

Despite the clear health benefits of physical
activity, most adults and children lead relatively
sedentary lifestyles. The consequences of physical
inactivity are substantial. Physical inactivity can
compromise a person’s health and their involvement
with their families and communities. Without the
benefit of regular physical activity to relieve stress
and address possible overweight and obesity,
health risks can mount, leading to potentially more
serious health problems.

Physical inactivity also affects our nation’s economic
health. The National Institutes of Health (NIH) has
estimated the national cost of diabetes to be $100
billion and of overweight and obesity to be $117
billion.” On the other hand, regular physical activity
helps prevent disease and promote health, indicating
that physical activity programs actually may
decrease health care costs. A study performed

by researchers at the Centers for Disease Control
and Prevention estimated that increasing regular
moderate physical activity among the more than
88 million inactive Americans over the age of 15
years might reduce annual national direct medical
costs by $76.6 billion in 2000 dollars.?

Physical Activity: On the Front
Line of the Diabetes Epidemic

Physical activity is an essential element of diabetes
treatment and prevention. It can help people with
diabetes prevent or delay complications, as well

as improve blood sugar control, blood pressure
control, and blood lipid levels. Regular physical
activity also can reduce the risk for cardiovascular
disease, the leading killer of people with diabetes.



Figure 7.1. Community walking and running
programs increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Walking and running programs

provide an opportunity for regular physical activity that can
help prevent or manage diabetes and control weight.
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After receiving Special Diabetes Program for Indians funds,
92% of grant programs reported having walking or running
programs for the community in 2006 (versus 20% before
1998).

Source: Special Diabetes Program for Indians Evaluation 2006

The NIH Diabetes Prevention Program focused the
spotlight squarely on the benefits of physical activity
on diabetes. The study determined that a modest
weight loss sharply reduced the risk of developing
diabetes in people with pre-diabetes.® A key
weight loss strategy used in the NIH Diabetes
Prevention Program was moderate physical

activity. Study participants exercised at moderate
intensity, usually by walking briskly an average of 30
minutes a day, 5 days a week. This study provides
scientific evidence that people at risk for developing
diabetes can use physical activity —along with an
improved diet and behavior modification—to avoid
developing diabetes.

“Powwow dancing helps Native people be proud

of who they are,” says Rocco Clark, Sr., a dance
instructor with the Yakama Tribe’s Dance Away
Diabetes Program in Washington. More than 30
children and 20 adults attend Rocco’s popular
2-hour class each week, learning intricate dance
steps and building their endurance. Rocco teaches
the rules of powwow dancing—and the importance
of respecting family, elders, and tradition.

Special Diabetes Program for
Indians: Honoring a Tradition of
Physical Activity

American Indian and Alaska Native lifestyles are
traditionally active, with activities such as hunting,
fishing, dancing, and gathering providing the main
source of physical activity. But in many American
Indian and Alaska Native communities, the
availability of store-bought and prepared foods has
significantly decreased the reliance on traditional
activities, leading to a more sedentary lifestyle.

The Special Diabetes Program for Indians has
made it possible for many American Indian and
Alaska Native communities to reclaim their healthy
tradition of physical activity. Many Special
Diabetes Program for Indians grant programs
have used their funds to offer community walking
and running programs (Figure 7.1) and exercise
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Figure 7.2. Community exercise classes
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Exercise programs that target and

support all members of the community are one of the key
elements for creating more active communities.
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Atter receiving Special Diabetes Program for Indians funds,
9% of grant programs reported offering exercise classes
that include aerobics and stretching for all community
members in 2006 (versus 16% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

classes (Figure 7.2) for all age groups. These
promising physical activity programs often

incorporate traditional elements, such as canoeing,

dancing, or berry picking, and are based on local
needs and priorities.

The Special Diabetes Program for Indians grant
programs also have used a number of other
strategies to increase and encourage physical
activity among American Indians and Alaska
Natives. For example, after receiving Special
Diabetes Program for Indians funds, many Tribes
established policies to offer employees physical
activity breaks (Figure 7.3). These policies are
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Figure 7.3. Policies related to physical

activity breaks for Tribal staff increased with
implementation of the Special Diabetes Program for
Indians

Why is this important? Tribal health policies related to
physical activity breaks can help reduce barriers to physical
activity, such as lack of time to be active.
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After receiving Special Diabetes Program for Indians funds,
51% of grant programs reported having policies related to
physical activity breaks for Tribal staff in 2006 (versus
10% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

particularly important for helping people maintain
physical activity or incorporate physical activity into
their already busy lives.

Furthermore, grant programs have been able

to hire physical activity specialists (Figure 7.4).
These specialists play a major role in the success
of physical activity programs by offering expertise,
behavior change support, and encouragement to
community members.

The Special Diabetes Program for Indians grant
programs developed innovative partnerships
as another key strategy to encourage physical




Figure 7.4. Access to physical activity
specialists increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Physical activity specialists help

people begin exercise programs, exercise safely, and reach
and maintain maximum fitness levels.
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After receiving Special Diabetes Program for Indians funds,
61% of grant programs reported having physical activity
specialists in 2006 (versus 8% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

activity. For example, the Special Diabetes
Program for Indians has collaborated with Nike, Inc.,
over the past 3 years to provide specialized

fitness training sessions. During these interactive
sessions, Nike and Special Diabetes Program
for Indians grant program staff work together

to develop and refine fitness techniques that
incorporate culturally specific and culturally
appropriate content. This partnership is expected
to demonstrate positive, short-term health benefits
and shows promise as a model program that

will improve physical activity levels in American
Indian and Alaska Native communities over the
long term.

In partnership with Nike, Inc., the
Northwest Portland Area Indian
Health Board’s (NPAIHB) Western
Tribal Diabetes Project held its
third annual Native Fitness Training
Event in 2006, welcoming 175
participants from 65 Tribes
nationwide. Kerri Lopez of the
NPAIHB says of these events:

“The 3-year NPAIHB-Nike partnership has provided
Tribal programs with hands-on tools and templates for
fun, fitness, and data. Staff and participants walk away
feeling energized and renewed with a dose of creative
and innovative ideas.”
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The “Cherokee Jumping Rope for Diabetes”
event has the highest turnout of any

special event on the Eastern Band of
Cherokee Reservation in North Carolina.
Cherokee Elementary School jump rope teams
put on a spectacular choreographed show and
end it by inviting everyone to join in and jump
with them. The Cherokee Diabetes Program
uses this opportunity to promote its activities
and distribute diabetes education materials to
Tribal members.
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The Indian Health Service Division of Diabetes
Treatment and Prevention collaborated with
Indian health diabetes experts to develop and
implement the /ndian Health Diabetes Best
Practices: Nutrition and Physical Activity. The
Special Diabetes Program for Indians grant
programs are implementing the elements in this
Best Practice document through:

+ Helping people learn lifetime skills for
increased physical activity.

* Providing support for making and sustaining
healthy lifestyle changes by targeting the
entire family for behavior change, offering
stress management classes, and ensuring
access to behavioral health specialists.

+ |mproving community access to physical
activity programs.



Moving Forward:
A Plan for Increasing Access
to Physical Activity

Physical activity has the potential to ease the
burden of disease and improve the quality of life
in American Indian and Alaska Native communities.
The amount of physical activity needed to realize
health benefits is moderate, but requires access
to physical activity programs and resources for
individuals and communities. The consequences
of failing to recognize physical activity as key to
improving health are grim and costly.

The Special Diabetes Program for Indians has
made great strides in raising awareness about the
benefits of physical activity and integrating physical
activity into American Indian and Alaska Native
communities. Many of the Special Diabetes Program
for Indians grant programs have employed
innovative and culturally appropriate strategies to
increase physical activity.

The Indian health system will continue to help
individuals make healthy choices and encourage
physical activity to reduce the burden of obesity and
diabetes by:

+ Using the latest scientific research and
promising practices to develop physical activity
and policy guidelines.

Port Gamble S’Klallam Tribe employees
in Kingston, Washington, can take a
half hour of paid leave each day for
wellness activities. The Tribe’s Personal
Enrichment and Health Program has
resulted in many more people walking
and exercising in the middle of the day.
Ellen Price (left), who walks almost every
day, has lost 20 pounds and says she
feels more energetic at work and better
about herself.

+ Addressing the behavioral issues of physical
activity, self-esteem, cultural pride, and
promotion of healthy body images.

+ Promoting and translating physical activity
resources and standards of care throughout
American Indian and Alaska Native
communities.

+ Collecting more rigorous data on grant
program activities and their effectiveness.

When individuals adopt active, healthy habits,
the benefits reach far beyond what can be
accomplished through a single workout or
community event. These active role models
inspire active communities, translating to better
health for all community members.
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TYRONE CYPRESS:
AN AMAZING TRANSFORMATION
OF MIND AND BODY

Before

Even Tyrone is surprised. “When | see a picture of
myself before | lost weight, | can’t believe that was
me! | don’t even feel connected to the person,”
he says. He looks closer and then says, “He looks
like a person in pain, someone who thinks he is
nothing.”

Tyrone Cypress used to weigh 230 pounds. He
says his days involved getting up, going to work,
eating, and sitting around. His self-esteem was
S0 low, he never thought of going to see a doctor.
Even though his mother and aunts had diabetes,
Tyrone never knew he was at risk for diabetes.

Then a counselor asked Tyrone if he loved himself.
Tyrone spent 3 days struggling to come up with an
answer and then told the counselor: “| want to love
myself.”

This changed the course of Tyrone’s life. He
learned that he needed to change his mind,
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actions, and body. He threw away the pizza, pop,
candy, and chips in his kitchen. For the first time
in his life, he bought foods that were good for his
body. The same week, he started lifting weights
and walking.

Now, when Tyrone sees pictures of himself, he
sees something different. “| see a healthy person,
someone who is motivated and capable.” He sees
someone who has taken control of his health. “|
have lowered my risk for diabetes.”

In 2004, Tyrone reached his goal weight of 155
pounds. Strangers no longer ask him if he is a
sumo wrestler. They ask him if he is a boxer.

Tyrone wants to help others. “| want to show
people that they can make healthy changes for
themselves, their families, and their children,” he
says. “There is no telling how healthy American
Indian and Alaska Native people will be.”



CHAPTER 8
WEIGHT MANAGEMENT:
REDUCING THE BURDEN OF OBESITY

SUMMARY

Issue communities have used Special Diabetes
Obesity is an increasingly common Program for Indians funding to focus on
problem among all United States the following key areas of weight
communities. American Indian and management:

Alaska Native communities, however, + Offering adult weight management
are particularly vulnerable to the growing programs.

obesity epidemic. The consequences of + Implementing community-based

obesity are serious because obesity weight management programs.
places people at very high risk for
developing diabetes, cardiovascular

disease, and other chronic conditions.

+ Using innovative weight management
tools and activities, such as lifestyle
and behavior change interventions,
family and traditional nutrition programs,

Action 4 p g ,

group support programs, and individual

The scientific literature suggests that .
diet programs.

addressing obesity and weight

management may be one of the most + Establishing partnerships with
effective strategies for preventing diabetes schools, work sites, and the
and its complications. As a result, community to offer weight
American Indian and Alaska Native management activities.
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Figure 8.1. Body mass index (BMI) has increased in
American Indians and Alaska Natives with diagnosed diabetes

Why is this important? The average BMI in this population increased
from 32.9 to 34.7 between 1998 and 2005. The Centers for Disease
Control and Prevention considers a person to be obese if their BMI is

Over the past few decades, the United States

has witnessed a steady and dramatic increase in
obesity among all Americans. Now recognized as a
global epidemic, obesity has the potential to incur
substantial costs not only for the United States, but
also for communities and individuals affected by
this preventable condition.

Obesity’s effects are far-reaching. Itis a major
contributor to the burden of chronic conditions and
disability. In fact, the current epidemic of diabetes
in the United States is largely the consequence

of the obesity epidemic.! Obesity also poses a
major risk for life-threatening conditions, such as
cardiovascular disease, hypertension, stroke, and
certain forms of cancer.? Other chronic conditions
are related to obesity, including osteoarthritis and
gallstones.®

Although obesity is a complex condition that affects
all age and socioeconomic groups, vulnerable
populations—including American Indians and
Alaska Natives—are most at risk.

The Consequences of Obesity
for American Indians and
Alaska Natives

Overweight and obesity are common and increasingly
prevalent problems among American Indians and
Alaska Natives. In 1995, 59.2% of American
Indian and Alaska Native adults with diabetes were
obese. By 2004, 69.9% of American Indian and
Alaska Native adults with diabetes were obese.*
Furthermore, as illustrated in Figure 8.1, the body
mass index of American Indian and Alaska Native
adults with diabetes has steadily increased over
the last decade.
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Between 60% and 90% of diabetes appears to be
related to obesity or weight gain. Because the
prevalence of obesity is higher among American
Indians and Alaska Natives than other groups

in the United States, they are disproportionately
affected by diabetes and other obesity-related
conditions. Diabetes is the single most important
risk factor for cardiovascular disease in American
Indians and Alaska Natives. Over the past decade,
cardiovascular disease has become the leading
cause of death for American Indians and Alaska
Natives.

What makes American Indians and Alaska Natives
vulnerable to overweight and obesity? Several
studies suggest that heredity and socioeconomic
and developmental influences are the major
contributing factors. Recent research suggests
that behavioral and lifestyle conditions related to
diet and physical activity are also key determinants
in both the development and degree of obesity.®

1998 1999 2000 2001 2002 2003 2004 2005



For example, a study of diabetes and obesity in
Pima Indians in the United States and Mexico found
a much higher prevalence of diabetes and obesity
along with a lower level of physical activity in
United States Pima Indians. These findings indicate
that the development of diabetes and obesity is
determined mostly by behavioral and lifestyle
factors, even in populations hereditarily prone to
these conditions, suggesting that diabetes and
obesity may be preventable conditions.’

Promising Practices for
Overcoming the Obesity
and Diabetes Epidemics

Addressing obesity and weight management

may be one of the most important strategies for
preventing and treating diabetes. The Diabetes
Prevention Program, a clinical trial sponsored by
the National Institutes of Health (NIH), determined
that weight loss is the single most effective
intervention for preventing type 2 diabetes. This
large study found that a modest weight loss of
5-7% of initial body weight reduced the risk of
developing diabetes by 58% in people with
pre-diabetes.® Furthermore, in people with
diagnosed diabetes, studies have shown that weight
loss resulted in decreased insulin resistance,
lower fasting blood sugar levels, and reduced need
for diabetes medication.? These findings held

true for American Indians and Alaska Natives who
participated in these studies.

The weight loss strategies used in the NIH
Diabetes Prevention Program reflect the current
scientific consensus on the three main elements of
effective weight management: nutrition, physical

Figure 8.2. Weight management programs
for adults increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Weight loss is the most effective
intervention for preventing diabetes. ™

100

80

60

40

Percent of Programs

20

Before 1998 2006

After receiving Special Diabetes Program for Indians funds,
84% of grant programs reported having weight management
programs for adults in 2006 (versus 19% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

activity, and behavioral changes. Participants in
the NIH Diabetes Prevention Program followed
a low-fat, low-calorie meal plan, increased their
physical activity levels, and received significant
behavior change support.

Special Diabetes Program
for Indians: Responding to
the Obesity Epidemic

The Special Diabetes Program for Indians provided
a much-needed opportunity for American Indian
and Alaska Native communities to implement
effective and culturally appropriate weight
management programs. Many Special Diabetes
Program for Indians grant programs have used
funding to establish adult weight management
programs (Figure 8.2).
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Michael Durand from the
Sandia Pueblo in New
| Mexico started walking
| the dirt roads of the Sandia
Reservation so he could
stop taking diabetes
medicine and avoid
» diabetes complications.
“| wanted to be healthy. |
didn’t want to take insulin
like my dad,” he says. In 2 years, Michael’s A1C went from 15% to
5.6%, and he lost 50 pounds. “I’m happier and more outgoing,” he
says. “I feel alive!”

Recently, the Special Diabetes Program for Indians
grant programs developed a number of community-
based weight management programs modeled
after the NIH Diabetes Prevention Program and
other well-known weight loss programs, such as
the Weight Watchers® Program. These programs
are starting to demonstrate positive, short-term
health outcomes.

The Special Diabetes Program for Indians grant
programs also have implemented many other
weight management tools and activities for people
with diabetes or at risk for developing diabetes.
These include:

+ Lifestyle and behavior change interventions.

+ Innovative nutrition programs, including family
nutrition, traditional food, and gardening
programs.

+ Physical activity programs.

+ Social and group support programs.
+ Individualized diet programs.

+ Medication use.

* Surgery.

+ Commercial weight loss programs.
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Many grant programs have established focused
weight management activities that involve
partnerships with schools, work sites, and the
community (refer to Chapters 5, 6, and 7 for
further information). In addition, as part of

the Special Diabetes Program for Indians, the
Indian Health Service (IHS) Division of Diabetes
Treatment and Prevention facilitated development
of the Indian Health Diabetes Best Practices:
Adult Weight Management. This Best Practice
document, based on the positive outcomes of

the grant programs, outlines promising weight
management strategies that can be implemented
in American Indian and Alaska Native commu-
nities.

Moving Forward:
A Plan for Reducing the
Threat of Obesity

The Special Diabetes Program for Indians has
provided many American Indian and Alaska Native
communities with the foundation necessary to
address obesity. The activities implemented
through the Special Diabetes Program for Indians
represent only the beginning of what is needed

to address the obesity epidemic. Overweight and
obesity continue to increase in American Indian
and Alaska Native communities, particularly



“More cultural knowledge
and connection means
more self-esteem, and
that’s the key to positive,
ongoing change,” says
Robin Crouse, health
educator with the Seneca
Nation’s Trail Blazers: Trails
of the Iroquois weight loss
program in upstate New
York. Injust over a year, 20 Trail Blazers have lost 300 pounds.
Symbols of their success: wearing a string of “pony” beads to
represent every pound lost!

among American Indian and Alaska Native youth.
The Indian health system will build upon the
promising practices and outcomes achieved so far
in American Indian and Alaska Native communities
through the Special Diabetes Program for Indians.
IHS, Tribal, and Urban Indian health programs

will use proven, effective weight management
strategies to halt the growth of the obesity
epidemic in American Indian and Alaska Native
communities. These strategies include:

+ Rapidly disseminating the latest scientific
research and promising practices on adult
weight management throughout the Indian
health system.

+ Addressing the need for culturally appropriate
behavioral therapy for obesity and diabetes
in adults.

+ Remedying shortages of registered dietitians,
counselors, and behavioral therapists to
address the lifestyle and behavioral needs of
American Indians and Alaska Natives.

+ Addressing the emotions associated with
diabetes and other chronic conditions.

+ Leading the paradigm shift away from
blaming the patient to treating overweight
and obesity as chronic conditions that require
long-term management.

+ Leading efforts to reduce stress, identify
depression early, strengthen self-esteem
and cultural pride, and promote healthy body
images.

+ Building upon the Special Diabetes
Program for Indians data infrastructure to
continue improving evaluation of weight
management strategies, including evaluating
the cost-effectiveness of interventions
within the context of community-driven
priorities.

Obesity is a chronic condition that requires a
lifelong commitment to be treated successfully.
The good news is that a variety of effective
approaches for weight management are available
to help individuals achieve and maintain a healthy
body weight.

The Special Diabetes Program for Indians grant
programs have developed a strong track record

of implementing these weight management
approaches in diverse communities. The grant
programs are prepared to share this expertise and
knowledge to help other communities throughout
the United States understand the social, cultural,
and environmental factors that underlie overweight
and obesity.
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BARBARA MORA:
FINDING THE STRENGTH
TO OVERCOME DIABETES

When | was growing up, people said that if you
had diabetes in your family, then your family had
“a touch of sugar” or “bad blood.” My mother told
me only mean people got it—that their bitter and
nasty thoughts made their blood bad.

My mother was one of the kindest and most
generous persons | have ever known. No wonder
she was devastated when she found out she had
diabetes. She thought the Creator was punishing
her and that someone had wished bad things to
happen to her.

My mother never took control of her diabetes. She
stayed upset and overwhelmed for the rest of her
life. She passed away from kidney failure.

Eleven years ago, when my doctor told me | had
diabetes, | was shocked and angry. | couldn’t
believe the Creator had let me get diabetes. | was
terrified that my mother’s fate would be my own.

| lost faith and could only see a dark, terrifying
future. | felt like the doctor had just handed me a
death sentence.

The first few months with diabetes were tough.
Every time | tried to test my blood sugar, | just put
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my head down and cried. Yet, | made myself go
to monthly diabetes clinic meetings. Even though
| was depressed, | kept going to support groups,
testing my blood sugar, taking my medication,
and walking. My husband and | took part in sweat
lodge ceremonies and prayed daily.

Two years later, my depression lifted. | began to
see that having diabetes has nothing to do with
“bad blood” or bad behavior or displeasing the
Creator. Now, | accept the fact that | have diabetes,
and | know | can control it.

| know for sure that Native Americans do not have
“bad blood.” We have brave, bold blood! If there
is anyone who can overcome diabetes, if there is
anyone who can show that a person can live well
with diabetes, it is a Native American. The Creator
gave us the strength to overcome diabetes.

Barbara Mora
Paiute/Dine



CHAPTER 9
HEALING FROM THE HEART: LIFTING SPIRITS
AND CREATING HEALTHY COMMUNITIES

SUMMARY

Issue Action
The rise of diabetes in American Indian and Scientific evidence is mounting that
Alaska Native communities is complex and behavior change strategies, cultural

multifaceted. Lifestyle behaviors, such as support, and patient-centered care are
poor diet and physical inactivity, are major important components of successful
contributors to the diabetes epidemic. diabetes treatment and prevention

Other factors—such as poverty, social efforts. American Indian and Alaska
injustice, trauma, intergenerational grief, Native communities have used Special
and forced cultural change—also affect a Diabetes Program for Indians funding to
person’s health and their response to their lead this paradigm shift by:

health status in ways that clearly extend
beyond the current health care paradigm. + (Offering culturally appropriate
diabetes education programs.

+ Using evidence-based, patient-
centered approaches to encourage
people to make and maintain healthy
lifestyle changes.

+ Focusing on traditional approaches
for diabetes treatment and prevention.

+ Creating healthy environments
through partnerships with schools,
work sites, and the community.
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Many chronic conditions are closely linked to
life-long behavior patterns. Diabetes is unique
among chronic conditions in that a person’s
behavior influences treatment and prevention
efforts to a large extent. The scientific literature
provides compelling evidence that behavioral issues
must be addressed to reduce the considerable
personal, social, and fiscal burden associated with
diabetes.

The Special Diabetes Program for Indians has acted
on the clear association between behavior and
diabetes. As aresult, the grant programs use
diabetes treatment strategies promoting health
care that is patient-centered, culturally appropriate,
and individual- and population-based—essential
elements for helping patients change behavior
patterns.

Influences on Lifestyle Behavior
Choices in American Indian and
Alaska Native Communities

Behavioral factors—such as poor diet and physical
inactivity—and unhealthy environments that can
affect behavior are very strong risk factors for
diabetes and play a key role in the success of
treatment efforts. Differences in behavioral factors
appear to be related to differences in diabetes and
obesity rates across cultures.?

Lifestyle Behaviors

Recent evidence among Pima Indians in the United
States and Mexico indicates that even in populations
who have inherited a tendency to develop diabetes,
the progression to diabetes is mostly determined
by lifestyle behaviors. These two populations share
a common ancestry, but have very different lifestyles.
Notably, the time spent engaged in physical activity
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Seventeen-year-old Tim C. Brown drums,
dances, and sings for the Mt. St. Alias
dance group in Yakutat, Alaska. The
Tlingit youth says the dancing teaches him
much more than the importance of being
in shape. Tim says, ‘Il feel like a proud
Native person. | walk around with a smile
on my face.”

was 7-fold higher among Mexican Pima Indian
women and more than 2.5-fold higher among
Mexican Pima Indian men than their United States
Pima Indian counterparts. The Mexican Pima
Indians also consumed a diet with a much higher
fiber intake and lower fat intake than that of the
United States Pima Indians. These differences

in lifestyle behaviors are reflected in the high
prevalence of diabetes among the United States
Pima Indians (38%), as compared with their
Mexican counterparts (6.9%).°

Unhealthy Environments

Many American Indians and Alaska Natives live

in pervasively adverse social and physical
environments that place them at higher risk than
many other Americans for exposure to traumatic
experiences.* Recent research indicates that
these traumatic experiences have a powerful
correlation with health status. Even traumatic
childhood experiences are strongly associated with
adult health status decades later. Diabetes, heart
disease, obesity, and alcoholism all have been
shown to have roots in adverse environments and
experiences.®



Other environmental factors, such as poverty, lack
of economic opportunity, isolation, and forced
cultural change, can affect the mental health

and well-being of individuals. Indeed, American
Indians and Alaska Natives suffer from higher
rates of depression than the general United States
population. Furthermore, rates of depression

are even higher in American Indians and Alaska
Natives with diabetes. Depressed patients

with diabetes are less likely to follow diabetes
self-management activities (e.g., medication
adherence and physical activity) and have poorer
blood sugar control .6

Special Diabetes Program
for Indians: Models for
Behavior Change

Diabetes experts and researchers have long called
for the need to address the behavioral factors that
affect diabetes treatment and prevention efforts.
The Special Diabetes Program for Indians provided
American Indian and Alaska Native communities
with the opportunity to respond to this call to action.

Getting That Extra Push: Adopting
and Maintaining Healthy Behaviors
People with diabetes often need assistance in
adhering to and coping with the very complex
treatment regimen for diabetes. The regimen
includes not only diet and physical activity, but
also medication use, blood sugar monitoring, and
managing diabetes-related complications, such
as eye, kidney, and foot problems. People with
diabetes also must make regular visits to their
health care team. This can be a burden if great
distances must be traveled or if the health care
system is not responsive to patient needs or lacks

“Group medical visits help people to feel
less alone in their lives and in dealing

with diabetes. Research has shown that
people have better glucose and choles-
terol readings when they get their care in
group visits, but people keep coming back
because they feel better when they can
share the load with others.”

Ann Bullock, M.D.

Medical Director

Eastern Band of Cherokee Indians
Health and Medical Division

an efficient design for the delivery of high quality,
patient-centered care.

The Special Diabetes Program for Indians grant
programs have implemented scientifically proven,
patient-centered strategies to engage patients in
their diabetes care and encourage adherence to
their diabetes treatment plans. These strategies
include establishing diabetes teams, clinics, and
registries (see Chapter 3).

The grant programs also have used strategies
aimed at improving the social environment of
people living with diabetes. For example, many
grant programs started programs that use
community members as lifestyle coaches and
mentors, as well as group support activities, to
help people with diabetes follow their diabetes
treatment regimen. The scientific literature indicates
that these types of social support activities are
associated with better regimen adherence and
improved blood sugar control.”
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Figure 9.1. Organized diabetes education
increased with implementation of the Special
Diabetes Program for Indians

Why is this important? Diabetes education programs provide
an opportunity for people with diabetes and their families to learn
more about diabetes self-management and prevention.

Figure 9.2. Gulturally appropriate diabetes
education programs increased with implemen-
tation of the Special Diabetes Program for Indians

Why is this important? Culturally appropriate diabetes
education programs can help make diabetes treatment and
prevention plans more acceptable, better understood, and more
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After receiving Special Diabetes Program for Indians funds,
96% of grant programs reported offering organized diabetes
education in 2006 (versus 25% before 1998).

Sou

rce: Special Diabetes Program for Indians Evaluation 2006

Empowering Patients Through
Culturally Appropriate Diabetes
Self-Management Education

One important strategy of the Special Diabetes
Program for Indians has been to establish changes
throughout the Indian health care system that
support good diabetes self-management.
Diabetes self-management is a cornerstone of
effective diabetes care and is related to improved
diabetes outcomes.? It involves teaching people
who have diabetes about the skills and resources
they need to make the best decisions about their
daily diabetes management.

The majority of the grant programs have established
organized, culturally appropriate diabetes self-
management education programs (Figures 9.1
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After receiving Special Diabetes Program for Indians funds,
92% of grant programs reported offering access to
culturally appropriate diabetes education programs in
2006 (versus 36% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

and 9.2). Culturally appropriate programs are
particularly important because culture is a key
determinant of behavior that cannot be separated
from health and may have a profound effect on the
way an individual defines and experiences health
and disease. Because culture and health messages
are intertwined and inseparable concepts, it is
important to integrate culture and health information
so that interventions are more acceptable, better
understood, and more effective.

Tradition and Health Care: An Effective
Partnership for Diabetes Care

Many Special Diabetes Program for Indians grant
programs now use diabetes talking circles, along
with group support, in a spiritual setting. The talking
circles create an acceptable way for people with




“Don’t worry. The circle takes you in
the direction you need to go. Tears are
good for healing,” says Lucky McKay
(Miwok-Pomo). That message has
helped participants in Sonoma County
Indian Health’s talking circle program
in California not only cope with the
emotional issues related to having
diabetes, but also learn how to control
their diabetes.

diabetes to express their feelings about living with
diabetes, receive support, absorb information, and
strengthen traditional ties (Figure 9.3). Diabetes
talking circles are associated with:®

* A reduction in fatalistic attitudes toward
diabetes.

*

Improved diabetes knowledge.

*

Improved knowledge about dietary fat and
fiber.

Increased knowledge about physical activity.

*

*

Improved diabetes treatment compliance and
adherence.

Figure 9.3. Talking circles increased with
implementation of the Special Diabetes Program
for Indlians

Why is this important? Diabetes talking circles use a
traditional approach to create a culturally acceptable way for
American Indians and Alaska Natives to express their feelings
about living with diabetes.
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After receiving Special Diabetes Program for Indians funds,
51% of grant programs reported offering talking circle
activities in 2006 (versus 10% before 1998).

Source: Special Diabetes Program for Indians Evaluation 2006

Helping Individuals by

Changing the Environment

Environments affect the entire population exposed

to them. Implementing community-wide policies that
encourage healthy behaviors can have a positive
effect on diabetes at the population level. As
described earlier in this Report, many Special
Diabetes Program for Indians grant programs have
enacted school- and community-wide policies to
treat and prevent diabetes (see Chapter 5).

Another important strategy used by the Special
Diabetes Program for Indians has been to link
individuals to resources that can assist with
improving their environment. Many grant
programs established close partnerships with
local social service programs to assist patients

CHAPTER 9 | LIFTING SPIRITS AND CREATING HEALTHY COMMUNITIES m



with improving their environment and socio-
economic life circumstances (Figure 9.4).
These social service programs include vocational
rehabilitation, education services, housing
programs, childcare services, transportation
services, literacy programs, and domestic
violence shelters.

Best Practices: Actionable

Models for Behavior Change

The Indian Health Service (IHS) Division of Diabetes
Treatment and Prevention collaborated with Indian
health diabetes experts to develop and implement
Indian Health Diabetes Best Practices documents
on a number of topics associated with behavioral
factors, such as depression care, diabetes
self-management, and community advocacy.

The Special Diabetes Program for Indians grant
programs are implementing the elements in these
Best Practices documents through:

+ Screening for depression in a culturally
appropriate manner.

+ Offering a variety of therapies to help patients
cope with stress and depression, such as the
use of antidepressant medications, group
and individual therapy, coping skills training,
acupuncture, and various types of physical
activity, including traditional dance, yoga, and
walking and running programs.

+ (Conducting public forums, focus groups,
surveys, and interviews to identify community
diabetes needs.

+ Developing culturally appropriate, community-
directed diabetes programs that complement
and support clinical diabetes programs.
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Figure 9.4. Gollaboration with social services
programs increased with implementation of the
Special Diabetes Program for Indians

Why is this important? Collaborations with local community
partners, including social services programs, have strengthened
the local public health infrastructure to ensure the success of
diabetes treatment and prevention efforts.
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After receiving Special Diabetes Program for Indians funds,
89% of grant programs reported working with social
services programs in 2006 (versus 34% before 1998).

Source: Special Diabetes Program for Indjans Evaluation 2006

+ Helping community members become
“expert users” of the Indian health system.

+ Ensuring that diabetes self-management
education activities reach the entire
community.

These activities underscore the Special Diabetes
Program for Indians grant programs’ dedication to
providing patient-centered, culturally appropriate
care. The Best Practices documents reflect
diabetes treatment and prevention efforts already
taking place in some American Indian and Alaska
Native communities and can help guide other
programs as they develop new and enhance
existing activities.




Moving Forward:
A Behavioral Approach to
Achieving Health Equity

The scientific research clearly demonstrates that

behavior can have a negative effect on health status.

However, with proper attention to patient-centered
and culturally appropriate strategies, behavior can
change and contribute to a healthier quality of life.
The Special Diabetes Program for Indians grant
programs have shown that addressing factors that
influence behavior—such as depression, trauma,
social support, and cultural change—can foster
health and wellness.

The Indian health system plans to continue
promoting the strategies successfully used by the
Special Diabetes Program for Indians to encourage
healthy behavior and a sense of healing among
American Indians and Alaska Natives. To bring
these strategies to the next level, IHS, Tribal, and
Urban Indian health programs will work together to:

+ |Institutionalize support for behavior change
strategies throughout the Indian health
system.

+ Reach consensus on a framework for
measuring and reporting the quality of
patient-centered and culturally competent
care.

+ Collect more rigorous data on grant program
activities and their effectiveness.

Elements of culture and tradition must be added
to behavioral interventions to ensure that they

are successful and acceptable within American
Indian and Alaska Native communities. The “Pima
Pride” study clearly illustrates the importance of
this strategy. This small study involved the Pima
Indians of Arizona and was designed to test the

At Black Bear
Elementary
School on the
Fond du Lac
Reservation
in Minnesota,
John Henry
McMillen uses
POWWOW
dancing to
teach kindergarteners how to respect themselves and
others and how to honor their culture by avoiding alcohol
and non-traditional tobacco use. John says respect starts
with the drum. He explains, “Children learn to respect

the drum, not to hit Grandfather the drum, and to respect
themselves.”

\

"i
/! h W

A

efficacy of lifestyle interventions. The researchers
divided the study participants into two groups:

(1) the Pima Action Group that received nutrition
and physical activity interventions; and (2) the
Pima Pride Group that received pamphlets about
nutrition and physical activity and participated in
regular meetings on Pima culture and history with
local cultural leaders. At the end of 12 months,
both groups had increased their physical activity,
but the Pima Pride Group had more favorable
outcomes for weight, waist circumference, and
blood sugar and insulin levels. The researchers
concluded that increasing pride in identity and
culture had a more favorable impact on health
behaviors and risk than focusing on changing
diet and exercise behaviors alone.™

The promising outcomes of the “Pima Pride” study
and the strategies used by the Special Diabetes
Program for Indians grant programs are showing that
cultural and social support have a more direct effect
on diabetes control in ways that extend beyond the
current diabetes treatment and prevention
paradigm. The Indian health system is poised

to continue leading this paradigm shift and to
incorporate these approaches effectively and
efficiently into diabetes treatment and prevention
efforts throughout American Indian and Alaska
Native communities.
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THE CHOCTAW NATION
HAPPY HEART PROJECT

In 2004, the Choctaw Nation Tribal Council
applied for and was awarded a competitive

grant for a Special Diabetes Program for

Indians Cardiovascular Disease Risk Reduction
Demonstration Project, now called the Healthy
Heart Demonstration Project. The new Choctaw
Nation Happy Heart Project was launched in 2005,
building on the Choctaw Nation’s strong foundation
of success from Special Diabetes Program for
Indians Community-Directed Diabetes Program
activities.

Sandra Dukes, Project Director, feels that the
success of the Special Diabetes Program for
Indians Healthy Heart Demonstration Project, at
both the administrative and patient levels, is due to
the rigor and accountability of the grant program
process. Requirements include monthly visits with
patients to provide a higher level of education,
monitoring, and management of cardiovascular
disease risk factors in patients with diabetes.
Sandra also believes that being able to focus on

a smaller group of patients allows her staff to
provide more personalized, intimate care and to
address critical emotional aspects of diabetes.
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“For our Healthy Heart participants, it takes a level
of commitment over and above what they’ve been
used to in the past,” says Sandra.

The higher level of care patients are receiving
has resulted in real improvements in their health.
While patients’ average A1C in 1995 was above
8%, now 90% of the patients have A1C levels
below 8%.

The Choctaw Nation Happy Heart Project staff are
proud that participants are learning they can make
small changes to help avoid having heart attacks
and strokes in the future. By aggressively treating
cardiovascular disease risk factors to target levels,
and by helping people make healthy lifestyle
changes, they hope these changes will filter down
to the children in their community and turn the tide
of diabetes, obesity, and cardiovascular disease.



CHAPTER 10
DEMONSTRATION PROJECTS:
TRANSLATING THE SCIENCE

SUMMARY

Issue Action

In 2004, Congress directed the Indian In response to Congressional direction,
Health Service (IHS) to implement a new the IHS launched the Special Diabetes
program to address diabetes prevention Program for Indians Demonstration

and cardiovascular disease risk reduction Projects. Now in the second year of

in American Indian and Alaska Native this 5-year program, the Demonstration
communities. Although major clinical Project grant programs have developed
trials and research studies have shed light and begun implementing comprehensive
on promising prevention and risk reduction diabetes prevention and cardiovascular
strategies, the grant programs must disease risk reduction interventions,
determine how to translate the research community awareness activities, and
findings into the diverse settings of evaluation plans. The IHS is poised and
American Indian and Alaska Native ready to share the successes and lessons
communities. learned through the Demonstration

Projects to help communities throughout
the United States implement successful
diabetes prevention and cardiovascular
disease risk reduction strategies.
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Recent studies from the scientific literature
demonstrate that diabetes and its complications
can not only be treated, but also prevented. How
can the research findings from controlled, clinical
trials be translated to health care settings? Will
diabetes treatment and prevention strategies
outlined in the scientific literature work in health
care settings as diverse as a clinic in rural Alaska,
a small Urban clinic in Dallas, or a busy Indian
Health Service (IHS) hospital in Phoenix? The
Special Diabetes Program for Indians Demonstration
Projects hold promise in answering these questions
and spreading the lessons learned from these
projects throughout the Indian health system.

A Plan to Lead Improvement
in Diabetes Treatment and
Prevention

In 2004, Congress extended the funding for the
Special Diabetes Program for Indians through
2008 and added an additional $50 million per
year to the Program (Public Law 107-360).
Further Congressional directives detailed the
intent for the additional funds, stating, “...the
IHS should develop a competitive grant program to
address...(1)...the most compelling diabetes
complication(s) in American Indians and Alaska
Natives and (2). . .primary prevention of diabetes
in American Indians and Alaska Natives.” These
directives further encouraged the IHS to use the
latest scientific findings and demonstrate
new approaches to deal with diabetes and
related health complications.

The IHS set aside $27.4 million of Special
Diabetes Program for Indians funding per year
from fiscal year 2004 through fiscal year 2008
for this new program, called the Special Diabetes
Program for Indians Demonstration Projects.
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Based on recommendations gathered from an
extensive Tribal consultation:;

+ The IHS followed Congressional recommen-
dations and established the Demonstration
Projects to address diabetes prevention and
cardiovascular disease, the most compelling
complication of diabetes in American Indians
and Alaska Natives.

+ Only previous Special Diabetes Program for
Indians grant programs could compete for
funding. Interested programs completed an
application that provided evidence of their
capacity to successfully implement planned
project activities that involve recruiting and
retaining participants in intensive interventions
and conducting rigorous data collection
needed for evaluation of these projects.

+ The IHS convened a review group that included
IHS diabetes staff, diabetes experts, Tribal
Leaders, and Tribal representatives. This
group reviewed applications from 128 grant
programs and selected a diverse group of 66
grant programs, representing IHS, Tribal, and
Urban programs; large and small programs;
and geographically diverse locations.

+ The IHS Division of Diabetes Treatment and
Prevention established the Special Diabetes
Program for Indians Demonstration Projects
Coordinating Center to provide day-to-day
coordination and technical assistance to
the grant programs. The IHS awarded the
coordinating center contract to the University
of Colorado Health Sciences Center in
Denver, Colorado, through a competitive
process.

+ The IHS is conducting a comprehensive
evaluation of the Demonstration Projects to
answer questions on program effectiveness
and outcomes based on solid, statistically
accurate, and timely data.



Special Diabetes Program for
Indians Demonstration Projects

The 66 selected grant programs were awarded
grants for one of two programs within the Special
Diabetes Program for Indians Demonstration
Projects:

Diabetes Prevention Demonstration
Project: 36 Grant Programs

The Diabetes Prevention Demonstration Project
focuses on preventing diabetes in American
Indians and Alaska Natives at risk for developing
the disease. This project adapted, and is currently
implementing, the curriculum from the National
Institutes of Health (NIH) Diabetes Prevention
Program. This landmark study, published in 2002,
demonstrated that individuals with pre-diabetes
could prevent type 2 diabetes through lifestyle
changes and, to a lesser extent, with a medication
called metformin.

Many of the Special Diabetes Program for Indians
grant programs were already working on diabetes
prevention interventions prior to the release of the
NIH Diabetes Prevention Program study findings in
2002. The Special Diabetes Program for Indians
Diabetes Prevention Demonstration Project funds
provided the resources to build stronger diabetes
prevention programs by translating the promising
study findings through implementation of a common,
structured diabetes prevention education program
in 36 sites.

Healthy Heart Demonstration

Project: 30 Grant Programs

The Healthy Heart Demonstration Project focuses
on reducing the risk of cardiovascular disease

in American Indians and Alaska Natives who
already have diabetes. This program is currently
implementing a clinical, team-based, case
management approach to treat risk factors for

The Kenaitze Indians’ Diabetes Prevention
Program in Kenai, Alaska, has created a
unique approach to motivate people with
pre-diabetes to make healthy lifestyle
changes. Using a mural of the Yagahi
Chulane—the river of a healthy mind and
body—participants mark their journey to
prevent diabetes by placing hand-crafted
“paddles” and “fish” at different points
along the river, symbolizing the goals they
have achieved.

cardiovascular disease. This approach is based on
current models for chronic care management and
the latest cardiovascular disease prevention clinical
guidelines.

Cardiovascular disease is the leading complication
of diabetes, and the number one killer of American
Indian and Alaska Native adults. The Strong

Heart Study, an ongoing study of cardiovascular
disease in 13 American Indian and Alaska Native
communities, demonstrated that diabetes is a
major risk factor and accounts for the majority of
risk for cardiovascular disease events in American
Indians and Alaska Natives. The incidence of
cardiovascular disease in American Indians and
Alaska Natives now exceeds rates in the general
United States population. The funds for the Special
Diabetes Program for Indians Healthy Heart
Demonstration Project offer hope that American
Indian and Alaska Native communities can reverse
these troubling trends by implementing a more
intensive, structured case management approach
to addressing cardiovascular disease risk in people
with diabetes.
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Creating the Framework
for Progress

When the Special Diabetes Program for Indians
Demonstration Projects began, the Indian health
system was armed with Congressional direction
and evidence from the scientific literature. The
grant programs knew that they needed to focus on
diabetes prevention and cardiovascular disease
risk reduction, but they did not yet know how to
implement common project activities that reflected
recent scientific research in 66 diverse programs
and communities.

In fiscal year 2005, the grant programs and the
IHS launched an intensive, year-long collaborative
process to design diabetes prevention and cardio-
vascular disease risk reduction interventions,
community awareness activities, and a compre-
hensive project evaluation. This collaborative
process also provided the grant programs with the
opportunity to obtain technical assistance, network
with one another, and help each other work
through problems and challenges. Importantly,
the collaborative process allowed grant programs
to share the lessons learned from their years of
experience in diabetes treatment and prevention
through the Special Diabetes Program for Indians.

By the end of the collaborative planning year, the
grant programs had developed a comprehensive
plan for the interventions, community awareness
activities, and evaluation. All of the grant programs
successfully completed the requirements of the
collaborative planning year and moved on to the
next phase of required activities. Process data
from the planning year demonstrate the grant
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programs’ enthusiasm and support for the
Demonstration Projects:

+ 91% of grant programs were confident in
their ability to implement the clinical and
community awareness activities.

+ Ahigh percentage of grant programs
reported local support for their projects:

- Administrative support 92%
- Clinical support 92%
- Tribal government support ~ 80%
- Community support 79%

Although the grant programs have demonstrated
positive progress one year into the program, they
continue to work to overcome ongoing challenges:

+ 60% of the grant programs reported difficulties
with hiring qualified staff, particularly in rural,
smaller programs.

* 33% of the grant programs reported difficulties
with recruiting job applicants.

+ Staff turnover was significant and required
constant orientation.

+ Grant programs devoted a substantial amount
of time to obtaining local commitment to the
New projects.

+ Technical assistance needs were substantial,
with the majority of grant programs requesting
assistance with: (1) project participant
recruitment and retention strategies; (2)
motivational interviewing; (3) teaching the
adapted NIH Diabetes Prevention Program
curriculum; (4) program evaluation;

(5) community awareness activities; and
(6) case management.



+ Computer and internet access posed a
challenge, with 24% of grant programs
reporting access to at least one old or slow
processor computer, 6% without high speed
internet access, and 50% without writable file
storage or backup systems.

Early Progress of the Special
Diabetes Program for Indians
Demonstration Projects

The grant programs successfully began
implementation of the rigorous Demonstration
Project activities in fiscal year 2006. In addition,
the grant programs have launched community
awareness activities tailored to meet local needs
and priorities of individual American Indian and
Alaska Native communities. The following, along
with the stories woven throughout this chapter,
describe the early progress of the grant programs:

Diabetes Prevention

Demonstration Project

Each grant program is required to recruit 48
participants with pre-diabetes into the project each
year. The grant programs will teach the NIH
Diabetes Prevention Program Lifestyle Balance
Curriculum, adapted by each site for cultural
sensitivity and appropriateness during the planning
year. The goals for the participants include weight
loss, making healthier food choices, and increased
physical activity. By January 2007, the grant
programs had recruited a total of 1,043 participants
into the Diabetes Prevention Demonstration Project.
Most of these individuals were newly diagnosed
with pre-diabetes through the Demonstration
Project. Without this project, these individuals
may not have known their increased risk for the

The Indian Health Council, Inc.’s Journey of
the Heart program in San Diego, California,
is making a difference in educating and
motivating people with diabetes to reduce
their risk of cardiovascular disease. “We
are using the Indian Health Diabetes Best
Practices, treating for stroke and cardiac
issues, monitoring A1C and microalbumin,
and providing educational classes,” says
Virginia Hernandez, Diabetes Management
Coordinator. “Participants wouldn’t get this
kind of care anywhere else.”

development of diabetes or taken this opportunity
to prevent diabetes.

Healthy Heart

Demonstration Project

Each grant program is required to recruit 50
participants with diabetes into the project each
year. Each grant program will implement an
intensive case management program to treat
cardiovascular disease risk factors to target goals
and educate American Indians and Alaska Natives
on cardiovascular disease risk. By January 2007,
the grant programs had recruited a total of 961
participants into the Healthy Heart Demonstration
Project. All of these individuals already had
diabetes, but did not previously have access to the
type of intensive case management and chronic
condition management offered by the Healthy
Heart Demonstration Project.
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Moving Forward:

Using Evaluation and Lessons
Learned to Rapidly Spread
Quality Diabetes Care

The Special Diabetes Program for Indians
Demonstration Projects will continue their activities
through fiscal year 2008. The IHS Division of
Diabetes is using a public health program evalu-
ation framework to answer the following questions:

+ Did the grant programs successfully
implement the required activities?

+ How did the grant programs implement the
required activities in diverse communities?

+ \What were the short-term, intermediate,
and long-term outcomes as a result of the
program activities?

+ Were there improvements in risk factor
reduction for diabetes and cardiovascular
disease?

+ What factors were associated with successful
participants and grant programs?

+ \What were the lessons learned?
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Activities in the final year of this 5-year project
(fiscal year 2008) also include disseminating
project results and lessons learned throughout the
Indian health system. The results will help the
Indian health system understand how to best
translate the research on diabetes treatment

and prevention into the real world settings of
American Indian and Alaska Native communities.
The IHS Division of Diabetes also will use the
lessons learned from the Demonstration Projects
to train other Indian health programs to launch
successful diabetes prevention and cardiovascular
disease risk reduction strategies and activities.

The Special Diabetes Program for Indians Demon-
stration Projects are building on the foundation of
the original Special Diabetes Program for Indians
Community-Directed Diabetes Programs to ensure
that, as Congressman Nethercutt declared, “Another
generation of Native children must not be permitted
to develop diabetes at even greater rates than
today!” The many successes and lessons learned
have provided direction to shape a future in which
all children can live in a diabetes-free world.



Special Diabetes Program for Indians Demonstration Projects Map

B Healthy Heart
® Diabetes Prevention
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Special Diabetes Program for Indians Healthy Heart Demonstration Projects

\(I:\::: ((J)TI:ET Award Award Award
State | IHS Area Grant Program Name Tribes or Amount Amount Amount Total
s 2004 2005 2006

AK Alaska Yukon-Kuskokwim $330,000 $324,300 $324,300 $978,600
AZ Phoenix Hualapai $330,000 $324,300 $324,300 $978,600
AZ Phoenix Whiteriver IHS $404,000 $397,100 $397,100 |  $1,198,200
Az Tucson Tohono 0'0dham Nation v $404,000 $397,100 $397,100 | $1,198,200
CA California Indian Health Council $330,000 $324,300 $324,300 $978,600
CA California Redding Rancheria v $330,000 $324,300 $324,300 $978,600
CA California Riverside-San Bernardino $404,000 $397,100 $397,100 | $1,198,200
CA California Toiyabe $330,000 $324,300 $324,300 $978,600
MI Bemidii Sault Ste Marie $330,000 $324,300 $324,300 $978,600
MN Bemidii Leech Lake $404,000 $397,100 $397,100 | $1,198,200
MN Bemidii Mille Lacs Band v $330,000 $324,300 $324,300 $978,600
MT Billings Blackfeet Tribe $404,000 $397,100 $397,100 | $1,198,200
MT Billings Confederated Salish & Kootenai $330,000 $324,300 $324,300 $978,600
MT Billings Ft Belknap v $330,000 $324,300 $324,300 $978,600
NM Albuquerque Albuquerque IHS $404,000 $397,100 $397,100 | $1,198,200
NM Albuquerque Ramah Navajo $330,000 $324,300 $324,300 $978,600
NM Albuquerque Santo Domingo $330,000 $324,300 $324,300 $978,600
NM Albuquerque Taos-Picuris $330,000 $324,300 $324,300 $978,600
NM Navajo Navajo Area IHS $404,000 $397,100 $397,100 | $1,198,200
NY Nashville St. Regis Mohawk $330,000 $324,300 $324,300 $978,600
OK Oklahoma Absentee Shawnee $330,000 $324,300 $324,300 $978,600
0K Oklahoma Choctaw Nation $404,000 $397,100 $397,100 |  $1,198,200
OK Oklahoma IHC Resource Center of Tulsa v $330,000 $324,300 $324,300 $978,600
OK Oklahoma Muscogee Creek $404,000 $397,100 $397,100 | $1,198,200
SD Aberdeen Wagner Health Care IHS $330,000 $324,300 $324,300 $978,600
ut Phoenix Uintah & Ouray IHS $404,000 $397,100 $397,100 | $1,198,200
WA Portland NW Washington IHB $330,000 $324,300 $324,300 $978,600
WA Portland Seattle IHB $330,000 $324,300 $324,300 $978,600
WA Portland Yakama IHC $404,000 $397,100 $397,100 |  $1,198,200
Wi Bemidii Bad River Band $330,000 $324,300 $324,300 $978,600
Total $10,714,000 | $10,529,800 | $10,529,800 | $31,773,600
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Special Diabetes Program for Indians Diabetes Prevention Demonstration Projects

\(I:\z:: ETAZT Award Award Award
State | IHS Area Grant Program Name Tribes or Amount Amount Amount Total
T 2004 2005 2006

AK Alaska Kenaitze $330,000 $324,300 $324,300 $978,600
AK Alaska Norton Sound $330,000 $324,300 $324,300 $978,600
AK Alaska SEARHC $404,000 $397,100 $397,100 $1,198,200
AK Alaska Southcentral Foundation $404,000 $397,100 $397,100 $1,198,200
AZ Phoenix Colorado River $404,000 $397,100 $397,100 $1,198,200
AZ Phoenix Gila River $404,000 $397,100 $397,100 $1,198,200
AZ Navajo Tuba City $404,000 $397,100 $397,100 $1,198,200
CA California IHC — Santa Clara 4 $330,000 $324,300 $324,300 $978,600
CA California Sonoma County $330,000 $324,300 $324,300 $978,600
CA California UAI Involvement $330,000 $324,300 $324,300 $978,600
CA California United Indian Health Services v $404,000 $397,100 $397,100 $1,198,200
ID Portland Coeur d’Alene $330,000 $324,300 $324,300 $978,600
KS Oklahoma Haskell Health v $404,000 $397,100 $397,100 $1,198,200
MN Bemidii Fond Du Lac $330,000 $324,300 $324,300 $978,600
MN Bemidii IHB of Minneapolis $330,000 $324,300 $324,300 $978,600
MN Bemidii Red Lake $330,000 $324,300 $324,300 $978,600
MS Nashville Mississippi Choctaw $404,000 $397,100 $397,100 $1,198,200
MT Billings Rocky Boy $330,000 $324,300 $324,300 $978,600
ND Aberdeen Trenton IHS v $330,000 $324,300 $324,300 $978,600
NE Aberdeen Winnebago Tribe $330,000 $324,300 $324,300 $978,600
NM Albuquerque San Felipe Pueblo 4 $330,000 $324,300 $324,300 $978,600
NM Albuquerque Zuni Pueblo $404,000 $397,100 $397,100 $1,198,200
NY Nashville Seneca Nation $330,000 $324,300 $324,300 $978,600
0K Oklahoma Cherokee Nation $404,000 $397,100 $397,100 $1,198,200
0K Oklahoma Chickasaw Nation $404,000 $397,100 $397,100 $1,198,200
OK Oklahoma Lawton IHS v $404,000 $397,100 $397,100 $1,198,200
OR Portland Cow Creek Band 4 $404,000 $397,100 $397,100 $1,198,200
OR Portland Warm Springs $404,000 $397,100 $397,100 $1,198,200
SD Aberdeen Cheyenne River Sioux $330,000 $324,300 $324,300 $978,600
SD Aberdeen Pine Ridge IHS $404,000 $397,100 $397,100 $1,198,200
SD Aberdeen Rapid City IHS $330,000 $324,300 $324,300 $978,600
WA Portland Colville $330,000 $324,300 $324,300 $978,600
WA Portland Chehalis v $330,000 $324,300 $324,300 $978,600
WA Portland Quinault $330,000 $324,300 $324,300 $978,600
Wi Bemidii Ho-Chunk $330,000 $324,300 $324,300 $978,600
Wi Bemidii Menominee $330,000 $324,300 $324,300 $978,600
Total $12,990,000 | $12,766,800 | $12,766,800 | $38,523,600
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IN THEIR OWN WORDS:
QUOTES FROM SPECIAL DIABETES
PROGRAM FOR INDIANS STAFF

“Tribal communities have risen to the
call of taking control of diabetes and
preventing diabetes.”
Arlie Beeson, Gila River Indian
Community (Arizona)

“There was no diabetes program before the
Special Diabetes Program for Indians.”
Kelle Little, Coquille Indian Tribe (Oregon)

“The Special Diabetes Program for Indians
has allowed us to have a ‘backbone’ for our
wellness and outreach programs.”
Gary Ferguson, Eastern Aleutian Tribes
(Alaska)

“The Special Diabetes Program for

Indians has allowed us to follow our

diabetes patients more closely to

prevent long-term complications.”
Paula Gray, K’'imaw Medical Center
(California)

“Since the Special Diabetes Program for
Indians started, our whole community has
changed. We drink water, eat fruits and
vegetables, and work to control diabetes.”
lvy Radcliffe, Native American
Community Health (Arizona)

“We have gotten our Native youth up and active ...
involving them in activities that make them feel good
about themselves.”

Reyna Rivera, Sonoma County Indian

Health Project (California)
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“| sense a much deeper sense of trust and
teamwork in managing diabetes and health
care in my community since the Special
Diabetes Program for Indians started.”
Quana Winstead, Cherokee
(North Carolina)

“Tribal Leader advocacy is so necessary to
keep our programs going.”
Jan Atencio, Albuquerque Area
Diabetes Program (New Mexico)

“Since the Special Diabetes Program for Indians
started, many families have changed their lifestyles.
We involve the whole family.”
Connie Brushbreaker, Rosebud Sioux Tribe
(South Dakota)

“Our exercise program is so popular, our
Diabetes Prevention Program graduates
don’t want to stop meeting!”
Patricia Rosett, Sonoma County
Indian Health Project (California)

“The Special Diabetes Program for Indians
has assisted us in building bridges between
local and Tribal governments to promote good
health outcomes for all people.”

Phyllis Davis, Gun Lake Tribe (Michigan)

“The Special Diabetes Program for Indians has given
my community hope. We are going back to our
traditions and being physically active again.”

Carol Cruz, San Juan Pueblo (New Mexico)



CHAPTER 11

PATHWAYS TO SUCCESS: LESSONS LEARNED FROM
THE SPECIAL DIABETES PROGRAM FOR INDIANS

SUMMARY

Qver the course of its 10-year history, the
Special Diabetes Program for Indians
has identified pathways that lead to
quality diabetes care. Some of these
pathways relate to translating the science
of diabetes treatment and prevention in
the diverse settings of American Indian
and Alaska Native communities. Other
pathways relate to implementing effective
diabetes programs. These lessons are
presented in this Report with the hope
that other health care professionals,
program administrators, Tribal Leaders,
and patients on the front lines of the
diabetes epidemic can apply them to their
own programs.

The Special Diabetes Program for Indians has
made great strides in diabetes treatment and
prevention, paving the way to a healthier future for
American Indian and Alaska Native communities.
During the past 10 years, the Special Diabetes
Program for Indians, together with the Indian
Health Service (IHS) Division of Diabetes Treatment
and Prevention, has learned many important
lessons that have contributed to the Program’s
success. These pathways to success reflect

the vast experience in diabetes treatment and
prevention that American Indian and Alaska Native
communities gained as a result of the Special
Diabetes Program for Indians.

Pathways to Effective
Translation of the Science

The Special Diabetes Program for Indians uses
findings from the scientific literature to guide the
development and implementation of diabetes
treatment and prevention activities. The Program
learned the following lessons in the course of
translating the science on diabetes in American
Indian and Alaska Native communities.
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Treating and preventing diabetes

and its complications requires
continued, persistent action

Since the inception of the Special Diabetes
Program for Indians, American Indian and Alaska
Native communities have experienced significant,
positive outcomes in diabetes treatment and
prevention. Although the observed changes are
encouraging, the diabetes epidemic requires
concerted, ongoing efforts to reverse its growth.
Through effective resource allocation, attention to
new findings in the scientific literature on diabetes,
access to new medications and technology,
program accountability, and strong partnerships,
the Special Diabetes Program for Indians has led
the effort to spread quality diabetes treatment

and prevention practices to American Indian and
Alaska Native communities and their health systems
throughout the United States.

Protecting children and youth from
type 2 diabetes is a top priority

The childhood obesity epidemic, and resulting
emergence of type 2 diabetes in youth, is a
complexissue. It will take years—if not decades—
to reverse the startling childhood obesity and
type 2 diabetes trends that affect virtually every
community in the United States.

Until the results of several major scientific studies
on preventing type 2 diabetes in youth are
published in the coming years, the Special
Diabetes Program for Indians has identified several
strategies that hold promise. Effective programs
target women of childbearing age and their families
to intervene before conception, during the prenatal
period, and during the first few years of the child’s
life; breastfeeding promotion, for example, is a
particularly effective strategy to reduce childhood
obesity and type 2 diabetes. As with adults,
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effective programs offer strategies to increase
physical activity and improve food choices and
behaviors early in life. Furthermore, intervening
earlier with children who are already obese and
have diabetes is especially important.

Reducing the threat of obesity will

help stem the diabetes epidemic

The prevalence of overweight and obesity continues
to increase in American Indian and Alaska Native
communities. The scientific literature suggests
that addressing obesity and weight management is
one of the most effective strategies for preventing
diabetes and its complications in adults and youth.

The Special Diabetes Program for Indians learned
that weight loss among American Indians and
Alaska Natives requires the use of multiple,
culturally appropriate strategies. Adults and youth
require access to weight loss programs that use
innovative weight management tools and activities
designed for specific age groups and individuals.
To reach as many people as possible, effective
diabetes programs must offer activities and
services in a variety of community settings. In
addition, diabetes programs need to form
partnerships with schools, work sites, and other
community organizations to provide access to
healthy foods and to change community norms
and the environment.

Nutrition programs are a

cornerstone of effective diabetes
treatment and prevention efforts

The scientific literature documents the association
between high-fat, high-calorie diets and the

onset of diabetes, and offers strong evidence that
nutrition programs are a cornerstone of effective
diabetes treatment and prevention. Consequently,
the need for nutrition programs, services, and



policies to promote good nutrition and healthy
eating is as urgent as ever.

Although numerous socioeconomic and environ-
mental factors in American Indian and Alaska Native
communities make it difficult for people to eat well,
the Special Diabetes Program for Indians identified
pathways for continued action and progress. These
pathways—early intervention, focus on prevention,
efficient delivery of nutrition services, and clear and
consistent nutrition messages—will ensure that
American Indian and Alaska Native communities
overcome the epidemics of obesity, diabetes, and
subsequent chronic conditions.

Increasing access to physical

activity is vital at all ages

Physical activity has great potential to ease the
burden of diabetes and improve the quality of life
in American Indian and Alaska Native communities.
The scientific literature shows that only moderate
physical activity is needed to realize health benefits.
The Special Diabetes Program for Indians uses
innovative, culturally appropriate strategies to raise
awareness about the benefits of physical activity
and to integrate more active lifestyles into American
Indian and Alaska Native communities. Access to
physical activity programs and resources for these
communities must improve.

Focus on a behavioral approach to
achieving health equity

The scientific literature clearly demonstrates that
certain lifestyle behaviors have a negative effect
on health status. The Special Diabetes Program
for Indians learned that people can change their
behaviors and have a healthier quality of life when
they have access to patient-centered care and
culturally appropriate behavioral therapy. This
includes avoiding blaming the patient, and instead

“Before the Special Diabetes Program for
Indians, we had over a 5-month wait to
get a patient into the diabetes clinic. The
Special Diabetes Program for Indians
funds have made possible a state-of-the-
art diabetes program here in Cherokee
where we see success stories every day of
people controlling their diabetes. Without
the Special Diabetes Program for Indians,
we would go back to having too little care
available for far too many patients.”

Ann Bullock, M.D.

Medical Director

Eastern Band of Cherokee Indians
Health and Medical Division

addressing the emotions associated with diabetes
and treating overweight and obesity as chronic
conditions that require long-term management. In
addition, obesity prevention will not work without
stress reduction activities, early identification of
depression, strengthening self-esteem and cultural
pride, and promoting healthy body images.

Include family and community
interventions

Health programs typically focus on the individual
with the disease. The Special Diabetes Program for
Indians learned that a more successful approach
in American Indian and Alaska Native communities
is to focus on the family and the community. This
strategy is important because other family members,
rather than the person with diabetes, often make
decisions about purchasing and preparing food, as
well as plan activities for the family. Furthermore,
focusing on the family and the community helps
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ensure that people who are at risk for developing
diabetes can access information about diabetes
prevention.

Pathways to Effective Program
Implementation

The Special Diabetes Program for Indians is the
largest grant program in the history of the IHS. The
IHS Division of Diabetes learned many important
lessons about effective program implementation
during the course of administering and managing
a grant program of this scale.

Involve local leaders and community
members in program decision-making
The Special Diabetes Program for Indians
implemented several strategies to promote
stronger collaboration between the IHS and local
Tribal and Urban Indian health programs. First, the
Special Diabetes Program for Indians involved local
leaders and community members in funding and
program development decisions. Second, national
and regional program administrators enhanced
partnerships with the grant programs by sharing
knowledge and expertise, suggesting clinical and
public health strategies for excellence, providing
surveillance, and facilitating a peer-to-peer network.
As a result, local leaders and community members
have assumed greater ownership of their diabetes
programs.

Building program infrastructure

takes time

When the Special Diabetes Program for Indians
funding became available in 1998, some American
Indian and Alaska Native communities already had
basic diabetes programs in place, but the majority
of organizations in the Indian health system did
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“Prevention of diabetes has been brought
to the forefront so much that | would now
call ‘prevention’ a household word. Our
Tribal members are aware of prevention
methods, and | believe that it is becoming
part of our culture as we attempt to prevent
diabetes through lifestyle changes.”

Judy Goforth Parker
Tribal Leader
Chickasaw Nation of Oklahoma

not. The Special Diabetes Program for Indians
funding enhanced existing diabetes programs and
helped create many new programs. Now, 10 years
since the Special Diabetes Program for Indians
began, most American Indian and Alaska Native
communities have the infrastructure necessary

to provide excellent diabetes clinical care and to
conduct diabetes treatment and prevention activities.

Program communication must be
consistent and reinforced

The Special Diabetes Program for Indians learned
that communication about its mission, goals, and
objectives must be consistent and reinforced.
This practice helps ensure that all grant programs
understand and promote the same vision to Tribal
Leaders and Tribal members. This practice also
recognizes that it takes time for people to
understand a complex and serious disease like
diabetes and to accept new ideas and ways of
living.

To encourage their communities to embrace the
Special Diabetes Program for Indians, the grant
programs used a number of successful communi-
cation strategies. For example, the grant programs
tailored program messages to different subgroups



within the population. The grant programs

also delivered program messages through trusted
sources, such as Tribal leaders, and through a variety
of communication channels to ensure that they
reached and influenced the intended audiences.

Find ways to work together

In a large, multifaceted program like the Special
Diabetes Program for Indians, numerous stakeholders
bring differing opinions and approaches to bear.
The Special Diabetes Program for Indians learned
that program staff and Tribal Leaders must work
together and maintain their focus on common
goals. To foster an ongoing collaboration between
the IHS and Tribal leadership, the IHS established
the Tribal Leaders Diabetes Committee to serve as
an advisory body to the IHS on decisions regarding
Special Diabetes Program for Indians funding,
administration, and direction. Through this
unique partnership, Tribal Leaders and the IHS
worked together to crystallize the many facets

of diabetes treatment and prevention—as well
as the challenges of diabetes in American Indian
and Alaska Native communities—into a cohesive,
structured program.

Focus on the basics of good

clinical care

When funding for a new initiative becomes available,
programs may be tempted to purchase the latest
technology to help address a major public health
problem, such as the diabetes epidemic. Although
technology is an important tool in addressing
diabetes, the Special Diabetes Program for Indians
learned that a focus on good clinical care and solid
public health practices is essential for treating

and preventing diabetes effectively. Toward this
end, the Special Diabetes Program for Indians
promotes the basics of quality diabetes treatment
and prevention by disseminating the consensus-

Melanie Benjamin changed her life by integrating healthy
living into her everyday routine.

based /HS Standards of Care for Diabetes and
Indian Health Diabetes Best Practices documents.

Avoid duplication of effort by creating
mechanisms for sharing ideas

The Special Diabetes Program for Indians
developed a strong network that employs a
number of strategies to ensure that information
flows between the grant programs and the IHS.
First, the IHS Division of Diabetes ensures that new
and innovative tools, materials, and processes are
shared among the grant programs. Second, the
Special Diabetes Program for Indians provides
networking opportunities at national and regional
conferences to help grant programs learn from
one another. Third, the /HS Standards of Care for
Diabetes, the IHS Guidelines for Care of Adults
With Prediabetes andy/or the Metabolic Syndrome,
and the Indian Health Diabetes Best Practices
documents provide the grant programs with a
mechanism for sharing diabetes treatment and
prevention expertise. The Special Diabetes Program
for Indlians learned that these communication tools
are essential to ensure that lessons learned in
Alaska are available to programs in Oklahoma, and
that new materials developed in California reach
audiences in Tennessee.
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Foster creativity and reward innovation
Often, research from large diabetes treatment

and prevention studies tells us the what. what
needs to be done, what factors are important, what
measures to use, and what results to expect. But
research rarely tells us how: how to implement the
interventions in the real world and how to deal with
uncontrollable variables. The Special Diabetes
Program for Indians learned that the best ideas to
answer these questions do not necessarily emerge
at the national level and then filter down to local
programs. Instead, the best ideas often come
from the innovations of creative people working at
the local level. In addition, the Special Diabetes
Program for Indians learned it is important to foster
this local creativity, reward it, and make it easier
for health care providers to implement their ideas.

Partner with many and share the credit
The many successes of the Special Diabetes
Program for Indians represent only the beginning
of what can be achieved when Tribal, governmental,
and organizational partners work together toward
a shared goal. These partnerships are important at
the local, regional, and national levels.

For example, the Special Diabetes Program for
Indlians has formed partnerships with many agencies
and organizations, such as the National Diabetes
Education Program, a program co-sponsored by
the National Institutes of Health and the Centers
for Disease Control and Prevention (CDC). As a
result, the grant programs are able to use diabetes
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materials that these organizations have developed.
This efficient practice saves time and money, and
helps ensure that communication about diabetes
at the local and national levels is accurate and
consistent. In addition, the grant programs share
their work freely, encouraging one another to tailor
activities and materials to suit local needs.

Evaluation design needs to take into
account many different outcomes
Evaluating a project as large and complex as the
Special Diabetes Program for Indians requires an
approach that monitors the achievements made
along the way to reaching the ultimate goal of
reducing diabetes in American Indian and Alaska
Native communities. The Special Diabetes Program
for Indians uses an evaluation tool developed

by the CDC, called the Framework for Program
Evaluation in Public Health, to evaluate short-term
and intermediate outcomes. This approach not
only recognizes that it takes many years to reach
a long-term outcome, such as reducing the
prevalence of diabetes, but also informs effective
program development and implementation.

Strive to demonstrate improved

cost performance as well as

clinical performance

The Special Diabetes Program for Indians
created systems to study how investments in
quality diabetes treatment and prevention affect
the economics associated with the disease. For
example, the Special Diabetes Program for Indians



Demonstration Projects use proven strategies that
should result in economically favorable outcomes
over time. The IHS has formed an economic
analysis team to investigate the direct costs of

the Demonstration Projects in American Indian
and Alaska Native communities. The economic
analysis team will provide critical information
regarding effective treatment and prevention
interventions and economic savings.

Celebrate success
Immersed in the busy, day-to-day work of delivering
diabetes care or running a grant program, it is

gasy to lose sight of all that is being accomplished.

Every now and then, it is important to step back,
look at the milestones that have been achieved,
and celebrate the successes—Iarge and small.

The Special Diabetes Program for Indians
learned that national and regional conferences
are particularly important for gathering the grant
programs to review how far they have come and
to share both challenges and successes. These
networking opportunities energize grant program
staff to take on new challenges, and they return
home ready to celebrate their own successes and

implement the ideas gathered from their colleagues.

A participant at a Diabetes Regional Megting in 2006
visits booths for information on diabetes.

Moving in the Right Direction

QOver the course of the past 10 years, the IHS and
the Special Diabetes Program for Indians have
learned to translate findings from the scientific
literature into effective diabetes programs,
shedding light on the pathways to successful
diabetes treatment and prevention. Equipped with
these lessons learned, the Indian health system

is poised to continue working toward the goal of a
diabetes-free future.

CHAPTER 11 | PATHWAYS TO SUCCESS: LESSONS LEARNED E



LORELEI DECORA:
RETURNING TO THE TRADITION
OF BEING DIABETES-FREE

Fourteen years ago, | broke down and cried on the
second floor of the Rosebud Hospital in Rosebud,
South Dakota. While making my rounds as a
public health nurse, it suddenly hit me: Every
patient on the medical/surgical ward that day was
hospitalized due to a diabetes complication. There
was an epidemic of diabetes in Native people, and
[ hadn’t even seen it coming.

From that day on, | knew | had to do everything

| could to help create a diabetes-free future for
Native people. With the guidance of the Creator,

| learned that the key to overcoming diabetes is
to realize we are spiritual people and cannot feel
self-worth and be healthy when we are separated
from our traditions.

Since then, thousands of medical professionals and
Tribal program staff have joined the fight against
diabetes. And the result is a beautiful sight! When
[ travel to other Tribes, | see entire communities
mobilized to fight diabetes. Tribal departments,
Tribal councils, and government and non-profit
agencies—we all are working with a single
purpose. QOver and over we pledge this: We are
committed to creating a diabetes-free future for
Native people for at least two generations. That is
how long it will take to make preventing diabetes a
tradition.

So far, we have made progress with adults. We
have done this patient by patient, family by family.
But there is only so much that can be done with
adults who have ingrained habits. As Perry Dyea
(Laguna) says, “I've eaten fried meat and tortillas
all my life. Suddenly, I'm told to eat an orange!
That won't work!” But Perry did learn to control his
diabetes by eating less and walking every day.
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Perry’s children are a different story. They don’t
have to break habits and learn new ones.
Community-wide mobilizations to fight diabetes
are happening in almost every Indian community,
plus a new initiative called Diabetes Education in
Tribal Schools is giving our children the opportunity
to learn about diabetes prevention right in their
classrooms.

With continued efforts by the Indian Health Service
and other agencies, our children will be looking

at a future vastly different from Perry’s. They will
have the opportunity to learn to say, “Yes, you can
tell me to choose meat that is baked, broiled, or
grilled. And | will listen!”

Everything we've learned about grounding people
in spirituality and tradition and mobilizing
communities has had amazing results for a
generation of people. And now we are face-to-face
with a huge, historic opportunity: to learn how to
prevent diabetes in our youngest generation.

When we have done this and our children are
automatically making healthy choices, day

after day, then we will have succeeded. We have
paved the way for a diabetes-free future for Native
people, and in doing so, we have returned to
tradition.

Lorelei DeCora
Winnebago Tribe



CHAPTER 12

THE FUTURE DIRECTION OF DIABETES CARE

SUMMARY

Through the collective and persistent
efforts of the grant programs, Tribal
Leaders, and Indian Health Service
Division of Diabetes Treatment and
Prevention, the Special Diabetes Program
for Indians has helped American Indians
and Alaska Natives move toward a
diabetes-free future. To continue working
toward this goal, the Indian health system
will follow a focused action plan that is
based not only on guidance from Tribal
Leaders, Tribal members, and grant
programs, but also on proven scientific
findings.

IN THE INDIAN HEALTH SYSTEM

The Indian Health Service (IHS), Tribal, and

Urban Indian health programs will leverage the
experience and expertise gained over the past

10 years of the Special Diabetes Program for
Indians to spread effective diabetes treatment and
prevention strategies throughout American Indian
and Alaska Native communities. To achieve this
goal, the Indian health system will focus on two
main strategies: (1) improve diabetes prevention
and cardiovascular disease risk reduction through
wide integration of the Demonstration Project
findings; and (2) build on the grant programs’
record of success in clinical care, nutrition,
physical activity, weight management, and other
key areas of diabetes treatment and prevention.

Apply the Findings of the
Diabetes Prevention and
Healthy Heart Demonstration
Projects

By fiscal year 2009 when the rigorous
evaluation of the Special Diabetes Program for
Indians Diabetes Prevention and Healthy Heart
Demonstration Projects is complete, the Indian
health system will understand how best to
implement these successful interventions in the
diverse settings of American Indian and Alaska
Native communities.

The next step will be to disseminate the
Demonstration Projects’ successful treatment
and prevention strategies to American Indian
and Alaska Native communities throughout the

CHAPTER 12 | FUTURE DIRECTION OF DIABETES CARE E



United States. The infrastructure and processes
already in place as a result of the Special Diabetes
Program for Indians will help the Indian health
system to spread these innovations rapidly and
efficiently. Integrating the new findings into
established programs within American Indian and
Alaska Native communities is efficient and ensures
long-term sustainability, which is necessary

to achieve success in diabetes treatment and
prevention.

The IHS also hopes that the Demonstration
Projects will shed light on how to apply new
evidence from the diabetes literature about
effective treatment and prevention strategies.
For example, by 2010, the results of major
studies about diabetes prevention in children will
be released. The results of the Demonstration
Projects may help the Indian health system
understand the most effective way to translate and
implement the latest, evidence-based diabetes
prevention activities for children and youth.

Build on Current Success

Over the course of its 10-year history, the Special
Diabetes Program for Indians has enhanced

and refined diabetes treatment and prevention
practices in American Indian and Alaska Native
communities. The Indian health system will
continue to build on the Program’s strong record of
success by continuing to implement the following
activities.

Clinical Care

The Indian health system will deliver quality care
for American Indians and Alaska Natives with
diabetes by:
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Steve Rith-Najarian and Ray Shields work together
in the effort to care for people with diabetes.

+ Developing and implementing key elements
of diabetes care, such as diabetes teams,
registries, and clinics.

+ Treating blood sugar, blood pressure,
and cholesterol aggressively to reduce
cardiovascular disease risk and to slow the
progression of diabetes-related eye disease,
kidney disease, and nerve disease.

+ Developing and disseminating the Indian
Health Diabetes Best Practices documents.

* Supporting and promoting activities that help
people manage their diabetes effectively.

+ |mproving outcome measurements and
evaluation of current and newly designed
interventions.

Youth

Through a multi-faceted approach that includes
families, schools, health care providers, and

other important community stakeholders, the
Indian health system will continue to address the
childhood obesity epidemic and the emergence of
type 2 diabetes in youth by:

+ Rapidly disseminating the latest scientific
research and promising practices.



+ Addressing the continued need for age-
specific, culturally appropriate behavioral
therapy.

+ Defining strategies to address psychosocial
risk factors and social determinants for
childhood obesity.

+ Developing a sustainability plan for
preventing type 2 diabetes in youth.

Nutrition

Nutrition programs and policies in American Indian
and Alaska Native communities are an important
component of diabetes treatment and prevention.
The Indian health system will enhance this key
element of diabetes care by:

+ Increasing staffing of qualified nutrition and
diabetes education health care professionals.

+ |mproving access to health promotion and
disease prevention resources.

+ Delivering nutrition services through
clinical and community partnerships and
collaborations in an efficient manner.

* Expanding advocacy efforts for environmental
changes in community and public health
settings, schools, worksites, places of
worship, and corporate locations.

Physical Activity

The Indian health system will work to help people
adopt or maintain active lifestyles to reduce the
burden of obesity and diabetes by:

+ Using the latest scientific research and
promising practices to develop physical
activity policy guidelines.

At the Nike Training program, participants do push-ups
to measure their physical fitness.

+ Addressing the behavioral issues of physical
activity, self-esteem, cultural pride, and
promotion of healthy body images.

+ Continuing to promote and translate physical
activity resources and standards of care
throughout American Indian and Alaska
Native communities.

Weight Management

The Indian health system will use proven, effective
weight management strategies to halt the growth
of the obesity epidemic in American Indian and
Alaska Native communities by:

+ Rapidly disseminating the latest scientific
research and promising practices on adult
weight management.

+ Remedying shortages of registered dietitians,
counselors, and behavioral therapists to
address the lifestyle and behavioral needs of
American Indians and Alaska Natives.

+ Addressing the emotions associated with
diabetes and other chronic conditions.

+ |Leading the paradigm shift away from
blaming the patient to treating overweight
and obesity as chronic conditions that require
long-term management.
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Behavior Change

The Indian health system will promote proven
strategies that encourage healthy behavior and
a sense of healing among American Indians and
Alaska Natives. IHS, Tribal, and Urban Indian
health programs will bring these strategies to the
next level by:

+ Addressing the need for culturally appropriate
behavioral therapy.

+ Focusing on traditional approaches for
diabetes treatment and prevention.

+ Raising awareness about the need to address
behavioral health issues and their relationship
to physical health.

The Road Ahead: Participating in an organized
community walk, a Seminole family hopes they are
on the path to a diabetes-free future.

On the Path to a
Healthier Future

The IHS is poised to continue working with
Tribal Leaders, Tribal members, and Indian
health system partners to realize the dream of

a diabetes-free future for American Indians and
Alaska Natives. Now is the time to take the path
to that healthier future.
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APPENDIX 1

INDIAN HEALTH SERVICE DIVISION OF
DIABETES TREATMENT AND PREVENTION

For nearly 3 decades, the Indian Health Service
(HS) Division of Diabetes Treatment and Prevention
has served as a leader in the fight against the
growing diabetes epidemic.

A Call to Action:

Establishment and Background
of the IHS Division of Diabetes
Treatment and Prevention

Congress established the IHS Division of Diabetes
Treatment and Prevention in 1979 in response to
the emerging epidemic of diabetes in American
Indian and Alaska Native communities. Formerly
called the IHS National Diabetes Program, the
mission of the IHS Division of Diabetes is to
develop, document, and sustain clinical and public
health efforts to treat and prevent diabetes in
American Indians and Alaska Natives.

With an office in Albuquerque, New Mexico, the
IHS Division of Diabetes is comprised of:

+ The Director.

+ The Deputy Director, also a Nurse Consultant.

+ A Medical/Clinical Consultant with expertise
in pediatrics.

+ A Nutrition Consultant.

* Two Special Diabetes Program for Indians
Grant Project Officers.

+ A Data Management/Statistical Consultant.

+ Administrative support staff.

Since its original call to action, the IHS Division of
Diabetes has mobilized an extensive network—
including governmental and non-governmental
organizations, scientific experts, health care
professionals, and community members—to
implement diabetes treatment and prevention
activities in American Indian and Alaska Native
communities. This network has created significant
capacity and infrastructure for diabetes. In
partnership with this network, the IHS Division
of Diabetes provides services and support in the
following areas:

+ Diabetes data; Comprehensive diabetes
surveillance system.

+ Technical support: Training and research
translation.

+ Quality assurance and improvement:
Standards of care, clinical guidelines,
consensus-based /ndian Health Diabetes
Best Practices documents, and program
accreditation.

+ Employment: Resource information on a full
complement of training opportunities.

+ Cultural competence: Culturally relevant
diabetes education materials and expertise in
health disparities.

+ Information systems support:
Ongoing enhancement of and training
on key components of the IHS Electronic
Patient Record System, including the
Electronic Health Record and the Diabetes
Management System.
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Overview of the Indian Health
Diabetes Network

The Indian health diabetes network includes an
Area Diabetes Consultant in each of the 12 IHS
Areas, 19 Model Diabetes Programs, 399 Special
Diabetes Program for Indians grant programs, and
other diabetes and technical experts.

Area Diabetes Consultants

The Indian Health Care Improvement Act, amended
in 1987, established that each IHS Area should
have an Area Diabetes Consultant to support a
variety of activities, including:

+ Serve as Project Officers for the Special
Diabetes Program for Indians Community-
Directed Diabetes Program.

+ Serve as a liaison between the Special
Diabetes Program for Indians grant programs
and clinical staff at IHS, Tribal, and Urban
Indian health care facilities.

+ Play a critical role in the coordination of the
extensive Indian health system diabetes
network to facilitate bi-directional information
flow from local to national levels.

+ Provide diabetes orientation, training,
and monitoring activities to health care
professionals and paraprofessionals.

+ Work with the IHS Division of Diabetes
to translate and disseminate the latest
scientific findings on diabetes treatment
and prevention to American Indian and
Alaska Native communities.
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Model Diabetes Programs

Congress established the Model Diabetes
Programs through legislation in 1979 when it
created the IHS Division of Diabetes. The IHS
developed these programs to design effective
approaches to diabetes clinical care, provide
diabetes education, and translate and develop new
approaches to diabetes care. The Model Diabetes
Programs have made significant contributions

in the communities where they are located,
including:

+ Providing state-of-the-art,
comprehensive clinical diabetes care.

+ Offering support and technical assistance to
other Indian health programs.

+ Developing and testing education materials.

+ Disseminating promising diabetes care
strategies by publishing data in peer-reviewed
medical journals.

+ Offering diabetes education and nutrition
counseling services.

+ Providing diabetes education to health care
professionals and paraprofessionals.

+ |Implementing community-based diabetes
prevention activities.



At a Diabetes Regional Meeting in 2006, attendees
network with each other, participate in seminars, and
share their own stories.

Special Diabetes Program for Indians
The 399 Special Diabetes Program for Indians
grant programs are the newest members of the
Indian health diabetes network. The grant programs
participate in organized education sessions,
conferences, and regular conference calls, and
they share information and lessons learned with
one another. As a result, they have expanded and
strengthened the network so that information flows
rapidly among the local, regional, and national
levels. This ensures the rapid translation of new
scientific findings to local health care settings
throughout the system.

Building on Partnerships

Early in its diabetes treatment and prevention
efforts, the IHS recognized the importance of
creating strong partnerships and alliances. The
Special Diabetes Program for Indians provided
an opportunity for the IHS Division of Diabetes to
strengthen existing partnerships and create new
ones. These organizations have united with the
IHS Division of Diabetes to combat the diabetes
epidemic:

+ American Academy of Pediatrics, Committee
on Native American Child Health

+ American Association of Diabetes
Educators

+ American Diabetes Association

+ American Dietetic Association

+ Association of American Indian Physicians
+ Boys and Girls Clubs of America

+ Centers for Disease Control and Prevention
¢ |HS Head Start

+ |nstitutions of higher learning, including
universities and Tribal colleges

+ Joslin Diabetes Center

* Juvenile Diabetes Research Foundation
International

+ National Congress of American Indians

+ National Diabetes Education Program

+ National Indian Health Board

+ National Institutes of Health

+ State diabetes prevention and control programs
¢ Urban Indian Health Institute

+ United States Department of Agriculture
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Training Opportunities The Special Diabetes Program for Indians
Demonstration Project grant programs also

The IHS offers numerous training opportunities participated in several trainings on cardiovascular
for Indian health programs. In 2006, health care disease risk reduction strategies and the National
professionals and paraprofessionals, community Institutes of Health (NIH) Diabetes Prevention
health program staff, community members, Tribal Program Lifestyle Balance Curriculum.

Leaders, and Special Diabetes Program for Indians
grant program staff from all 12 IHS Areas attended

trainings sponsored by the IHS. The trainings Strong Record of
covered topics such as: Accomplishments
+ (Case management. The IHS Division of Diabetes has a long history of

serving as a benchmark for diabetes clinical and
public health excellence. The table on following
page highlights the accomplishments of the IHS
+ (linical diabetes management for health care Division of Diabetes.

professionals.

+ (Chronic condition care.

+ Chronic kidney disease management.

+ Data management systems.
+ Diabetes education.

+ Diabetes management for health care
paraprofessionals.

+ Exercise science.

+ |ifestyle coaching and motivational interviewing
to promote behavior change.

+ Obesity prevention in children and youth.
+ Weight management.
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Table A1.1. Indian Health Service Division of Diabetes Treatment and Prevention Accomplishments

Decade

Accomplishments

Late
1970s

+ Early in its history, became a pioneer in developing a public health approach to diabetes.

1980s

+ Published some of the first American Indian and Alaska Native diabetes epidemiologic surveillance data.
+ Developed the IHS Standards of Care for Diabetes in 1986.

+ Began publishing articles in peer-reviewed journals about the use of the /HS Diabetes Care and
Outcomes Audit to measure improvements in diabetes care.

1990s

+ Demonstrated the delivery of significantly better care to elderly American Indian and Alaska Native patients
with diabetes, as compared with the United States elderly population (1994 General Accounting Office report).

+ Continued improvements in diabetes care practices.

+ Established the Special Diabetes Program for Indians with funds awarded by Congress. The purpose of
the Program is to treat and prevent diabetes in American Indian and Alaska Native communities.

+ Recognized internationally as a model of community involvement and program effectiveness. Invited to
present at the World Congress on Diabetes Prevention.

+ Contributed a chapter on diabetes in American Indians and Alaska Natives to the widely used NIH
publication titled Diabetes in America.

2000s

+ Expanded the Special Diabetes Program for Indians with increased funding from Congress, including the
development of demonstration projects on the primary prevention of diabetes and cardiovascular risk reduction.

+ Received approval from the Centers for Medicare and Medicaid Services as a National Accreditation
Organization for American Indian and Alaska Native diabetes education programs. The American
Diabetes Association is the only other organization in the United States with this authority.

+ Translated and disseminated the results of the NIH Diabetes Prevention Program.
+ Developed and disseminated the Indian Health Diabetes Best Practices documents.

+ Evaluated the Special Diabetes Program for Indians Community-Directed Diabetes Programs, which
have demonstrated numerous positive, significant short-term and intermediate outcomes.

+ Improved the accuracy of baseline long-term measures (e.g., prevalence and mortality), and established
systems to measure long-term diabetes complications.

+ Collaborated with the Joslin Vision Network Teleophthalmology Project to implement eye scan technology
and evaluate American Indians and Alaska Natives for diabetes-related eye disease through 41
programs in 16 states.

+ Collaborated with the United States Department of Defense, Veterans Administration, and Joslin Diabetes
Center to develop a web-based case management program to improve diabetes team care coordination
and self-management education for people with diabetes.

+ Collaborated with the American Academy of Pediatrics to develop and publish a clinical report on preventing
and treating type 2 diabetes in American Indian and Alaska Native children (Pediatrics, October 2003).

+ Submitted two reports to Congress (2000 and 2004) on the progress and outcomes of the Special Diabetes
Program for Indians.
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APPENDIX 2

EVALUATION METHODOLOGY FOR THE
SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS

The Special Diabetes Program for Indians
represents a broad, community-based public
health approach to diabetes treatment and
prevention for American Indians and Alaska
Natives. The Program allows American Indian and
Alaska Native communities to develop activities
that address local concerns and needs. Asa
result, the Special Diabetes Program for Indians
funding supports a wide range of services, posing
a challenge for evaluation of the Program.

To address this challenge, the Indian Health
Service (IHS) Division of Diabetes Treatment and
Prevention used accepted public health evaluation
frameworks and models. These frameworks and
models used a variety of data sources to measure
the extent to which services and activities were
implemented and to measure the outcomes

that could be attributed to the Special Diabetes
Program for Indians Community-Directed Diabetes
Programs.

The following is a description of the Special Diabetes
Program for Indians evaluation methodology.
The IHS Division of Diabetes used this evaluation
methodology to obtain the results described in

this Report, as well as the two previous reports to
Congress, on the Special Diabetes Program for
Indians. (For an in-depth discussion of the evaluation
methodology, please refer to the “December 2004
Interim Report to Congress on the Special Diabetes
Program for Indians.”)

Evaluation of the Special
Diabetes Programs for Indians
Community-Directed Diabetes
Programs

The IHS Division of Diabetes conducted formal
evaluations of the Special Diabetes Program for
Indians Community-Directed Diabetes Programs to:

+ Determine whether the grant programs
implemented diabetes treatment and
prevention services for American Indians and
Alaska Natives.

+ Measure diabetes treatment and prevention
outcomes reported by the grant programs.

To meet these objectives for its evaluation of the
Special Diabetes Program for Indians, the IHS
Division of Diabetes used: (1) the Centers for
Disease Control and Prevention (CDC) Framework
for Program Evaluation in Public Health; and (2) the
Chronic Care Model.

CDC Framework for Program
Evaluation in Public Health

The CDC Framework for Program Evaluation

in Public Health allows many outcomes to be
measured along a continuum of short-term,
intermediate, and long-term outcomes.™ During
the first few years of the Special Diabetes Program
for Indians, short-term outcomes included
accomplishments related to developing the
infrastructure needed to start and enhance
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diabetes treatment and prevention activities. For
example, the Special Diabetes Program for Indians
grant programs needed to hire staff, develop
their programs, and offer diabetes treatment and
prevention services such as foot care, physical
activity, and diabetes education services.

As the grant programs gained expertise in
diabetes care, the IHS Division of Diabetes
obtained information on intermediate outcomes.
Intermediate outcomes can be measured to
determine if the grant programs’ activities and
services resulted in measurable changes, such
as increasing awareness of diabetes and reducing
risk factors for diabetes and its complications.

Long-term outcomes, including whether the
Special Diabetes Program for Indians resulted
in reduced complications and death from
diabetes, eventually can be measured. However,
the current trends in diabetes-related complications
and deaths may take years to reverse given the
magnitude of the diabetes epidemic in American
Indian and Alaska Native communities. Therefore,
planning for initial long-term outcome measurements
has focused on ensuring that data systems are in
place to measure trends over time.

Chronic Care Model

The IHS Division of Diabetes used the Chronic Care
Model to evaluate the effectiveness of its systems of
care in addressing diabetes as a chronic condition.
The MacColl Institute of the Group Health Coop-
erative of Puget Sound developed this model to
help health systems develop the basic elements
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necessary to improve care at the community, health
system, provider, and patient levels.? The model
addresses the need to focus on the health care system
as a whole to improve care of chronic conditions.

Since its introduction over a decade ago, managed
care organizations, public health agencies, and the
World Health Organization have used the Chronic
Care Model to evaluate their effectiveness in
managing diabetes and other conditions.® The
Chronic Care Model recommends that health
systems implement the following components to
address chronic conditions effectively:

*

Community resources and policies.

*

Health system organization.

*

Self-management support.

*

Delivery system design.

+ Decision support.

*

Clinical information systems.

Since the 1980s, the IHS has successfully
implemented many of the elements that are

now part of the Chronic Care Model to improve
diabetes care and management. The Special
Diabetes Program for Indians, however, allowed
even more Indian health programs, particularly
Tribal programs, to build the infrastructure needed
to implement these elements. In addition, the
Special Diabetes Program for Indians enabled the
Indian health system, for the first time, to measure
its effectiveness in implementing these system
changes.



Measures for the Evaluation

The IHS Division of Diabetes identified and
analyzed the following categories of measures for
the evaluation of the Special Diabetes Program for
Indians Community-Directed Diabetes Program:

+ Program accomplishments related to
developing and implementing activities to treat
and prevent diabetes (short-term outcomes):

- Systems and diabetes program
development.

- Basic clinical care for people with diabetes.

- Diabetes education, activities, and programs.

- Community diabetes awareness and
activities.

- Focus on diabetes prevention in
children and youth.

+ Measurable changes in preventing long-term
diabetes complications (intermediate
outcomes):

- Blood sugar control, including A1C.

- Protein in the urine (i.e., proteinuria) and
medication use (e.g., ACE inhibitor use).

- Blood lipid levels, including LDL.

- Cardiovascular disease risk factors,
including aspirin use.

+ Measurable changes in prevalence,
complications, and diabetes-related deaths
(long-term outcomes).

Data Sources for the Evaluation

The IHS Division of Diabetes used the following
data sources for the evaluation of the Special
Diabetes Program for Indians Community-Directed
Diabetes Programs:

IHS Diabetes Care and Outcomes Audit. Since
1986, the IHS Division of Diabetes has coordinated
the annual /HS Diabetes Care and Outcomes
Audit. Each year, more than 90% of IHS and Tribal
facilities that collectively provide care to over
120,000 American Indians and Alaska Natives
with diabetes review their medical records for
compliance with the /HS Standards of Care for
Diabetes. The IHS Diabetes Care and Outcomes
Auditfollows a standardized protocol to ensure
statistical integrity and comparability of measures
overtime.*

Data collection tools on program activities:
Since the beginning of the Special Diabetes
Program for Indians, the IHS Division of Diabetes
has collected data from the grant programs on
their activities, services, and populations served.
The IHS Division of Diabetes used a standard
method to collect data from all programs to ensure
the quality of the data.

Diabetes prevalence: The IHS Division of
Diabetes tracks diabetes prevalence data based
on the number of American Indians and Alaska
Natives who received heath care services at IHS,
Tribal, or Urban Indian health facilities at least once
during the last three fiscal years. The IHS Division
of Diabetes generates annual diabetes prevalence
reports by age, gender, and region of the country,
as well as reports on prevalence over time,
magnitude of change in prevalence over time, and
prevalence of diabetes among American Indians
and Alaska Natives as compared with other racial
and ethnic groups.®
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Diabetes-related complications: The IHS
Division of Diabetes monitors diabetes complications
and risk factors at IHS and Tribal facilities.® This
helps the facilities track their progress in reducing
complications and treating complications at earlier
stages. Using Special Diabetes Program for Indians
funds, the IHS Division of Diabetes is developing

a national clinical diabetes data mart as part of
the IHS National Data Warehouse. This data mart
contains aggregate, patient-level information
on people with diabetes, including outpatient,
hospitalization, and contract care data, allowing
the IHS Division of Diabetes to monitor and track
diabetes-related complications in a more compre-

hensive manner than has been possible previously.
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Diabetes-related deaths: The IHS Division of
Diabetes uses data from death certificates to
calculate diabetes death rates.” Because of
underreporting of diabetes on death certificates
and racial misclassification, most experts agree that
the true diabetes death rates are underestimated for
American Indians and Alaska Natives in national
statistics.

Regional diabetes meetings: The IHS Division
of Diabetes coordinated two meetings in 2006
for Special Diabetes Program for Indians grant
programs and collected qualitative data from
meeting participants.



APPENDIX 2 | EVALUATION METHODS FOR COMMUNITY-DIRECTED DIABETES PROGRAMS m



m IHS SDPI2007 REPORT TO CONGRESS



APPENDIX 3

MAPS AND FUNDING AMOUNTS FOR THE SPECIAL DIABETES

PROGRAM FOR INDIANS COMMUNITY-DIRECTED DIABETES PROGRAMS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
ABERDEEN AREA IHS
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® Sac & Fox of IA
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
ALASKA AREA IHS

°
Arctic Slope

AK

Maniil
© Manitag Athabascane

Norton Sound
@ Tanana Chiefs

Mt Sanford Tribal @
Copper River @

ANCHORAGE
2

Akiachak
@Yukon-Kuskokwim

Bristol Bay
°

Eklutna
ANCHORAGE ® _ Chugachmiut
* ANTHC
Southcentral Foundation

eAleutiap/Pribilof Islands

°
Eastern

° Aleutian

Kenaitze

Ketchikan
[ ]
Metlaketla
°

m IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
ALBUQUERQUE AREA [HS

Ute Mountain Ute
°

® Southern Ute

°
Jicarilla Apache

Taos Pueblo
Taos-Picuris IHS
Picuris Pueblo
*
SANTA FE
@ Zuni Pueblo <
° ALBUQUERQUE

Ramah
EVET)

LAEINIEVETD)

) Mescalero Apache
Mescalero IHS

°
Ysleta Del Sur Pueblo
San Juan Pueblo @

Santa Clara Pueblo @

Nambe Pueblo 3
Pojoaque Pueblo
Jemez Puebloe Tesuque Pueblo
Zia Puebloe San lidefonso Pueblo © Santa Fe HS

Cochiti Puebloe
@ Santo Domingo Pueblo

San Felipe Pueblo ®

o Sandia Pueblo
® Santa Ana Pueblo

Acoma
Canoncito

Laguna IHS e 8 Ab Area IHS
uquerque Area
8 Laguna Pueblo Albuguergue IHS
Canoncito Band
of Navajo ® [sleta Pueblo

°
Acoma Pueblo

m IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:

BEMIDJI AREA IHS

Boise Forte ®

o Red Lake Grand Portage e,

Bemidji Area IHS ® o leElas

o White Earth
Fond Du Lac @
Keweenaw Bay/L’Anse

Lac Vieux Desert
L Hannahville/MI

o
Red Cliff” e
Bad River Band

®
Mille Lacs ® St Croix  Lac du Flambeau Potawatom.i
)

[ Sokaogon )
Lac Co!flrég Forest County Potawatomi
|

Ore

Stockbridge-Munsee ® o
Menominee
Shakopee Sioux ®

@ Upper Sioux ST. PAUL €55 Oneida®

® Lower Sioux = °
Prairie
Island Ho-Chunk

MADISON
2

Wi

Bay Mills

Sault Ste Marie Chippewa

® | ittle
Traverse Odawa

o
Grand Traverse Band

o Little River Ottawa

@ Saginaw Chippewa

LANSING &
® Gun Lake Band Potawatomi

ﬂuron Potawatomi

® Pokagon Potawatomi

ﬂ IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
BILLINGS AREA IHS

Blackfeet )
Blackfeet IHS

@ Ft Belkna
Chippewa Cree ® p

@ Salish & Kootenai

@ Billings Area IHS

Crow )
Crow/N Cheyenne IHS
3 Northern Cheyenne
Northern Cheyenne

Northern Arapaho
Eastern Shoshone
Wind River IHS

CHEYENNE
*

M IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
CALIFORNIA AREA [HS

@ Karuk

Ft Bidwell - Warner Mtn. @

Modoc @
® United Indian Health Services

@ Hoopa Valley Susanville ®
@ Pit River

@ Round Valley @ Redding

@ Consolidated Tribal Health
Greenville Rancheria @

® Lake County @ Feather River

@ Colusa
Northern Valley @

SACRAMENTO o cRiHB Inc.

California Area lHs @ ® Chapa-De

@ Sonoma County ® Shingle Springs

@ MACT Tuolumne

Toiyabe @

Table Mtn. Rancheria @
Central Valley @

® Tule River

@ Santa Ynez

@ Riverside San Bernardino CA

® Cabazon

@ |Indian Health Council

e® Sycuan Band
Southern Indian Health Council

m IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
NASHVILLE AREA IHS (PART 1)

Oneida
I.ndian Nation
ALBANY @ BOSTON 4
PROVIDENCE
>

HAkTForDe CT \B
Mashanfucket Pequot: )
Mohegan

E IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
NASHVILLE AREA IHS (PART 2)

RALEIGH
L 2

Nashville Area IHS @ 4 NASHVILLE
USET @ Eastern Band of Cherokee

TN S C Eatawba N C

Indian Nation

2
COLUMBIA

Mississippi
Band of
Choctaw

LA * | monTGOMERY
Jena Band of * *
Choctaw " JACKSON
A Tunica-Bion.i IVlS
Alabama-Coushatta o BATON FOUGE FL  JacKsONVILLE &
Coushatta *
Chit.imacha

Poarch Band Creek
°

Miccosukee,
Seminoles

E IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
NAVAJO AREA [HS

Utah Navajo Health System @

AZ

8 Tuba City
San Juan Southern Paiute

® Sage Memorial Hospital

Navajo Area IHS :
\EVETRNE]

@ Winslow IHS

m IHS SDPI'2007 REPORT TO CONGRESS
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APPENDIX 3 | COMMUNITY-DIRECTED PROGRAMS MAPS AND FUNDING AMOUNTS



SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
OKLAHOMA AREA IHS (PART 1)

\

Holton IHS
lowa KS/NE

Sac & Fox of MOg ®
Kickapoo Tribe of KS

Prairie Band Potawatomi Natiog
TOPEKA @

L]
Haskell IHS

ENLARGED

IMAGE ON
PAGE 164

Clinton IS~ Kiowa
Caddo Tribe g T.nbe

88 Wichita & Affiliated Tribes
Comaﬂg‘llwﬁot;f l?ﬁg ] Apache Tribe of OK
Delaware of Western OK
Ft Sill Apache of OK

L 2
AUSTIN

® Kickapoo Tribe of TX

E IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
OKLAHOMA AREA IHS (PART 2)

Kaw Nation
Tonkawa of OK

Ponca Tribe of OK ®

Otoe-Missouria @
Pawnee of OK @

Sac & Fox Nation e

lowa Tribe of OK ®

Cheyenne/ O.klahoma City Area IHS
Arapho of OKe 0. OKLAHOMA CITY
Central Oklahoma IHS

°
[ ]
Absentee Shawnee of 0K Kickapoo Tribe of OK

IMAGE ENLARGED FROM PAGE 162

*Modoc
*Seneca Cayuga
*Peoria
*Ottawa

*Miami
*Quapaw

Northeastern Tribal Health* $88®

°
Osage Tribe ® Wyandotte

) DE Eastern OK
Delaware Tribe of OK

@ |HC Resource of Tulsa

® Creek Nation

Cherokee Nation ®

Citizen Potawatomi
Wewoka IHS
Seminole Nation

Choctaw Nation of OK ®

® (Chickasaw Nation

/‘M

@ Eastern Shawnee of OK

TX

m IHS SDPI'2007 REPORT TO CONGRESS
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
PHOENIX AREA IHS (PART 1)

McDermitt Res. @
o

Duckvalley

) Shoshone
e Winnemucca Colony

® Summit Lake

O lavaEEEk FEie Te-Moak of W. Shoshone e

. _ ; SALT
Pyramid Lake Paiute LAKE CITY

@ Reno Sparks

® Washoe of CA/NV ® Yomba Shoshone

® Fallon Paiute-Shoshone : _
Schurz IHS Ute Indian Tribe
Walker River Paiute OBz Uintah-Ouray IHS $
Yerington Paiute Ely Shoshone ®

o Duckwater Shoshone

® Pajute of UT

® Kaibab of Paiute 4
Las Vegas

Paiute
Moapa ® Havasupai

Res. Hualapai @
Hopi Tribe

ENLARGED IMAGE
ON PAGE 168

PHOENIX 4
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
PHOENIX AREA IHS (PART 2)

Yavapai-Apache @

Tonto Apache ®

@ Fort McDowell
Salt River @

3 Phoenix Area IHS
PIMC

Gila River ®

h San Lucy Tohono 0’odham @ ® Ak-Chin

8 Q
I Cocopah Tribe

IMAGE ENLARGED FROM PAGE 166
$ E(I)];r;\lﬂeohhu;’vel @ Yavapai-Prescott

Whiteriver IHS

White Mountain Apache $
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
PORTLAND AREA IHS (PART 1)

® Nooksack

Colville IHS g
Colville Reservation °

. Kootenai
Kalispel ® of ID
® Shoalwater Spokane Tribe @

Bay

® Coeur
@ Cowlitz d’Alene
Yakama IHS

H
Portiand Yakama

Grand Area HS @

Ronde SALEM ®NW Fortiand .

° .’ Area IHB @ Nimiipuu Health
Western Umatilla-Yellowhawk @

Oregon HS e Siletz .
Confederated & Warm Springs Health Center

il Warm Springs Tribe

® Confederated Tribes Coos
® Coquille
® Cow Creek Band of Umpqua

® Burns Paiute

® Klamath

Shoshone-Bannock ®

OR

°
Northwestern
Band Shoshone
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
PORTLAND AREA IHS (PART 2)

IMAGE ENLARGED FROM PAGE 170

[ ]
Makah

® Upper Skagit

@ Hoh CREIE)
©® Swinomish

® (uileute @ Tulalip Tribes

Lower Elwha Klallam @
® Sauk-Suiattle

Jamestown S’Klallam ®

o Stillaguamish
Suquamish

Port Gamble S’Klallam 3

Skokomish )

Squaxin Island "
® Quinault ® Snoqualmie

® Muckleshoot
@ Puyallup

® Chehalis Confederated Tribes
® Nisqually

@ OLYMPIA
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS:
TUCSON AREA IHS

Pascua Yaqui of AZe

@ Tohono 0’odham
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SPECIAL DIABETES PROGRAM FOR INDIANS
COMMUNITY-DIRECTED DIABETES PROGRAMS: URBAN

o Seattle IHB

N.ATIVE.® Helena Great
of Spokane eFalls IFHC

Q ® Missoula Indian Center
NARA-Portland © Helena Indian Alliance

o NAIA -
o Billings IHB Minneapolis e
IHB nite
®  Amerindian

SD Urban Indian Health e Centcrle NA Center-Boston %
Gerald L o
e Nevada Urban Ignace AICH-NYs

UIHB Oakland ®
NAHC-Sacramento IWC—Se:It Nebraskallrban lH.C American IHS

‘ Chicago
o IHC/Santa, Clara Valley | -8K€ OV Denvere ’
o Fresno, Indian Health Indian Health
Hunter
AIHSC-Santa Barbara Health Clinic ®
® AlHP-Bakersfield

® UAI Involvement o NACA-Flagstaff
i ® NACHC-Phoenix
® San Diego AIHC o First
_ Nations CHS
Tuesen  Tucson

SYcin Center Dallas Inter-Tribale
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APPENDIX 4

FUNDING AMOUNTS BY STATE FOR THE SPECIAL DIABETES PROGRAM

FOR INDIANS COMMUNITY-DIRECTED DIABETES PROGRAMS
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APPENDIX 5
DIABETES-RELATED WEBSITES

Indian Health Service Division of Diabetes
Treatment and Prevention

www.ihs.gov/medicalprograms/diabetes

American Diabetes Association

www.diabetes.org

American Academy of Pediatrics

WWW.aap.org

American Academy of Pediatrics -
Committee on Native American Child Health

www.aap.org/nach

American Association of Diabetes Educators

www.diabeteseducator.org

American Dietetic Association

www.eatright.org

American Indian Higher Education Consortium

www.aihec.org

Association of American Indian Physicians

WWw.aaip.org

Association of American Indian Physicians
Diabetes Program

www.aaip.org/programs/diabetes/diabetes.htm

Boys and Girls Club

www.bgca.org

Centers for Disease Control and Prevention -
Division of Diabetes Translation

www.cdc.gov/diabetes

Centers for Disease Control and Prevention -
Native Diabetes Wellness Program

www.cdc.gov/diabetes/projects/ndpc.htm

Centers for Medicare and Medicaid Services

www.cms.hhs.gov

Diabetes Prevention Program of the
National Institutes of Health

www.diabetes.niddk.nih.gov/dm/pubs/preventionprogram/index.htm

Indian Health Service Head Start

www.ihs.gov/nonmedicalprograms/headstart/index.cfm

Improving Chronic lliness Care
(Chronic Gare Model)

www.improvingchroniccare.org

Institute of Healthcare Improvement www.ihi.org
Joslin Diabetes Center www.joslin.org
Juvenile Diabetes Research Foundation www.jdf.org
National Congress of American Indians WWW.ncai.org

National Diabetes Education Program

www.ndep.nih.gov

National Eye Institute

www.nei.nih.gov

National Heart, Lung, and Blood Institute

www.nhlbi.nih.gov

National Indian Health Board

www.nihb.org

National Institutes of Health

www.nih.gov

Tribal Leaders Diabetes Committee

www.ihs.gov/medicalprograms/diabetes/tlc/tic_index.asp

United States Department of Health and Human
Services - Office on Women'’s Health

www.4women.gov/owh

United States Department of Agriculture -
Food and Nutrition Service

www.fns.usda.gov/fns

APPENDIX 5 | DIABETES-RELATED WEBSITES m
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Al1C

(also known as glycosylated or glycated
hemoglobin or as HbA1c). A blood test that
provides the best measure of average blood
sugar control for the past 2—3 months. The
results provide patients with diabetes and their
health care team with a good idea of how well
their individualized diabetes treatment plans are
working.

Accountability

Being responsible to key stakeholders of a
program or initiative by planning, implementing,
monitoring, evaluating, and reporting results to
achieve program goals.

Age-adjusted

Applying age-specific rates in a population of
interest to a standardized age distribution. This
adjustment is done: (1) to eliminate differences in
observed rates that result from age differences

in population composition; and (2) usually when
comparing two or more populations at one pointin
time or one population at two or more points in time.

Age-specific

Specific rates that apply only to specific subgroups
of the population of interest to measure population
change. The most common form of specific rates
is age-specific rates.

Assessment

In this Report, the process of observing,
describing, collecting, and measuring the quality
and effectiveness of an initiative, program, or
policy. (Also see “evaluation.”)

GLOSSARY

At risk for diabetes

A condition characterized by risk factors that
affect the body’s ability to use blood sugar, putting
people at risk for developing health problems that
can lead to diabetes. These risk factors include

a hereditary predisposition for diabetes or family
history that may be compounded further by being
a member of certain ethnic groups (e.g., American
Indian), a sedentary lifestyle, and obesity. In this
Report, people at risk for diabetes generally have
blood sugar values within the normal range (i.e.,

a fasting plasma glucose less than 100 mg/d|,
and/or a 2-hour plasma glucose on an oral glucose
tolerance test less than 140 mg/dl). People with
pre-diabetes are considered at very high risk for
developing diabetes.

Best practice

In this Report, a consensus-based approach for
successful diabetes treatment, prevention, and
education practices in American Indian and Alaska
Native communities. The Indian Health Diabetes
Best Practices documents are based on findings
from the latest scientific research, outcomes
studies, and successful experiences of diabetes
programs. These Best Practice documents also
provide Indian health system diabetes programs
with relevant, evidence-based information on
caring for American Indians and Alaska Natives
with diabetes or at risk for developing diabetes.

Blood sugar level
The amount of sugar or glucose in the blood that is
the source of energy for all the cells in the body.

GLOSSARY E



Body mass index (BMI)

An indirect measure of body fat calculated as the
ratio of a person’s body weight in kilograms to the
square of a person’s height in meters.

In children and youth, BMI is based on growth
charts for age and gender, referred to as
BMI-for-age, and used to assess underweight,
overweight, and risk for overweight. According to
the Centers for Disease Control and Prevention
(CDC), a child with a BMI-for-age that is equal to
or greater than the 95th percentile is considered
to be overweight. A child with a BMI-for-age that
is equal to or between the 85th and 95th
percentile is considered to be at risk for becoming
overweight. In this Report, the definition of
“childhood obesity” is equivalent to the CDC
definition of “overweight.”

In adults, BMI is a direct calculation based on
height and weight, regardless of gender. It provides
a more accurate measure of total body fat than
body weight alone. Overweightis defined as a BMI
of 25 to 29 kg/m?, and obesity is defined as a BMI
greater than 30 kg/m?.

Chronic condition

Conditions that are long-lasting and often have no
cure. Chronic conditions such as diabetes, heart
disease, and cancer are the leading causes of
death and disability in the United States. Although
chronic conditions are among the most common
and costly health problems, they also are among
the most preventable. Adopting healthy behaviors
such as eating nutritious foods, being physically
active, and avoiding tobacco use can prevent or
control the devastating effects of these conditions.

m IHS SDPI'2007 REPORT TO CONGRESS

Collaboration

A cooperative effort between and among groups
of people (e.g., governmental and private entities),
through which partners work together toward
mutual advantage and to achieve common goals.

Commodity foods

Foods that the Federal Government has the legal
authority to purchase and distribute to support
farm prices. The United States Department of
Agriculture (USDA) purchases food and makes it
available to state agencies and Tribal organizations.
The USDA also provides funds for administrative
costs. Commaodity foods do not provide a complete
diet for consumers, but are designed to supplement
their nutritional needs.

Community

A social entity that can be: (1) spatial, based on
where people live in local neighborhoods; (2) as in
this Report, on American Indian reservations; or (3)
relational, based on common ethnic, cultural, or
other characteristics or similar interests.

Community-Directed

Diabetes Programs

A diabetes grant program of the Special Diabetes
Program for Indians. Since 1998, the IHS has
provided Special Diabetes Program for Indians
funds to 333 IHS, Tribal, and Urban Indian health
programs in 35 states to begin or enhance
diabetes treatment and prevention programs.
These grant programs make up the Community-
Directed Diabetes Program. Each of the grant
programs is unique in its diabetes treatment and
prevention needs and priorities. The Special
Diabetes Program for Indians allows the grant
programs to design and carry out diabetes
interventions that will best address the problem of
diabetes in their local, individual communities.



Community Health

Representative (CHR)

The Community Health Representatives (CHR)
Program is an IHS funded, tribally contracted/
granted and directed program of well-trained,
community-based health care providers, who
provide health promotion and disease prevention
services in their communities.

Community readiness

Broadly represents the community’s awareness
of, interest in, and ability to support policies,
programs, and initiatives.

Cost-benefit analysis

An evaluation tool used to compare the various
costs of a program or initiative with its proposed
benefits.

Cost-effectiveness evaluation

An analysis used to assess the most efficient
method for achieving a program or policy goal.
Effectiveness is defined by the degree of achieving
a goal and may be measured in dollars.

Criterion standard

An established or widely accepted accuracy for
determining a diagnosis, providing a standard to
which a new screening or diagnostic test can be
compared. Criterion standard can also be used in
studies of the quality of care to indicate a level of
performance to which the performance of individual
practitioners or organizations can be compared.
“Criterion standard” is the preferred term to “gold
standard.”

Cultural competence

The ability of individuals to consider ethnic, racial,
and cultural aspects in all dimensions of their work
relative to diabetes and obesity prevention, as well
as population health programs and interventions.

Culture

The values, norms, beliefs, attitudes, traditions,
and customs shared by a group of people who are
unified by race, ethnicity, language, faith, nationality,
or life experience.

Demonstration Projects

A grant program of the Special Diabetes Program
for Indians. In 2004, Congress directed the IHS to
develop and implement a competitive grant program
to prevent diabetes in high-risk individuals and
to prevent cardiovascular disease—the most
compelling complication of diabetes—in people
who already have diabetes. Sixty-six American
Indian and Alaska Native communities began
implementing these demonstration projects, called
the “Diabetes Prevention Demonstration Project”
and the “Healthy Heart Demonstration Project,” at
the end of 2004.

Diabetes

Diabetes is a disease in which the body does

not produce or properly use insulin. Insulinis a
hormone that is needed to convert sugar, starches,
and other food into energy needed for daily

life. For diagnosis, the fasting plasma glucose

is greater than 125 mg/dl, or a 2-hour plasma
glucose on an oral glucose tolerance test is greater
than 199 mg/dl.

GLOSSARY E



Diabetes Care and Outcomes Audit
Avoluntary, annual, systematic review of a random
sample of medical records in each participating
Indian health system facility clinical program. The
IHS Division of Diabetes Treatment and Prevention
uses the Diabetes Care and Outcomes Auditto
monitor the quality of diabetes care in Indian health
programs (including IHS, Tribal, and Urban Indian
health programs) on 59 diabetes care measures to
track performance and monitor changes over time.
Quality diabetes care is defined as having met the
IHS Standards of Care for Diabetes.

Diabetes complications

Damage to organs and systems, such as the
eyes, kidneys, nerves, or heart, as a result of high
blood sugar levels and other metabolic effects of
diabetes.

Diabetes Prevention Program of the
National Institutes of Health

Aclinical trial sponsored by the National Institutes
of Health examined whether diet and exercise

(i.e., lifestyle intervention) or the diabetes drug
metformin could prevent or delay the onset of type
2 diabetes in people with pre-diabetes. The study
clearly indicated that modest weight loss, achieved
with moderate exercise and a low-fat, low-calorie
diet, can prevent type 2 diabetes in individuals at
risk for developing the disease. The study ended a
year early when researchers found that the people
in the lifestyle intervention group had a 58% lower
incidence of type 2 diabetes compared to the
placebo group. The metformin group had a 31%
lower incidence of type 2 diabetes compared to
the placebo group.
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Diabetes registry

A list of people with diabetes in a community.
Diabetes registries are part of a systematic
approach to diabetes care and help determine
whether individuals with diabetes received
recommended diabetes services.

Diabetes standards of care

A set of guidelines that are intended to provide
health care professionals, patients, researchers,
and payers with the components of diabetes care,
treatment goals, and tools to evaluate the quality
of care. The guidelines include diagnostic and
therapeutic actions that are known or believed to
favorably affect health outcomes of people with
diabetes.

Diabetes team

Ateam of health care providers that provides

a comprehensive approach to treating and
preventing diabetes. Diabetes medical care and
self-management education are most effective
when delivered by a health care team that includes
professionals from a variety of disciplines, such

as primary care providers, nurses, registered
dietitians, diabetes educators, and pharmacists.

Dietary Guidelines for Americans
Afederal summary of the latest dietary guidance
for the American public based on current scientific
evidence and medical knowledge. The guidelines
are issued jointly by the United States Department
of Health and Human Services and the United
States Department of Agriculture and are revised
every 5 years.



Disease burden

The effect of disease on people’s health-related
quality of life and life expectancy. In this Report,
the IHS used disease burden (based on diabetes
prevalence and diabetes-related deaths) along
with several other factors to distribute Special
Diabetes Program for Indians funds for the
Community-Directed Diabetes Programs.

Epidemic

The occurrence of more cases of a disease than
would be expected in a community or region
during a given time period. The obesity epidemic
is a main cause of the diabetes epidemic.

Evaluation

A systematic assessment of the quality, effectiveness,
and effects of an initiative, program, or policy
designed to produce information that people who
have an interest in the initiative can use.

Fast food

Foods and meals designed for ready availability,
use, or consumption and sold at eating
establishments for quick availability or take-out.

Focus group

Aresearch method whereby a moderator convenes
a group of participants who often have common
characteristics (e.g., age, gender, and ethnicity)

to discuss the attributes of a specific concept or
product. Focus groups often are used in the
marketing development phase of a product to
generate ideas and provide insights into consumer
reactions and perceptions.

Formative evaluation

A method of assessing the value of a program
while program activities are being developed.
Formative evaluation focuses on process issues,
such as understanding how a program works and
its strengths and weaknesses.

Gestational diabetes

Diabetes that occurs during pregnancy. Diabetes
that is present before a woman becomes
pregnant or is diagnosed in the first trimester is
called pregestational diabetes. A woman who has
had gestational diabetes is more likely to develop
type 2 diabetes later in life. Children of women
with gestational diabetes have an increased risk of
developing type 2 diabetes.

Health

A state of complete physical, mental, and social
well-being, and not merely the absence of disease
or infirmity. Health is a resource for everyday life,
not the objective of living, and is a positive concept
emphasizing social and personal resources as well
as physical capacities.

Health care quality

The degree to which health services for individuals
and populations increase the likelihood of desired
health outcomes and are consistent with current
professional knowledge.

Health disparities

The population-specific differences in the
presence of disease, health outcomes, or access to
health care across racial, ethnic, and socioeconomic
groups.
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Health outcomes

Changes made by individuals or populations that
either reduce or increase their risk of developing
specific health conditions.

Health promotion

The process of enabling people to increase control
over and improve their health through networks
and initiatives that create healthy environments.
To reach a state of complete physical, mental,

and social well-being, an individual or group must
be able to identify and realize aspirations, satisfy
needs, and change or cope with the environment.

Healthy diet

For children and youth, a diet that provides
recommended amounts of nutrients and other food
components within estimated energy requirements
to promote normal growth and development, a
healthy weight trajectory, and energy balance. For
adults, a healthy diet involves eating a wide variety
of foods that provide all the nutrients the body
needs to repair and replace proteins, tissues, and
cells throughout the body. A healthy diet is consistent
with the Dietary Guidelines for Americans, and
reduces the long-term risk for obesity and related
chronic conditions, including diabetes, metabolic
syndrome, and cardiovascular disease.

Healthy lifestyle

Alifestyle that can help an individual reduce the risk
of chronic conditions, such as diabetes, obesity, and
coronary heart disease. Healthy lifestyles include
eating a healthy diet, maintaining a healthy weight,
exercising regularly, and avoiding risky behaviors.
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Healthy weight

In children and youth, a level of body fat that
supports normal growth and development, and
where there are no observed obesity complications,
such as hypertension or high cholesterol levels.
The current Centers for Disease Control and
Prevention guidelines for healthy weight in children
and youth are in the range of the 5th—85th
percentiles of the age- and gender-specific BMI
charts. Inadults, a healthy weight is one that
equates with a BMI less than 25.

Incidence

The frequency of new cases of a condition or
disease within a defined time period. Incidence is
commonly measured in new cases per 1,000 (or
100,000) of population at risk per year.

Indian health system

The health system composed of IHS, Tribal, and
Urban Indian health care organizations that
collectively provide care to American Indians and
Alaska Natives. The IHS is the operating division
within the United States Department of Health

and Human Services that carries out the Federal
Government’s trust responsibility to provide

health care services to eligible American Indians
and Alaska Natives. Until the mid-1990s, the

IHS directly operated most of its 49 hospitals,

231 ambulatory clinics, 309 health stations, 15
school-based clinics, and numerous Alaska Native
village clinics. Currently, over 50% of these facilities
are operated directly by Tribal governments through
contracts or compacts. The IHS also contracts with
34 Urban Indian health organizations to provide
services to eligible American Indians and Alaska
Natives who reside in large metropolitan areas.



Insulin

Ahormone produced by the pancreas that is
needed to convert sugar, starches, and other food
into energy needed for daily life.

Insulin resistance
A condition in which the bodly fails to use insulin

properly.

Intervention
A policy, program, or action intended to bring about
identifiable outcomes.

Media literacy

A person’s ability to sift through and analyze the
messages that inform, entertain, and sell to us every
day. Media literacy involves critically thinking about
messages from all forms of media— including
music videos, the internet, and product placements
in movies.

Metabolic syndrome

The presence of a cluster of variables, such as
obesity, hypertension, low HDL, high triglycerides,
and impaired fasting glucose, that increases a
person’s risk for developing diabetes and
cardiovascular disease.

Modeling studies

Studies that use logical mathematical frameworks
to integrate facts and values and link these data
to outcomes that interest health care decision
makers.

Monitoring

The collection and analysis of data as a program,
intervention, or policy progresses to ensure the
integrity of its planned implementation.

Multifaceted interventions
Interventions that involve more than one component
that are delivered concurrently to a target group.

Obesity

An excess amount of total body fat. In adults, a
BMI of 30 or greater is considered obese. In this
Report, “obesity in children and youth” refers to
the age- and gender-specific BMI that is equal to
or greater than the 95th percentile of the Centers
for Disease Control and Prevention (CDC) BMI
charts. “At-risk for obesity in children and youth”
refers to the age- and gender-specific BMI that is
between the 85th and 95th percentiles of the CDC
BMI charts. In most children, these values indicate
elevated body fat and reflect the obesity complica-
tions associated with excessive body fat.

Outcome

The changes that result from a program’s
activities and outputs. In this Report, an outcome
can be short-term, intermediate, or long-term.
Aggregated data are used to measure long-term
health outcomes, such as obesity and diabetes
rates, related complications, and life expectancy.
Such indices are used to assess whether
progress has been made toward achieving specific
outcomes as a result of an intervention.

Outcome evaluation

An approach to assessing whether or not
anticipated changes or differences occur as a
result of an intervention. In this Report, this type
of evaluation assesses the extent of change in
targeted laboratory values or conditions between
baseline measurement and subsequent points of
measurement over time.
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Physical activity

Body movement produced by the contraction of
skeletal muscles that result in energy expenditure
above the basal level. Physical activity consists of
athletic, recreational, housework, transportation, or
occupational activities that require physical skills
and utilize strength, power, endurance, speed,
flexibility, range of motion, or agility.

Policy

A written statement reflecting a plan or course

of action taken by the government, businesses,
communities, or institutions that is intended to
influence and guide present and future directions.
For governments, including Tribal governments, a
policy may represent a law, regulation, ordinance,
executive order, or resolution.

Population health

The state of health of an entire community or
population, as opposed to that of an individual.
Population health is concerned with the interrelated
factors that affect the health of populations over
the lifespan and the distribution of the patterns of
health outcomes.

Portion size

The amount of food an individual is served at home
or away from home and chooses to consume for a
meal or snack. Portions can be larger or smaller
than serving sizes listed on the food label or the
Food Guide Pyramid (United States Department of
Agriculture).
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Pre-diabetes

A condition that occurs when a person’s blood
sugar levels are higher than normal, but not high
enough for a diagnosis of diabetes. Two states

of abnormal blood sugar regulation between the
normal state and the state of diabetes are used

to classify pre-diabetes. With the fasting plasma
glucose test, a fasting blood sugar level between
100 and 125 mg/dl signals pre-diabetes (impaired
fasting glucose). In the oral glucose tolerance test,
a person’s blood sugar level is measured after
afast and 2 hours after drinking a glucose-rich
beverage. If the 2-hour blood sugar level is
between 140 and 199 mg/dl, the person tested
has pre-diabetes (impaired glucose tolerance).

Prevalence

The number of instances of a condition or disease in
a population at a designated period of time. Usually
expressed as a percentage of the population.

Prevention

With regard to diabetes, primary prevention seeks
to delay or halt the development of diabetes;
seconadary prevention focuses on preventing
diabetes-related complications in people with
diabetes; and tertiary prevention focuses on
controlling diabetes-related complications in
people with the disease.

Program

An integrated set of planned strategies and
activities that support clearly stated goals and
objectives that lead to desirable changes and
improvement in the well-being of people,
institutions, or environments.



Project Officer

The individual designated as the official responsible
for the programmatic, scientific, or technical aspects
of United States Department of Health and Human
Services programs. The Project Officer serves as
the counterpart to the department’s Grants
Management Officer, who is responsible for all
business management aspects of a grant.

Promising practice

An intervention that is likely to reduce diabetes
and has been reasonably well evaluated, but lacks
sufficient evidence to provide a level of certainty
that it may be linked to reducing the incidence or
prevalence of diabetes and related complications
and other disease conditions.

Public health program
A coordinated set of complementary activities
designed to produce desirable health outcomes.

Quality of life

The degree to which intellectual, spiritual,
economical, social, and health pursuits are
achieved and maintained. Quality of life refers
to a person’s overall sense of well-being and
to a supportive environment when applied to a
community.

Quality-adjusted life-year (QALY)

Avear of perfect health. When assessing the
relative economic value of alternative interventions
that aim to achieve similar outcomes, the dollar
value of a QALY reflects the cost of delivering

a year of perfect health—not the cost of the
interventions themselves.

Risk factor

A condition that increases the possibility that an
individual, group, community, or population may
experience a problem, such as the incidence or
prevalence of obesity or diabetes.

Screen time

The number of hours a person spends watching
various types of electronic media (e.g., television,
video games, movies, and computer) per day, week,
month, or year for either leisure or educational
pUrposes.

Sedentary

A way of living or a lifestyle that requires minimal
physical activity and encourages inactivity through
limited choices, disincentives, or structural or
financial barriers.

Self-management education

Teaching skills and providing information on
available resources to people with diabetes so
they can make the best decisions about their
daily diabetes management. Self-management
education is a key element of diabetes treatment.

Serving

A standardized unit of measure used to describe
the total amount of foods recommended daily
from each of the food groups from the Food Guide
Pyramid (United States Department of Agriculture),
or a specific amount of food that contains the quality
of nutrients listed on the Nutrition Facts panel.
This may differ from a portion, which represents
the amount of food an individual is served at home
or away from home and chooses to consume for a
meal or snack.
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Social determinants

Specific features of and pathways by which societal
conditions affect health and can be potentially
altered by individual, group, community, or societal
actions.

Special Diabetes Programs for Indians
A grant program that provides funding for diabetes
treatment and prevention services at IHS, Tribal,
and Urban Indian health programs. Almost 10
years since its inception, the Special Diabetes
Program for Indians is now the most comprehensive,
far-reaching diabetes program for American
Indians and Alaska Natives, and serves as the
foundation for diabetes treatment and prevention
efforts for Tribal communities across the United
States.

Stakeholder

A person or organization that is invested in a
policy or program or interested in the results of
an evaluation.

Strategy
A set of actions taken to achieve a goal.
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Surveillance

The systematic collection, analysis, interpretation,
and dissemination of data to assist in the planning,
implementation, and evaluation of public health
policies, programs, and interventions.

Sustainability
The likelihood that a program will continue over a
period of time after grant funding has ended.

Systems approach

An approach that views a system and its
components in its entirety. A systems approach
emphasizes the interactions and connectedness
of the components to understand the entire
system. It also acknowledges that individuals
and families are embedded within broader
social, political, and economic systems that shape
behaviors and constrain access to resources
necessary to maintain health.

Target population
A group of people at risk for whom a policy,
program, or intervention is designed to reach.



Technical assistance

Services provided by program staff that are intended
to provide guidance to individuals, institutions, or
communities to conduct, strengthen, or enhance
diabetes treatment and prevention activities, such
as implementing, monitoring, or evaluating programs
and interventions.

Traditional culture

American Indian and Alaska Native values, religion,
and health resources that persist in many Tribes
today despite the influence of generations of
colonization policies forcing assimilation.

Traditional lifestyles

Tribal-specific, culturally accepted values, spiritual

practices, and dietary and physical activity patterns
that are incorporated into the daily life of present-day
American Indians and Alaska Natives.

Translation activities

Translation and implementation of research
findings into evidence-based practice, planning,
and decision-making in a health care system.

Tribal consultation

An integral part of federal program development
because of the government-to-government
relationship between the Federal Government
and Tribes. The IHS has a Tribal consultation
policy that allows Tribes to participate fully in the
planning of health care delivery for eligible
American Indians and Alaska Natives.

User population

American Indians and Alaska Natives eligible for
IHS care who have used IHS services at least once
in the last 3-year period.

Well-being
A view of health that takes into account an
individual’s physical, social, and emotional health.

GLOSSARY M



m IHS SDPI2007 REPORT TO CONGRESS



REFERENCES

Chapter 2
Diabetes: Opportunities for Prevention at Each Stage
of the Disease

' American College of Obstetricians and Gynecologists Committee on Practice Bulletins. Clinical
management guidelines for obstetrician-gynecologists. Number 30, September 2001. Gestational
diabetes. Obstet Gynecol. 2001;98:525-538.

Dabelea D, Knowler WC, and Pettitt DJ. Effect of diabetes in pregnancy on offspring: follow-up research
in the Pima Indians. J Matern Fetal Med. 2000;9:83-88.

Mello G, Parretti E, Mecacci F, La Torre P, Cioni R, Cianciulli D, et al. What degree of maternal metabolic
control in women with type 1 diabetes is associated with normal body size and proportions in full-term
infants? Diabetes Care. 2000;23:1494—1498.

2 American Diabetes Association. Preconception care of women with diabetes. Diabetes Care.
2004;27:S76-S78.

3 Schulz LO, Bennett PH, Ravussin E, Kidd JR, Kidd KK, Esparza J, et al. Effects of traditional and Western
environments on prevalence of type 2 diabetes in Pima Indians in Mexico and the U.S. Diabetes Care.
2006;29:1866-1871.

4 Dabelea et al., 2000.

5 Knowler WC, Barrett-Connor E, Fowler SE, Hamman RF, Lachin JM, Walker EA, et al.; Diabetes
Prevention Program Research Group. Reduction in the incidence of type 2 diabetes with lifestyle
intervention or metformin. N Engl J Med. 2002;346:393-403.

& Centers for Disease Control and Prevention. National diabetes fact sheet: general information and
national estimates on diabetes in the U.S., 2005. Atlanta, GA: U.S. Department of Health and Human
Services, Genters for Disease Control and Prevention, 2005.

Cowie CC, Rust KF, Byrd-Holt DD, Eberhardt MS, Flegal KM, Engelgau MM, et al. Prevalence of diabetes
and impaired fasting glucose in adults in the U.S. population: National Health and Nutrition Examination
Survey, 1999-2002. Diabetes Care. 2006;29:1263—1268.

" Centers for Disease Control and Prevention, 2005.

8 Centers for Disease Control and Prevention. Strategies for reducing morbidity and mortality from
diabetes through health-care system interventions and diabetes self-management education in
community settings: a report on recommendations of the Task Force on Community Preventive Services.
MMWR Recomm Rep. 2001;50:1-15.

9 Knowler etal., 2002.

19 American Diabetes Association. Nutrition recommendations and interventions for diabetes—2006: a
position statement of the American Diabetes Association. Diabetes Care. 2006;29:2140-2157.

REFERENCES | CHAPTER 2 m



Chapter 3
Caring for People With Diabetes: Successful Clinical Outcomes

T The Diabetes Control and Complications Trial Research Group. The effect of intensive treatment of
diabetes on the development and progression of long-term complications in insulin-dependent diabetes.
N Engl J Med. 1993;329:977-986.

Chapter 4
The Economic Impact of the Special Diabetes Program for Indians

' Hogan P, Dall T, Nikolov P; American Diabetes Association. Economic costs of diabetes in the U.S. in
2002. Diabetes Care. 2003;26:917-932.

2 Gilmer TP, 0’Connor PJ, Manning WG, and Rush WA. The cost to health plans of poor glycemic control.
Diabetes Care. 1997;20:1847-1853.

% International Diabetes Federation. International Diabetes Federation E-Atlas. Available online at:
www.globalnews.idf.org/2005/07/costs_of_diabet.html. Accessed August 2007.

+ Zhang P, Engelgau MM, Norris SL, Gregg EW, and Narayan KM. Application of economic analysis to
diabetes and diabetes care. Ann Intern Med. 2004;140:972-977.

% Centers for Disease Control and Prevention Diabetes Cost-Effectiveness Group. Cost-effectiveness of
intensive glycemic control, intensified hypertension control, and serum cholesterol level reduction for type
2 diabetes. JAMA. 2002;287:2542-2551.

6 Wilson C, Gilliland S, Cullen T, Moore K, Roubideaux Y, Valdez L, et al. Diabetes outcomes in the Indian
health system during the era of the Special Diabetes Programs for Indians and the Government
Performance and Results Act. Am J Public Health. 2005;95:1518-1522.

7 Centers for Disease Control and Prevention Diabetes Cost-Effectiveness Group, 2002.

M IHS SDPI'2007 REPORT TO CONGRESS



Chapter 5
Youth: Action Today for a Healthy Tomorrow

T Acton KJ, Burrows NR, Wang J, and Geiss LS. Diagnosed diabetes among American Indians and Alaska
Natives aged <35 years—United States, 1994—-2004. MMWR Morb Mortal Wkly Rep. 2006;55:1201—
1203.

2 (Centers for Disease Control and Prevention. National Health and Nutrition Examination Survey.
Prevalence of overweight and obesity among adults: United States, 1999-2002. Available online at:
www.cdc.gov/nchs/products/pubs/pubd/hestats/obese/obse99.htm. Accessed August 2007.

Institute of Medicine. Preventing Childhood Obesity: Health in the Balance. Washington, DC: National
Academies Press, 2004.

Ogden CL, Flegel KM, Carroll MD, and Johnson CL. Prevalence and trends in overweight among U.S.
children and adolescents, 1999-2000. JAMA. 2002;288:1728—1732.

% Indian Health Service. IHS Report to Congress: Obesity Prevention and Control for American Indians and
Alaska Natives. Rockville, MD: Department of Health and Human Services, Indian Health Service, 2001.

4+ Zephier E, Himes JH, Story M, and Zhou X. Increasing prevalences of overweight and obesity in Northern
Plains American Indian children. Arch Pediatr Adolesc Med. 2006;160:34—39.

5 Story M, Evans M, Fabsitz RR, Clay TE, Holy Rock B, and Broussard B. The epidemic of obesity in
American Indian communities and the need for childhood obesity-prevention programs. Am J Clin Nutr.
1999;69:7475-754S.

6 Caballero B, Himes JH, Lohman T, Davis SM, Stevens J, Evans M, et al.; Pathways Study Research Group.
Body composition and overweight prevalence in 1704 schoolchildren from 7 American Indian commu-
nities. Am J Clin Nutr. 2003;78:308-312.

7 Narayan KM, Boyle JP, Thompson TJ, Sorensen SW, and Williamson DF. Lifetime risk for diabetes mellitus
in the United States. JAMA. 2003;290:1884—-1890.

8 Gahagan S and Silverstein J; American Academy of Pediatrics Committee on Native American Child
Health; American Academy of Pediatrics Section on Endocrinology. Prevention and treatment of type
2 diabetes mellitus in children, with special emphasis on American Indian and Alaska Native children.
American Academy of Pediatrics Committee on Native American Child Health. Pediatrics.
2003;112:2328.

Lytle LA, Seifert S, Greenstein J, and McGovern P. How do children’s eating patterns and food choices
change over time? Results from a cohort study. Am J Health Promot. 2000;14:222—-228.

® Gerberding JL and Marks JS. Making America fit and trim—steps big and small. Am J Public Health.
2004;94:1478-1479.

REFERENCES | CHAPTERS 3,4,AND5 keI



10 Arenz S, Ruckerl R, Koletzko B, and von Kries R. Breast-feeding and childhood obesity—a systematic
review. IntJ Obes Relat Metab Disord. 2004;28:1247-1256.

Gillman MW, Rifas-Shiman SL, Camargo CA Jr, Berkey CS, Frazier AL, Rockett HR, et al. Risk of
overweight among adolescents who were breastfed as infants. JAMA. 2001;285:2461-2467.

Grummer-Strawn LM and Mei Z; Centers for Disease Control and Prevention Pediatric Nutrition
Surveillance System. Does breastfeeding protect against pediatric overweight? Analysis of longitudinal
data from the Centers for Disease Control and Prevention Pediatric Nutrition Surveillance System.
Pediatrics. 2004;113:681-86.

Harder T, Bergmann R, Kallischnigg G, and Plagemann A. Duration of breastfeeding and risk of
overweight: a meta-analysis. Am J Epidemiol. 2005;162:397-403.

Stuebe AM, Rich-Edwards JW, Willett WC, Manson JE, and Michels KB. Duration of lactation and
incidence of type 2 diabetes. JAMA. 2005;294:2601-2610.

von Kries R, Koletzko B, Sauerwald T, von Mutius E, Barnert D, GrunertV, et al. Breast feeding and obesity:
cross sectional study. BMJ. 1999;319:147-150.

Young TK, Martens PJ, Taback SP, Sellers EA, Dean HJ, Cheang M, et al. Type 2 diabetes mellitus in
children: prenatal and early infancy risk factors among Native Canadians. Arch Pediatr Adolesc Med.
2002;156:651-655.

" Pettitt DJ, Forman MR, Hanson RL, Knowler WC, and Bennett PH. Breastfeeding and incidence of
non-insulin-dependent diabetes mellitus in Pima Indians. Lancet. 1997;350:166—168.

2Begay T, Murphy S, Hosna D, Sell K, and Wilson C. Infants breastfed to at least six months of age have
less overweight/obesity at 3—4 years of age than infants who received formula by six months of age:
Implications for the Diabetes Prevention Program. Presentation at the IHS Diabetes National Conference.
Albuguerque, New Mexico, 1999.

13 Institute of Medicine. Progress in Preventing Childhood Obesity: How Do We Measure Up? Washington, DC:
National Academies Press, 2006.

M IHS SDPI'2007 REPORT TO CONGRESS



Chapter 6
Good Nutrition: Journey to Better Health

T American Diabetes Association. Nutrition recommendations and interventions for diabetes—2006: a
position statement of the American Diabetes Association. Diabetes Care. 2006a;29:2140-2157.

2 Schulz LO, Bennett PH, Ravussin E, Kidd JR, Kidd KK, Esparza J, et al. Effects of traditional and Western
environments on prevalence of type 2 diabetes in Pima Indians in Mexico and the U.S. Diabetes Care.
2006;29:1866-1871.

® Kaplan RM, Hartwell SL, Wilson DK, and Wallace JP. Effects of diet and exercise interventions on control
and quality of life in non-insulin-dependent diabetes mellitus. J Gen Intern Med. 1987;2:220-228.

4 Hamman RF, Wing RR, Edelstein SL, Lachin JM, Bray GA, Delahanty L, et al. Effect of weight loss with
lifestyle intervention on risk of diabetes. Diabetes Care. 2006;29:2102-2107.

Knowler WC, Barrett-Connor E, Fowler SE, Hamman RF, Lachin JM, Walker EA, et al.; Diabetes
Prevention Program Research Group. Reduction in the incidence of type 2 diabetes with lifestyle
intervention or metformin. N Engl J Med. 2002;346:393-403.

5 American Dietetic Association. Position of the American Dietetic Association: the role of nutrition in health
promotion and disease prevention programs. JAm Diet Assoc. 1998;98:205-208.

6 American Dietetic Association, 1998.
7 American Dietetic Association, 1998.
American Diabetes Association, 2006a.

8 Pastors JG, Warshaw H, Daly A, Franz M, and Kulkarni K. The evidence for the effectiveness of medical
nutrition therapy in diabetes management. Diabetes Care. 2002;25:608—613.

9 American Diabetes Association. Standards of medical care in diabetes—2006. Diabetes Care.
2006h:29:54-542.

American Diabetes Association, 2006a.

Mensing C, Boucher J, Cypress M, Weinger K, Mulcahy K, Barta P, et al. National standards for diabetes
self-management education. Task Force to Review and Revise the National Standards for Diabetes
Self-Management Education Programs. Diabetes Care. 2000;23:682—689.

10 American Heart Association Nutrition Committee; Lichtenstein AH, Appel LJ, Brands M, Carnethon M,
Daniels S, Franch HA, et al. Diet and lifestyle recommendations revision 2006: a scientific statement
from the American Heart Association Nutrition Committee. Circulation. 2006;114:82-96.

REFERENCES | CHAPTERS 5AND 6 M



Chapter 7
Physical Activity: Moving Toward Wellness

T U.S. Department of Health and Human Services. The Surgeon General’s call to action to prevent and
decrease overweight and obesity. Rockville, MD: U.S. Department of Health and Human Services, Public
Health Service, Office of the Surgeon General; 2001.

2 Pratt M, Macera CA, and Wang G. Higher direct medical costs associated with physical inactivity.
Phys Sportsmed. 2000;28:63-70.

® Hamman RF, Wing RR, Edelstein SL, Lachin JM, Bray GA, Delahanty L, et al. Effect of weight loss with
lifestyle intervention on risk of diabetes. Diabetes Care. 2006;29:2102—2107.

Knowler WC, Barrett-Connor E, Fowler SE, et al.; Diabetes Prevention Program Research Group.
Reduction in the incidence of type 2 diabetes with lifestyle intervention or metformin. N Engl J Med.
2002;346:393-403.

Additional sources:
http://aspe.hhs.gov/health/reports/physicalactivity/. Accessed August 2007.

Chapter 8
Diabetes and Weight Management: Reducing the Burden of Obesity

T Anderson JW, Kendall CW, and Jenkins DJ. Importance of weight management in type 2 diabetes: review
with meta-analysis of clinical studies. JAm Coll Nutr. 2003;22:331-339.

2 Klein S, Sheard NF, Pi-Sunyer X, Daly A, Wylie-Rosett J, Kulkarni K, ef al.; American Diabetes Association;
North American Association for the Study of Obesity; American Society for Clinical Nutrition. Weight
management through lifestyle modification for the prevention and management of type 2 diabetes:
rationale and strategies. Diabetes Care. 2004;27:2067-2073.

National Institutes of Health; National Heart, Lung, and Blood Institute; North American Association for the
Study of Obesity. The Practical Guide: Identification, Evaluation, and Treatment of Overweight and Obesity
in Adults. Bethesda, MD: Department of Health and Human Services, National Institutes of Health, 2000.
Publication No. 02-4084.

Neisner J, Histon T, Goeldner J, and Moon C. Background paper on the prevention and treatment of
overweight and obesity. Oakland, CA: Kaiser Permanente Case Management Institute and Institute for
Health Policy, 2003.

8 National Institutes of Health, 2000.

m IHS SDPI'2007 REPORT TO CONGRESS



* Wilson C, Gilliland S, Moore K, and Acton K. The epidemic of extreme obesity among American Indian and
Alaska Native adults with diabetes. Prev Chronic Dis. 2007;4:1-8.

5 Anderson etal., 2003.

6 Story M, Evans M, Fabsitz RR, Clay TE, Holy Rock BH, and Broussard B. The epidemic of obesity in
American Indian communities and the need for childhood obesity-prevention programs. Am J Clin Nutr.
1999;69:7475-754S.

7 Schulz LO, Bennett PH, Ravussin E, Kidd JR, Kidd KK, Esparza J, et al. Effects of traditional and Western
environments on prevalence of type 2 diabetes in Pima Indians in Mexico and the U.S. Diabetes Care.
2006;29:1866-1871.

& Hamman RF, Wing RR, Edelstein SL, Lachin JM, Bray GA, Delahanty L, et al. Effect of weight loss with
lifestyle intervention on risk of diabetes. Diabetes Care. 2006;29:2102—-2107.

Knowler WC, Barrett-Connor E, Fowler SE, Hamman RF, Lachin JM, Walker EA, et al.; Diabetes
Prevention Program Research Group. Reduction in the incidence of type 2 diabetes with lifestyle
intervention or metformin. N Engl J Med. 2002;346:393—-403.

9 Klein et al., 2004.
19 Hamman et al., 2006.
Knowler et al., 2002.

" SEARCH for Diabetes in Youth Study Group; Liese AD, D’Agostino RB Jr, Hamman RF, Kilgo PD, Lawrence
JM, Liu LL, et al. The burden of diabetes mellitus among U.S. youth: prevalence estimates from the
SEARCH for Diabetes in Youth Study. Pediatrics. 2006;118:1510-1518.

Wilson et al., 2007.

Additional sources:

Centers for Disease Control and Prevention, National Center for Health Statistics. Prevalence of overweight
and obesity among adults: U.S., 2003—2004. Atlanta, GA: Centers for Disease Control and Prevention, 2006.
Available online: www.cdc.gov/nchs/products/pubs/pubd/hestats/obese03_04/overwght_adult_03.htm.
Accessed August 2007.

REFERENCES | CHAPTERS 7 AND 8 m



Chapter 9
Healing From the Heart: Lifting Spirits and Creating
Healthy Communities

' Marrero DG, Peyrot M, and Garfield S. Promoting behavioral science research in diabetes.
Diabetes Care. 2001;24:1-2.

2 Wing RR, Goldstein MG, Acton KJ, Birch LL, Jakicic JM, Sallis JF Jr, et al. Behavioral science research
in diabetes: lifestyle changes related to obesity, eating behavior, and physical activity. Diabetes Care.
2001;24:117-123.

3 Schulz LO, Bennett PH, Ravussin E, Kidd JR, Kidd KK, Esparza J, et al. Effects of traditional and Western
environments on prevalence of type 2 diabetes in Pima Indians in Mexico and the U.S. Diabetes Care.
2006;29:1866—1871.

* Manson SM, Beals J, Klein SA, Croy CD; AI-SUPERPFP Team. Social epidemiology of trauma among two
American Indian reservation populations. Am J Public Health. 2005;95:851-859.

5 Felitti VJ. The relationship between adverse childhood experiences and adult health: turning gold into
lead. The Permanente Journal. 2002:6:44—47.

6 Singh PK, Looker HC, Hanson RL, Krakoff J, Bennett PH, and Knowler WC. Depression, diabetes, and
glycemic control in Pima Indians. Diabetes Care. 2004;27:618-619.

7 Delamater AM, Jacobson AM, Anderson B, Cox D, Fisher L, Lustman P, et al.; Psychosocial Therapies
Working Group. Psychosocial therapies in diabetes: report of the Psychosocial Therapies Working Group.
Diabetes Care. 2001;24:1286—1292.

Wing RR et al., 2001.

8 Glasgow RE, Hiss RG, Anderson RM, Friedman NM, Hayward RA, Marrero DG, et al. Report of the health
care delivery work group: behavioral research related to the establishment of a chronic disease model for
diabetes care. Diabetes Care. 2001:24:124-130.

9 Struthers R, Hodge FS, Geishert-Cantrell B, and DeCora L. Participant experiences of Talking Circles on
type 2 diabetes in two Northern Plains American Indian Tribes. Qual Health Res. 2003;13:1094-1115.

19 Narayan KM, Hoskin M, Kozak D, Kriska AM, Hanson RL, Pettitt DJ, et al. Randomized clinical trial of
lifestyle interventions in Pima Indians: a pilot study. Diabet Med. 1998;15:66—72.

m IHS SDPI'2007 REPORT TO CONGRESS



Appendix 2
Evaluation Methodology for the Special Diabetes Program for
Indians Community-Directed Diabetes Programs

' Centers for Disease Control and Prevention. Framework for program evaluation in public health.
MMWR Recomm Rep. 1999;48:1-40.

2 MacColl Institute for Healthcare Innovation at the Group Health Cooperative. Improving chronic illness
care. Available online at: www.improvingchroniccare.org. Accessed August 2007.

® World Health Organization. Integrating prevention into health care. Available online at:
www.who.int/mediacentre/factsheets/fs172/en/index.html. Accessed August 2007.

* Mayfield JA, Rith-Najarian SJ, Acton KJ, Schraer CD, Stahn RM, Johnson MH, et al. Assessment of
diabetes care by medical record review. The Indian Health Service model. Diabetes Care.
1994;17:918-923.

Acton K, Valway S, Helgerson S, Huy JB, Smith K, Chapman'V, et al. Improving diabetes care for American
Indians. Diabetes Care. 1993;16:372-375.

5 Acton KJ, Burrows NR, Moore K, Querec L, Geiss LS, and Engelgau MM. Trends in diabetes prevalence
among American Indian and Alaska Native children, adolescents, and young adults. Am J Public Health.
2002;92:1485-1490.

Burrows NR, Geiss LS, Engelgau MM, and Acton KJ. Prevalence of diabetes among Native Americans and
Alaska Natives, 1990—1997: an increasing burden. Diabetes Care. 2000;23:1786—-1790.

6 Burrows NR, Narva AS, Geiss LS, Engelgau MM, and Acton KJ. End-stage renal disease due to diabetes
among southwestern American Indians, 1990-2001. Diabetes Care. 2005;28:1041-1044,

7 Indian Health Service. Trends in Indian Health, 2000-2001. Rockville, MD: Department of Health and
Human Services, Indian Health Service, 2002. Available online at: www.ihs.gov/nonmedicalprograms/
IHS_stats/trends00.asp. Accessed August 2007,

REFERENCES | CHAPTER 9 AND APPENDIX 2 M



Designed by:

ela the Hill Group

www.thehillgroup.com

m IHS SDPI2007 REPORT TO CONGRESS











