Afkican Americans and Diabetes_

Diabetes Mellitus is one of the most challenging health conditions facing 30 million African
Americans. It is the 5th leading cause of death in African Americans between the ages of 45-64
_and is the third leading cause of death in African American women of all ages in 1990. In 1993

" 1.3 million African Americans were known to have dlabetes 3 times the number diagnosed in
1963.

STATISTICS (1993)

- for every white person who gets Diabetes 1.6 African Americans get Diabetes

- One in 4 black Women 55years and older has diabetes.

- 25% of blacks between 74-65 has diabetes. _

- Afr.Amer. Are more likely to develop complications and disability from Diabetes.

¥ - At age 45 or older the prevalence of Diabetes is 1.4 to 2.3 times as frequent as in whites.

- In the 65-74 age range 17.4 percent of black Americans had diagnosed diabetes
compared to 9.5% of white Americans
- African American children have lower rates of Type 1
-African Americans 40. years of age and older have Type 2 or non-insulin-dependent
Diabetes.

Diabetes and Pregnant African American Women ‘

- Afri. Amer women have a 80percent higher gestational diabetes rate than white women

- These women are 2 times more likely to develop diabetes in future pregnanmes and type
2 diabetes in 20 years.

Complications :

- Afri. Amer develop a higher rate of bl mdness kidney failure, and amputatlons from
diabetes in comparison to white Americans

Kidney failure
- 2.5 -5.5 times more often than whites

Visual Impairment
- 40 percent higher in African Americans than whites

Amputations (1991 study)
- 19 percent higher than whites

CONCLUSION:

Approximately 1.3 million African Americans have been diagnosed with Diabetes in the United

States. They are more likely to suffer from diabetic related kidney failure, visual impariment, and

_amputations than there white counterparts. Pregnant African American women have a 80%

higher gestational diabetes rate than white women. For these reasons we must incease diabetes
funding.
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Chapter 34

Diabetes mN orth American
Indians and Alaska Natives

Dorothy Gohdes, MD

SUMMARY

he epidemic of non-insulin-dependent dia-

betes mellitus (NIDDM) in Native American

communities has occurred primarily during

the second hall of this century. Although
NIDDM has a genetic component, with rates highest
in {ull-blooded Native Americans, thé incidence and
prevalence ol the disease have increased dramatically
as traditional lilestyles have been abandoned in favor
of westernization, with accompunying increases in
body weight and diminished phys:cal activity. Anthro-
pologic studies have shown that several tribes per-
ceive diabetes as an assault from vutside the commu-
nity. Diabetes was once described as benign in Ameri-
can Indians; now, diabetes and its complications are
major contributors to morbidity and mortality in all
Native American populations, except the isolated Arc-

tic groups whose lifestyles remain relatively un-

changed. Insulin-dependent diabetes mellitus
(IDDM) is rare in Native Americans and most cases of

INTRODUCTION

Native Americans are a diverse group of people whose
ancestors lived in North America before the European
settlement. In the United States ulone, there are more

- than 500 tribal organizations. [n addition to their

N
¥

tribal affiliations, Native Americans are often distin- .

guished by language and/or cultural groups, some of
which extend across both the United States and Can-

countries. In_the United States; ~1.9 million-individu-

alsidentified themselves in the 1990 Census as Ameri- . ‘
can Indian or Alaska Native, but only 1.2 million ol +.

these resided in the 33 reservaticn states served by the

Indian Health Scrvxce (IHS) an agency of the U.S.
Few data exist on the health-

Public Health Service'?
of urban Native Amerlcans in either the United States

\ Or Canada. Overall, the Native American populatlons
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7o ada. Contemporary Native American populations live © =
'in urban areas and on reservations or reserves in both -

i

IDDM are found in individuals with significant nou-
Native American ancestry.

Much of our understanding of the natural history of

NIDDM in North American Indians is derived {rom
the longitudinal epidemiologic studies of the Puna
Indians in southern Arizona. The relationship of obe-
sity to subsequent diabetes as described in studies of
the Pimas is present in all Native American popula-
tions. Native American communities experience high
rates of microvascular complications from diabetes,
although the rates of cardiovascular disease differ -
from tribe to tribe. The differences may reflect gencti-
cally based variations in lipid metabolisin or other
coronary risk factors or, alternatively, differences in
lifestyle. The extent of diabetes in Native American
communities today demands public health programs
that incorporate specific psychosocial and culuual
adaptations for individual tribes. :

L * .

of North America are young, with a median age in
1990 of 26 years, compared with 33 years for all races
in the United States. In addition, Native Americins
are disadvantaged both economically and education-
ally compared with the general U.S. population.

' PREVALENCE '

‘Because American Indians living on reservations are’
_-not included in U.S. national health surveys, data on

the prevalence of diabetes in Native Americans, residl-
ing in the United States are limited. Rates have been

estimated from case registries maintained at health

facilities, glucose testing at a .community level, and
surveys of self-reported diabetes. In the United States
and Canada, prevalence estimates for diagnosed dia-
betes are available from health care facilities where

care is provided at no charge to Native Americans. The

IHS estimated the rates of diagnosed diabetes from
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Figure 34.1 '
Indian Health Service Areas

: tSau:u:, Indian Health Service

ambulatory care visits that covered 86% of the esti-
mated 1 million American Indians served through the
IHS in 1987°. Duplicate records were excluded by
using unique patient identifiers. Rates were calculated
for the regions .shown in Figure 34.1. A similar esti-
mate covering 76% of the Inuit and Canadian Natives
living on reserves was also undertaken in 1987, using
‘cases known to the Medical Services Branch of the
‘Department of National Health and Welfare in Can-
ada'. Crude and age-adjusted rates of diabetes from
.these two surveys are shown in Table 34. 1> The rates
- decreased toward the north and west in Canada. Al-
‘though a similar trend was not apparent in the United
‘States, rates in the far northwest were relatively low in
‘both countries. Rates of diabetes were higher in
‘women than in men in all Canadian provinces, a trend
Yalso found for the United States in current diabetes
-estimates by the IHS. Women had higher rates of
"diabetes (13.2%) than men (11.0%) in a speczal medi-
. cal expenditure survey of American Indians eligible
 for IHS services conducted in 1987°. In the survey, the
- age-"and sex-adjusted-diabetes rate in individuals age
219 years was-12.2%,. compared with 5.2% in the -
general U S. population. A summary of published
studies®* of diabetes- prevalence in individual tribes
" in North America is presented in Table 34.2. These
. studies used criteria of the World Health Organization
(WHO) and ‘the U.S. National Diabetes Data Group
+ (NDDG) for dlagnoms of N[DDM:zs 28 ’

‘C{’n\ /¥$4/?Z%§%}

" Striking increaSes in- the prevalence of diabetes in

récent years have been described in Pima Indians and
" other tribes'*?"*® Because the incidence of diabetes
has also increased in Pimas, and presumably in other
tribes, the increased prevalence in many tribes is prob-
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Table 34.1 .
Diagnosed Diabetes in Native American Communities
in the U.S. and Canada, All Ages, 1987 :
Crude prevalence Age-adjusted
per 1,000 prevalence per 1,000
‘United States
Tucson’ . 76 119
Aberdeen 60 105
Phoenix 65 1104
Albuquerque ‘ 55 94
Bemidji ' 53 92
Nashville 63 87
Billings 50 ' 86 i
Oklzhoma 49 60 %
Navajo 32 ) 36
Portland 29 49
Alaska ) 9 B
AllIHS 45 69
Canada - )
Atlantic 43 - C87
‘Quebec 29 ‘ 48
Omntario 46 ' 76
" Manitoba - 28 .57
Saskatchewan 17 39
Alberta 22 51
Yukon 7 12
NW Terr. Indiar 5 8
NW Terr. Inult 3. 4
' British Columbia g 16
1 US. raies are age- ad}usled o the 1980 US. population; Camﬁdas fates are
age- ad;uslcd to.1he 1985 Canadian population.
Source: Relerences 3 and 4

‘ DETERMINANTS OF DIABETES |

~ American' Indians: The form of diabetes- that affects

- Pimas s, characterized blochemlcally and immu-.
: nologlcally as NIDDM, an observation ‘that co}nflofm5 ,

" the paucity of IDDM also noted in other tribes :

ably due t0 an increased incidence and cannot be

almbuted solely to longer survival of diabetic indi-
viduals?’. Figure 34.2 shows the prevalence of diabe-
tes in Pima Indians in each of three time periods since - -
1965%". Appendix 34.1 compares prevalence of diabe- -
tes in Pima Indian men and women with prevalence of .-
NIDDM in a sample of U.S. white men and wometl.

The longnudmal studies of diabetes conducted in
Pimna Indians since 1965 have provided extensive i
formation about NIDDM and its natural history it
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Table 34.2

prevalence of Diabetes in North America Native Populations by Region
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Reservation/Location " Tribe Age Date  Rate/1,000 Adjustment Mcthod Relerence
Southwest ' : ) )
Tohono Q'odham, AZ Tohono (rodham zl8  1985-86 183 None Case registry 6
) . . : w/record review
Gila River, AZ Pima. 30-64 1982-87 500 Age Biennial community 7
‘ World pop.  screening .
New Mexico Pueblo -235 1985 213 _Norne Case registry 8
{Rio Graade) ) : w/record review Co
Zuni, NM Zuni 235 1985 282 None Case registry ' 8
- wirecord review
Jicarilla Apache, NM Apache 235 1985 98 None Case registry . 8
' ) ) w/record review
Mescalero Apache. NM Apache ~235 (1985 164 None Case registry 8’
) - w/record review .
Navajo, NM Navajo 235 1985 165 Nose Case registry - 8
: : ) ) wirecord review
Arizona and New Mexico Apache 215 1987 101 Age Outpatient records 9
reservations X . , u.S. 1980 not verified
Navajo, AZ and NM Navajo 215 1987 72 Age Outpatient records 9
- ' : US. 1980 not verified -
" Navajo, AZ . Navajo ,20-74 1989 165 Agefsex Case registry 10
) U.S, 1980 community screening
Navajo, AZ Navajo 220 1988 124 Age Community sample Il
U5 1980 wiscreening
Rocky Mountain West o : : T
Fort Hall, D Shoshane/Bannock Al 1987 95 Age/sex Case registry 12
) U.s. 1980 w/chart review
Mez Perce. ID Nez Perce All 1987 105 Age/sex Case registry 12
: US 1980  wichart review:
Blackfeet, MT Blacklect 215 1986 168 Age 215 . Case registry 13 -
’ . U.s. 1980 w/chart review )
Crow, MT Crow 215 7 1986 85 Age2is Case registry 13
U.5. 1980 w/chart review
Fort Betknap, MT Assiniboine/ 215 1986 . ° 118 Age 215 Case registry 13
Gros Ventre US. 1980 wichart review
Fort Peck, MT~ -Assiniboine/Sioux 215 1986 173 Age215 . Caseregisiry ) 13
: I US. 1980° . -w/chart review
| Northern Cheyenne, MT Northern Cheyenne 215 1986 59 ‘Age 215 Case registry 13
: . US. 1980 - wichart review: .
Wind River, WY Shoshone/Arapaho’ 215 1986 125 - Agez15 Case registry 13
. Us. 1980 " w/chart review
Utah and Colorado Ute 215 1987 124 Age Outpatient records - 9
: ) . U.s. 1980 not verified
i{ Northern Plains : )
Cheyenne River, SD Sioux Al 1987 106 ‘Age Qutpatient records 14
' ' US.1980  not verified
Crow Creek, Sioux Al 1987 83 Age Qutpatient records 14
Lower Srule, SD. o U.S. 1980 _not verified )
- Devils Lake. ND .. Sioux ‘Al 1987 111 “Age. . Outpatient records 14 _
T . AT o o : . US.1980.  not verified '
- Pine Ridge, SD - - " - -+ Stoux Al 1987 70 - Age . .- .. Outpatienirecords. - = 14
4 HE S B v US. 1980 - notverified - T o
|| - Rosebud, SD . Sioux Al 1987 82 " Age . - Outpatient records 14
- IR — = ‘ . - o U.5.1980 - notverified .- ' a
'iSiSSelom’Wahpeton, s Sjoux Al 1987 64. Age Outpatient records- . . 14
_ oS i U5 1980 - not verified o
Turtle Mountain, ND Chippewa Al 1987 105 "Age  Outpatient records 14
‘ U.S. 1980 not verified
8| - Standing Rock: ND/SD Sioux All 1987 125 Age - Outpatient records ' 14
' ' ' U.s. 1980 not verilied
Table 34.2—Continued next page
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Table 34.2—Continued .
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" Reference
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R:cscr\:aliorifl_ocanon Tribe “Age Date . Rht#/l,OOO Adjustmvcr_u Method
iYankion/Saniee, SD Sioux All 1987 C196 Age’ Outpatient records 14
‘ - U5.1980  not verified ‘
Winnebago/Omaha, NE Winnebago/Omaha  All 1987 " 218 " Age Outpatient records 14
P : , US.1980  notverified
‘North and South Dakota Sioux 215 1987 S NT L Age Ouipatient records 9
| teservations : : S ’ U.s. 1980 not verified
| - . :
Upper Midwest ) ) o ) ’ )
| Red Lake, MN Chippewa Al 1987 148 Agessex: Case registry 15 |
i - e ‘ S ) o U.S. 1980 verified/screening
. MN and ND~Chippewa Chippewa 215 1987 144 © o Age . Outpatient visits. 9
© reservations combined . . } . U.5.1980 not verified -
| Omtario and Manitoba, Cree/QOjibwa All 1983 28, . None Case registry 16
' Canada i b ’ “wichart review” .
{ SW Onuario, Canada OneidasChippewa 25 1985 147 T Age: . Case registry 17
1 ' * Canada 1985  wrcharni Teview
jNonheast : S o )
. St Regis, NY Mohawk - Al 1989 49 Age .- Case tegistry 18 .
! SR : . US. 1980 - wi/chart review .
. River Desert/Lac Simon, Algonqtin 215 1989 150 Norne Communily survey, 19
Quebec, Canada A L - K ' ‘
i Nova Scotia, Canada Micmac Al 198g '5% .7 Nome Case registry - 20
South o ' o ' R S
. Choctaw, MS. " Choctaw Al 1989 o183 Age Case registry’ 21
| S ‘ ‘ R C U5.1980 wichart review
| Cherokee, NC Cherokee Al 1988 106 Age . Cise registry 22
: ' , ‘ .. U.5.1980 '
f?aciﬁc Northwest ) . ’ - . .
L Lummi, WA Lummi - All log7 40 Agelsex . - Caseregistry - i2
; ' ) . o US. 1980 - w/chart review
. Tahola, WA Quinalt Al 1987 S0 " Agefsex Case registry 12
| : . ‘ . Us. 1980 “wichart review
i Makah, WA Makah Al log7 . 53 Agelsex Case regislrjf 12
h C L o U.5. 1980 Ww/chart review - »
‘ Colville, WA' Colville © Al 1987 52 Ape/sex Case registry 12
. . ‘ . 1.5, 1980 w/chart review
. Spokane, WA _ Spokane AN 1987 56 . Agessex - Case registry. |, 12
| o C U.S. 1980 wichart review C
" Yakima, WA Yakima AlL 1987 . 75 Agefsex Case regisiry ‘12
o S . ‘ US. 1980 . w/chart review .
Umatilla, OR Umatilla CAR 1987 .65 Agessex Case registry ' 12
) . - ' ‘ . US.1980°  ~wichart review -
" Warm Springs, OR Warm Springs All 1987 - 75 - Agefsex Case registry 2
° b4 ) N L " U.S. 1980 - w/chart review V
Far North - T . IR
Alaska All native - All . 1987 7 Age Case registry 23
- . ’ . - . U.5.1980 wichart review
‘Alaska Eskimo All 1987 . 10 Age Registry verifted 23
1 : A o : . 'US. 1980 - wichart sudit ,
1 Alaska . Indian All © 1987 Age -1 Casereglsury | ‘ .23
i, i_ o . I e ©, - US.1980 w/gi;s]'t:rév!cw “
W Alaska- . - Aleut r AW - 1987 © L Ager o L. Caseregisuy I
R I IR SRR 1S, 1980 ,\Y.g/n:parvrrevicw
| Yukon indian Indian T AR 1987 . Age - | Case regisury %
i T o C - - World pop. . not'verified -
1 NW Territories Indian indian Al 1987 - 7 7 .. Age. .. Caseregistry
| B Y _ . _ o e L World-pop.. " not vgdﬁcd L .
| NW Territoriés Inuit Inutt ¢ AR 1987 © T4 7 Age . .Caseregisuy ,2‘_’
| ' e o ~ World pop. - - notverified . . ‘
; Source: Relerences are listed within the wble v
686
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prevalence of Diabetes in Pima Indians, by Age, Sex, and Time Period
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source: Reference 27

_GENETICS

Diabetes rates are highest in full-blooded Native
Americans, as first observed in Choctaw Indians in
1965 and subsequently in other tibes’' > The preva-

-lence of diabetes in residents of the Pima community

is highest in individuals of full Native American heri-
tage (Figure 34.3)*. In Pimas, diabetes rates are high-

est in the offspring of parents who themselves devel-

oped diabetes at a young age (Figure 34.4)**. Diabetes
is also familial in Oklahoma Indians, an observation
suggesting that genetics and/or lamily lifestyles pre-
dispose individuals to NIDDM?*. Although the precise
genetic components of NIDDM have not been com-
pletely described in American Indians, a genetic
marker linked with insulin resistance, a major factor

Figure 34.3
Prevalence of NIDDM in Pima Indians, by Indian
Heritage ' ‘

40

30 1

10}

Prcvalcncq of diabetes (percent)
2
H

Full Indian

Halfdndian

Non-indian

Data are age- and sex-adjusted,

Source: Reference 33
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in the pathogenesis of NiDDM, has been described in
Pimas™®, -

OBESITY )

Obesity is a major risk factor for diabetes in Pimas and
is widespread in many tribes, with increasing rates ol
obesity measured in several communities in the
United States and Canada'“*"*! - The interaction of
obesity with genetic susceptibility to diabetes as meas-

. ured by parental diabetes is shown in Figure 34.5 for

RA7

Pimas*’. A striking increase in abesity has occurred in
Pimas in recent years {Figure 34.6)"*>. In addition,

Figure 34.4
Prevalence of Diabetes in Pima Indians, by Presence
and Age at Onset of Diabetes in the Parents

80 ) Parental disbetes

ONondiabelic WEither mOnc mBoth
late early early
60 -
g
¥ 40|
v
oo

wl

59 1594 L2584
' o Age(Years) . - .

vt

Persons {or whom both parents had been examined were grouped inco four
groups according to parental diabetes: both early, one eatly, either late, or
nondiabetic according to whether the parents had diabetes and whether the
parental diabetes was dizgnosed before ot alter age 45 years.

Source: Reference 34
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‘Incidence of NIDDM in Offspring of Pima Indians
*by Body Mass Index and Parental Diabetes -~
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Source: Reference 42
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longer duration ofobesny has been shown to-increase.

the rlsk of diabetes™.

Cemrai obesity was characteristic. of Canadlan Indi-
ians studied in Manitoba and Ontario®™. In young Pi-
‘mas, waist-to-hip ratio, a measure of central obesity,

‘was more strongly associated with diabe tes than body .

{mass index, 2 measure of overall obesity®® In Navajo
'women, a small study found an increased waist-to- -hip
icreased risk of diabetes, but a sxmllar association was
' not significant in Navajo men*
“data on obesity and other metabolic variables in Na-
tive American groups included in the. Strong Heart
‘ S[ud}’

‘ratio associated with a statistically significant- in-

°. Appendix 34.2 shows.

LIFESTYLE

Both diet patterns and physical activity have changed
markedly in Native American communities over re-
cent decades. Although detailed longitudinal surveys

" are not available for most tribes, the disruption of

traditional agriculture and hunting has resulted in

.increased consumption of fat—typical of the contem-

porary western diet. In Pimas, a high-calorie diet has
been associated with the development ol diabetes”

Carbohydrate intake was the single strongest predic-
tor of NIDDM but was closely related to 1otal calorie

and fat consumption.

Physical activity has decreased as individuals have
acquired motorized transportation and sedentary oc-
cupations. Diabetic Pimas reported less lifetime and
currem physical activity than nondiabetic individu-

~als'®. A recent case-control study in Zuni Indians

showed the risk of presenting with diabetes decreased

significantly with increasing physical activity, even
-after adjusting [or obesity, suggesting rhat physical

activity itsell decreased the risk of NIDDM inde-
pendently of body weight*’

PATHOGENESIS,

Studies of the pathogenesis of NIDDM in Pimas indi--
- cate that insulin resistance, as measured by nonomda-

tive glucose disposal; is an early metabolic defect™.
Longitudinal studies have found that insulin secretion

.. and insulin resistance mcrease as individuals develop

impaired glucose tolerance®. Insulin levels then faﬂ as
frank NIDDM develops oftenata relauvely young age”

Figure 34.6

Mean Body Mass Index in Pima Indlanc, and the U.S. W}me Populauon
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Energy metabolism and obeguy have been studied in
an attempt to characterize a "thrifty gene*** Although
the exact causes of obesity have not been explained,
stdies in Pimas have found energy expenditure 1o be
familial and a low metabolic rate to be predictive of
subsequent weight. gain. Detailed metabolic studies
have not been conducted in other tribes, but a propen-
sily to obesity and NIDDM is'widespread, as has been
the change from traditional high-carbohydrate diets
[ofmodei'n high-fat diets. Contemporary high-fat diets
are associated with deterioration of carbohydrate me-
tabolism in both Pimas and Caucasians™ Although
our understanding of the current
NIDDM in Native Americans is based on- studies of
pimas, the interaction between environmental
changes and genetic susceptibility 1o NIDDM is not
limited to Pimas but appears to be widespread in all
- indigencus North Americans, as well as other popula-
tions throughout the world.

MORTALITY

i

The ‘mortality from diabetes in Native Americans is
striking, yet it is seriously underestimated in U.S. vital
statistics data. The figures published for diabetes

death rates in 1986-88 showed the age-adjusted -
American Indian death rate was 2.7 times the rate for

the general U.S. population’. These figures reflect
only cases in which diabetes was the underlying cause
of death, not those in which.it was a contributing
cause or those in which diabetes was not listed on the
death certificate. Mortahty rates by ITHS Area are
shown in Table 34.3. During 1984-86, there were
{ 252 Native American deaths with diabetes listed as
a contributing cause of death and 708 deaths with
diabetes listed as the underlying cause®. In addition,
the National Mortality Followback Study found that
Native American heritage was underreporied on death

certificates by 65%*. When the 1986-88 relative mor--

tlity rates are adjusted for underreporting of heritage,
the diabetes mortality for Native Americans is 4.3

times the rate for whites. In a New Mexico study, .

American Indians exPerienced 3.6 times the diabetes
death rates of whites”. Over a 30-year period in New

epxdemlc“ of -

- Mexico, diabetes death rates in American Indians in- ‘?: :
‘Creased 550% in women and 249% in men. A mortai-, '

ity study on Canadian Indian reserves in seven prov-

inces found the risk of death from diabetes to be 2.2°
- limes higher for native men and 4.1 times higher for

nhative women (han the rates for the Canadlan popula-
non as a whole™.

Detalled mortality studies in Pimas during 1975-84
fOund that the age- and sex-adjusted death rate from

PPN

* . Gy

ARQ

Deaths/ 1.600 person-years

er

Table 343 -

Age-Adjusted Mortality Rates for Deaths Due to
Diabetes, American Indian and Alaska Native
Population, 1984-89

Rate per 100,000 population

IHS Service Area  1984-86 1985-87 -1986-88 1987—89

Total 24.5- 25.2 262 291
Aberdeen. 44.7 41.3 35.6 50.1
Alaska 5.7 5.9 5.8 7.6
Albuquergque 25.0 324 331 328
Bemidji 329 29.4 286 390
Billings 48 278 1346 40.1
California 10.4 15.2 15.5 15.3
Nashville 30.5 30.4- 395 45.0
Navajo 212 238 23.6 27.4
Oklahoma 213 20.1 206 211
Phaenix 54.0 514 539 53.2
Portland 15.5 183 242 25.4
Tucson 529 59.0 69.6 68.1

Data ar¢ {ot populations residing in the 1HS service areas and arc age- adjuswd
to the 1990 U5, Census: Alaska rates are based on <20 deaths, -

Source: Indian Health Service Program statistics

diabetes was 11.9 times greater than the 1980 death
rate for all races in the United States’’. Diabetic neph-
ropathy was the leading cause of death in diabetic
Pimas, followed by ischemic heart disease™® Longer
duration of diabetes (Figure 34.7)* and proteinuria®
were both associated with increased mortality. A 10-
year followup of a cohort of diabetic Oklahoma Indi- .
ans also showed striking death rates: 5% annually for
men and 4% for women, which were three and four
times the rates expected [or men and women in the
genetal Oklahoma population®. Circulatory disease

Figure 34.7
Age-Adjusted Mortality of Pima lndlans by
Duration of Diabetes

0

Duration of diabetes {years)
004 w59 w1014 m15-19 m 220

Men Wormen Both Sexes - )

Data are for deaths due to natural causes 1n disberic individuals age 235 years. |

Source: Relerence 58
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‘causes of death in this cohort exceeded those attrib-

‘uted to diabetes as the underlying cause Although the
‘contributions of diabetic renal disease and
atherosclerotic heart disease to overall diabetes-re-
Jlated mortality vary among tribes, both clearly con-
[ribute to the very significant mortality from diabetes
in North American Indian communities.

i COMPLICATIONS -

‘DIABETIC NEPHROPATHY

‘End-stage renal disease (ESRD) registries in the
'United States and Canada have documented that Na-
‘tive American populations are at high risk [or entering

‘treatment for kidney failure. During 1981-86, ESRD .

irates in Canadian Natives were 2.5 to 4 times the
‘national rates, depending on the assumpuons used o
.determine the native population®.
'ESRD cases were attributed to diabetes. In the United

'States, the age-adjusted ESRD _incidence for Native

‘Americans during 1983-86 was 2.8 times the-rate for
‘whites, with 55% of Native American cases attributed
/o diabetes®. In 1987-90, the diabetic ESRD incidence
for Native Americans was six times higher than the
‘white rate (Figure 34.8)*. Reports fmm individual
'tribes confirm that high rates of diabetic renal failure
roccur in many tribes, including the Na\mjo Cherokee,

‘Alaska Native, Sioux, Pima, Zuni, Chippewa, and
‘Oklahoma tribes' >3448 Pimas, diabetic neph-
'ropathy surpassed lschermc heart disease as the lead-
‘ing cause of nontraumatic death during 1975-84°%; "

The natural history of diabetic kidney disease in Pi-
_mas has been well defxned69 Both overt diabetic neph-

Figure 34.8
U.S. Incidence of Diabetic ESRD, 1987-490
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i| ESRD, end-stage fenal disease.

1 Source: Reference 63
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ropathy and ESRD increase as the duration of diabetes
increases’. High blood - pressure and hyperglycemia

" predict the development of overt nephropathy. Simi-

larly, [asting blocd glucose and hypertension were
found to be significant risk [actors for the develop-
ment of renal failure in Oklahoma Indians®. Diabetic
offspring who have at least one parent with diabetes
and proteinuria are at greater risk to develop neph.
ropathy than d:abenc offspring whose parents do not
have protemuna Studies of glomerular function in
Pimas also showed that individuals with recent-onset
NIDDM had hlgher glomerular filtration rates than
nondiabetic Pimas™. Both clinical and epidemiologic
studies have suggested that the natural history of
diabetic nephropathy in Pimas is similar to diabetic
nephrg }i)athy in mdlwduals with lDDM (Figure
34.9)%7

DIABETIC RETINOPATHY

,Dlabetlc retinopathy has been reported in many

tribes'>*2¥7%7% Detailed studies of the incidence and
risk factors for retinopathy have been reported for the
Pima and several tribes of Oklahoma | ndians”'33

“Rates of retinopathy and risk factors are summarized

in Table 34.4. An association of insulin therapy with
diabetic retinopathy similar to that found in U.S. stud
ies has also been found in Native Americans in Canada®"

LOWER EXTREMITY AMPUTATION

Lower extremity amputation (LEA) rates are unforw-
nately high in many tribes, although the rates in small

Figure 34.9
Cumulative Incidence of Diabetic ESRD in Pima .
Indians with NIDDM and in Individuals with IDDM
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Table 34.4
piabetic Retinopathy in American Indians
- Retinopathy
Rel. Group (%) Risk factors
Retinopathy Prevalence ]
79 Oklahoma 244" Hyperplycemia
75 Oklahoma 49.3 Hypertension
8082  Pima " 18 . Duration of diabetes
o Insulin therapy
thiﬂopalh}; Incidence
8l Oklahoma 723
Pn’;li‘{em:ivck Retinopathy Incidence
83 Cklahoma 185" Hyperylycemia
(mean 12.7 Duration of diabetes
- years Cholesterol )
followup)- Systolie blood pressure
Insulin therapy
82 Pina {aflter 14 Young age at diagnosis
20 years Duration of diabetes
followup) - Background retinopathy
: Hypertension
Proteinuria
Renal insulficiency
Neuropathy
Cholesterol
Insulm therapy
Source: References are listed within the wble

studies vary among reservations™"*#*} During 1982-
87, Navajos experienced hospital discharge rates of 74
per 10,000 for LEA, compared with 240 per 10,000 for

the Indians of southern Arizona®. Ten percent of iden-

tified diabetic patients in southern Arizona had a re-

corded history of LEA on their medical records in

1985-86°. Several studies have regened higher LEA
rates in males than in females®’*®® Duration of
diabetes has been reporled asa sx;’mﬂcant risk factor

for LEA in several tribes®®’. Prospective data on risk-

of foot ulceration and LEA in Chippewa Indiarns
showed 9.9 times higher [oot ulceration rates and 17
times higher amputation rates in diabetic patients
without protective sensation, compared with patients
who retained the ability to perceive the 5.07 Semmes-
Weinstein monofilament®. Of 358 diabetic individu-

als, 7.7% had severe peripheral neuropathy as evi- ;

denced by lack of sensmvny to.the 5.07 monoﬁla-

R . Tieoat

Rates of first LEA in retrospective studies were 13.7
per 1,000 diabetic person-years in Pima Indians.

(1972-84) and 18 per 1,000 in Oklahoma Indians

. (1972-80)**%". Hyperglycemia, retinopathy, neph-

topathy, and signs of neuropathy including medial

arter cal‘ci[ication were predictive risk factors for
y P

LEA in Pimas®. Although amputation rates in Pimas

increased with age, the effect of age was.not signifi-
cant after controlling for duration of diabetes. Similar

ST YT

risk factors were reported for first LEA in Oklahoma
Indians, although no indicators of neuropathy were
reported”’. Five-year survival after amputation was
40% in Oklahoma Indians and 61% in Pimas®*® Hy-
pertension was a significant risk factor in the Okla-
homa tribes but not in the Pima. These variations
suggest that peripheral vascular disease and
neuropathy may differ significantly among tribes in .
their contribution to LEA.

PERIODONTAL DISEASE

Periodontal disease rates in Pima Indians were 2.6
times hlgher in diabetic patients than in nondiabetic
individuals®®. Destructive perlodoma disease was also
more severe in diabetic individuals®™. The frequency of
edentulousness increased markedly with diabetés du-
ration®. At 20 years duration, 75% of diabetic Pimas
were edentulous. The presence of retinopathy and
poor glycemic control were associated with an in-

-creased risk of periodontal disease.

INFECTIONS |

Although the pathogenesis.of infections as complica-
tions of diabetes is not simple, it is clear that infec-
tions are of particular importance in Native Ameri-
cans. Tuberculosis mortality in American Indians in
1987 was 5.8 times higher than the rate for all races in
the United States’. A case-control study in Sioux Indi-
ans showed that diabetic individuals were 4.4 times
more likel y to develop tuberculosis than nondiabetic
individuals®. Morlaluy from infectious diseases in
Pimas is significant®’. Although overall infectious dis-
ease mortality rates did not differ between diabetic
and nondiabetic Pimas during 1975-84, the number of
deaths studied was small*’. Five of the six deaths from:
coccidioidomycosis, a disease endemic in the South-
west, occurred in diabetic patients. Similarly, 81% of
the 26 cases of necrotizing fasciitis, a rare but severe

~ soft-tissue infection, reported from the Phoenix In-

dian Medical Cemer during a 9-year period occurred

in diabetic patients”. Thus, infections associated with

diabetes in Native Americans are of particular con-'

.- 'cern. Unfortunately, detailed epidemiologic data on
'the pamcular associations are lacking for most mbes

GALLBLADDER DISEASE

Gallbladder disease and diabetes have been linked
together in Native Americans as part of a "New World
syndrome” with both a genetic and evolutionary ba-
sis’’. In an analysis of gallbladder disease in Pimas
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during a 20-year period, no excess risk of death was -
found in diabetic individuals with gallstones com-

pared with individuals with normal glucose olerance

and gallstones™. However, Pimas with gallstones ex-

_periénced both increased mortality from gallbladder

cancer and total mortality from other causes. Overall

cancer mortality, however, was not significantly differ-

ent between diabetic and nondiabetic Pimas®.

s

CATARACTS

The ‘incidence of visually disabling cataracts as esti-
mated by first cataract surgery was higher in Pimas,
compared with the U.S. population as a whole®®. After
controlling for age and sex, diabetic individuals expe-
rienced more than twice the rate of cataract extraction
than nondiabetic individuals. Cataract surgery rates
increased with longer duration of diabetes and in
those treated with insulin. ’

CARDIOVASCULAR DISEASE -

Although our understanding of the epidemiology of
cardiovascular disease is incomplete, studies of spe-
cific tribes clearly suggest that diabetes is a major risk
factor for cardiovascular disease in all Native Ameri-
can populations. ‘ '

!
ISCHEMIC HEART DISEASE
Our understanding of cardiovascular disease in Native
Americans and its relationship to diabetes and other
risk factors is evolving. Rates of ischemic heart disease
have changed markedly in recent years, and both the
rates and the relative contribution of known risk fac-
tors appear to vary among tribes’’. lschemic heart
disease and stroke rates in Canadian Indians have
equaled or exceeded Canadian national rates in recent
years, sparing only the more isolated and less accul-
turated communities®. In Pima Indians, a tribe with
low coronary heart disease rates, diabetes is a major
risk factor for coronary artery disease™. All fatal coro-
nary -events -in Pimas during 1975-84 occurred in
- diabetic_individuals. Reports from many tribes de- -
- scribe myocardial infarction or ischemic heart disease
in association with diabetes>'**'%'% The Strong’
:Heart Study of diabetic and nondiabetic American
Indians age 45-74 years in Arizona, Oklahoma, and
North and South Dakota was designed to quantify
.cardiovascular morbidity and mortality and to com-
pare risk factors among tribes'®. Major electrocardio-

gram (ECG) abnormalities were signilicantly higher
! i ,

- pressure was not correlated with insulin resistance'”’.

- HYPERTENSION

, Thereis a péucity of published data on stroke

: d g 58
" number .of stroke events was smali’

692
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in diabetic individuals in all tribes, with the associa-
tion greatest in Arizona, where cardiovascular disease

Sy 33
rates weré lowest'®,

The interactions among diabetes and its risk factors
and cardiovascular disease are-complex and have been..
studied in detail only in Pimas, where the influence of
hyperinsulinemia, insulin therapy, insulin resistance,
and hypertension have been examined'®. In this tribe,
neither endogenous hyperinsulinemia nor exo-
genonous_insulin therapy was prospectively associ--
ated with ECG-abnormalities. In addition, mean blood
107
Diabetes and insulin resistance, however, were associ-
ated with increased levels of very low-density iiyopm- ;
teins and decreased high-density lipoproteins'®

.Ina
preliminary report {rom the Strong Heart Study, rates
of hypercholesterolemia varied among different
tribes'®. The WHO study of vascular disease in diabe-
tes also found higher mean cholesterol values in Okla-
homa Indians than in Pimas'®. The relative influences
of diabetes and insulin resistance on cardiovascular
disease remain unknown.

From the limited data available, hypenehsion in Na-
tive Americans in the United States appears to be less
prevalent than in the general U.S. pOpul'ationws‘m. In
Canada, however, a sample of Canadian Indians had
higher diastolic blood pressures than the overall Ca-
nadian population®. Diabetes and hypertension coex-
ist at varying rates in the United States'”. The relative
risk of diagnosed hypertension in diabetic patients
compared with nondiabetic individuals ranges from
4.7.10 7.7 in different THS regions; overall, 37% of
ambulatory diabetic patients had diagnosed hyperten-
sion. Hypertension in diabetic individuals has been
reported in 46.5% of Navajos, 53% of Cherokeaels],land
48.6% of Canadian Cree and Qjibwa tribes?> 1L

v

STROKE
| rates in
diabetic Indians. In Pima Indians, stroke-related mor-

tality did not differ between diabetic individuals an

RN ; : ;- the
those with normal glucose tolerance;. however i
: e was & ‘In diabetic
n aF
: P rates
Alaska Natives, rates of stroke werensxmllar to e
found in a white diabetic population™.
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DIABETES AND PREGNANCY - .

DIABETES ANTEDATING PREGNANCY

The short- and long-term interactions of diabetes and

pregnancy are of major concern for both mother and
oﬂ'sprmg in Indian communities. Although IDDM is
rare in North American Indians, y'oung P:ma women
with NIDDM antedating pregnancy experienced the
same pattern of congenital abnornalities described in
pregnancies complicated by IDDM'" Diabetes ante-
dated pregnancy in 7 (1%} of 591 Zuni Indzan women
during 1989-90, and in 38 (2%) of 1,854 Tohono

O'odham women during 1984- 88”“” In the latter |

© group, gestational diabetes was ¢ liagnosed before the

20th week of pregnancy in 25 (42%) of 59 of the

~ gestational diabetic pregnancies, suggesting that dia-

betes may also have antedated pregnancy in these
cases. Preexisting diabetes occurred in 13 (0.3%) of
4,094 Navajo women who delivired during 1983-87
in 1HS facilities on the Navajo Reservation'’ For
Pima women, adiagnosis of diabetes antedating preg-
nancy was associated with increased rates of perinatal
mortality, large-lor-gestational-age births, toxemia,

~and Caesarian ‘section, compared with women with

normal glucose tolerance!™

GESTATIONAL DIABETES

Gestational diabetes mellitus (GDM) diagnosed ac-
cording to O'Sullivan and Mahan criteria has been
reported in many tribes with varying rates. For exam-

" ple, 14.5% of pregnancies in Zuni, 3.4% of deliveries

in Navajo, and 5.8% of deliveries in Yquk Eskimo
women were in women with GDM'?!PHTIE [y

paired glucose-tolerance durmg pregnancy dlagnoscd
in Pima Indians by WHO criteria was associated with
rates of fetal and maternal complications that were
intermediate between the rates x?enenced by normal
and overtly diabetic women™"" """, Follow-up studies
of American Indian women with a history of abnormal
glucose tolerance during pregnancy found high risks
of developing subsequent overt diabetes: 27.5% ol

Pima women developed diabetcs within 4-8 yearsand
30% of Zuni women with GDM developed diabetes
wuhm 0.5-9 years

113119

The longiludinal studies of diabetes in the Pima com-

Figure 34.10
Prevalence of Diabetes in Pima Offspring by Age
and Maternal Diabetes Status
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Source: Reference 121

sulinemia, obesity, and abnormal glucose tolerance
occurred at an earlier age in offspring of women with

.abnormal glucose tolerance, compared with offspring
" exposed to normal glucose levels in utero

[PIN 122

~ Because of the longitudinal nature of the Pima studies,

these data are unique. However, the widespread emer-
gence of NIDDM in Native American children has
been noted in both the United States and Canada,
suggesting that the interactions of diabetes and preg-
nancy; which are well described in Pima [ndians, are
probably not limited to one tribe but pose major pub-
lic health challenges in many North American indige-

nous commumnesm 125

HEALTH CARE DELIVERY AND PREVENTION 1

PREVENTIVE HEALTH SERVICES

* The magnitude and scape of health problems related

-

munity have revealed striking associations of diabetic .
y g -

pregnancy with obesity and diabetes in the off-

spring'**'*. By age 20-24 years, oflspring of a diabetic .

pregnancy had a higher rate of diabetes (45%) than

olfspring of prediabetic wome (8.6%) or nondiabetic
women (1.4%) (Figure 34.10)'"" Fasting hyperm»
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to diabetes in American Indian communities have
evoked changes'in the health care systems that were:

‘originally demgned primarily to prevent symptomatic.
infectious disease and to promote maternal and child . . ~

health'®, Efforts to organize consistent preventive
health services for diabetic patients and to evaluate

' patient outcomes in the primary health care setting

have used public health techniques such as surveil-
lance and registries®®'?”"*>, Programs of high-quality -
diabetes care have. been orgamzed in rural, isolated
Native American communities'?’"?*'*? These pro-
grams incorporate unique features, with each program
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designed specifically 10 promote the involvement of
the communilty it serves. The importance .of Native
American community involvement in the implemen-
tation ol practice guidelines was specifically noted by
the Expert Commmee of the Canadian Diabetes Advi-
sory Board'>. Today, preventive health care programs
in Native American communities combine the strate-
gies successfully used in the past for infectious dis-
eases with the newer diabetes care guidelines. In some
cases these preventive strategies overlap. Because of
the high risk of the reactivation of wberculnsis in
dlabetlc individuals, the IHS has recommended sys-
tematic tuberculoms prophylaxis [or diabetic Ameri-
can Indian patients®. Effective interveniion strategies
continue to be studied in the United States and Canada.

EDUCATION

i

Just as diabetes clinical guidelines have been adapted
for the needs of Native American Indians with diabe-
tes, educational programs and materials have also
been developed and evaluated systematically to target
these cultures’'?” Nutrition education has empha-
sized single-concept messages rather than conven-
tional dietary exchange systems "’ Diabetes educa-
lion programs that involve the community have
evolved by usmg a stepwise approach Lo amglemem-
ing national diabetes education standurds'”®, Native
American interpreters trained in diabetes termmology
fhave become crucial to the success of diabetes educa-
tion in cross-cultural settings'”. Diabetes training for
community health representatives and Alaska village
health aides has been organized to promote effective
ipreventive care and education from within the com-
'munity by mobilizing community health workers.

, ,

‘PRIMARY PREVENTION

1

‘Both the historical experience of Native American
icommunities and the growing understanding of the -
:pathophysiologic interactions between genetics and
lifestyle. suggest that NIDDM can be prevented in
Native Americans. In response to the growing burden
‘of diabetes, communities have organized health pro-
‘motion efforts to increase fitness and decrease obe-
'sity'*’ For example, the Pueblo of Zuni has main-
'tamed a community-based prevention program ‘for
‘more than 10 years'*"'*? Melabolic control improved
m the program’s diabetic patients who exercised, com-
' pared with patients who did not'*. A recent retrospec-
'tive study in Zuni found that even after adjusting for
.obesity, the odds ol presenting with diabetes de-
.creased with increasing exercise frequency in this
thigh-risk community®’. Diabetes prevention efforts

! ' 694

-these communities.

have spread to many Native American communities,
These ellorts include the revival of lradmona} physi.
cal activities and native foods to promote a hea) lhy
sfestyle”o Formal clinical trials to test the feasﬂnl;w

ol preventing NIDDM will be of major significance 1o |

PSYCHOSOCIAL AND CULTURAL STUDIES

The growing burden of diabetes in Native Americans -
has stimulated communities and investigators 10 ex-

Table 34.5 )
Psychosocial and Cultural Studies of Diabetes in
Native Americans

Books )

Diabetes and Native Americans: The impact of lifestyle and cultural
changes on the health of indigenous peoples. _lm_] Young R, eds.
Moulton Press, Berlin, 1994

Maonegraphs
Diabetes in Canadian native population: Bmcuf(urai perspectives.
Young TK, ed. Canadian Diabetes Association, 1987

Pine CJ: Diabetes and behavior: American Indian issues. American
Indian and Alaska Native Mental Healch Rescarch, Monograph
1:94-115, 1988

Rokals DA, Bruce SG, Meiklejohn C: Diabetes m;lums in native
populations of North America; An annotated bibliography. Mono-
graph, Series No. 4. Northern Health Research Unit, Depariment of
Community Health Services. University of Manitoba, Winnipeg,
1991

Articles

Camazine SM: Tradmonal and wesiern health care nmong 1hc Zonl-
Ind:ans of New Mexico. Soc Sci Med 14B:73-80, 1980

Hagey R: The phenomenon, the explanations and the responses: Mes-
phors surrounding diabetes in urban Camdlan Indians. Soc Sei Med -
18:265-72, 1984

Huuhnger K, Krefting L, Drevdahl D, Tree P, Baca E, Benally A:
*Doing battle™: A metaphorical analysis of diabetes mellitug among,
. Navajo people. Am J Occup Ther 46:706- 812, 1992

Jackson MY, Broussard BA: Cultural challenges in nutrition édg;‘;‘
tion among American Indians. Diabetes Educator 13:47-50, 1 .

La‘ng GC: Diabetics and health care in a Sioux Vcom!’nun“)" Human
Organization 44:251-60, 1985 - :

Lang GC: "Making sensc about diabetes: Dakom nasratives of ill¢
ness. McduaMm!empology 11:305-27, 1989

n
Miller P, Wikoff R, Keen O, Normn} Heahth bchcfs and regime

adherence of the American Indian diabeiic. American !udmn
Alaska Native Memat Health Rescarch ] :24-36, 1987

he socml mamx A Native

Tnm-Ormc L: Chronic disease and 1 22 80-109,

Amencan intervention. Recent Advances in Numﬂg

nd beliefs of Amcn
mldes ; 19: -205-09. I

ican
Womack RB: Measuring the att
Indian patients with diabetes. Diabetes Educator
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: amine traditional and modern perspectives on diabe-
res. Several anthropologic studies have documented
the interpretations of Native Americans affected by
diabetes regarding the etiology of the disease, the
experience of illness, and the eflicacy of treatment.
Native American communities perceive diabetes as a
new disease that has come {rom the outside. If ap-
proaches to diabetes in both individuals and commu-
nities are to be effective, these eflorts require appro-
priate cultural adaption to local health beliefs. Se-
lected references from the growing number of studies

NAATN HIN

are presented in Table 34.5. These studies are the
foundation for the'important cultural understandings

- that must develop along with the scientific framework

to enable Native Americans to control the diabetes
epidemic. o '

Dr Dorothy Gohdes is Director; Indian Health Service Diabe-
" tes Program, Albuquerque, NM. , :
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Diabetes in North American Indians and Alaska Natives

Diabetes in the Native American population has limited data because only those served by
the Indian Health Service (IHS), an agency of the U.S. Health Service, were surveyed. Indians
living on reservations are not included in US national survey’s. However, in the United States, 1.9
million individuals identified themselves in the 1990 Census as American Indian or Alaska Native,
but only 1.2 million of these resided in the 33 reservation states served by the THS. The following
data is based on the 1.2 million in the 33 reservation states.

The 1987 survey by IHS showed that 12.2% of Indian children (19 years of age and
younger) are diabetic compared to 5.2% in the general population.

MORTALITY RATE

In 1989, Type 2 (Adult) diabetic mortahty rates in the American Indian and Alaska

ative population is 2.7 times the rate of the US general population. From 1984-86 1,252

Native American deaths were diabetic related, 708 deaths listed diabetes as the underlying
cause. Allowing for the under reported death certificates of Indians in northern America by 65%
the National American Feedback study found that the diabetic mortality rate of Native
American is 4.3 times the rates of whites. In New Mexico the rate is 3.6 times that of whites.
On Canadialm#”esm'vm%&tality rate is 2.2 times higher than in Canadian men
and 4.1 times higher than in Canadian women. Studies done in Pima Indians from 1975-84
found that their mortality rate is 11.9 times greater than the 1980 death rate for all races in the
United States. ‘

- Longer duration of Diabetes and Proteinuria were both associated with mcreased

mortality

Medical Expenditure Survey of American Indians (THS)
- Indian Women w/Diabetes 13.2% :
- Indian Men w/Diabetes 11.0%

‘Genetics

- A genetic marker linked with insulin resistance, has been described in Pimas.
- Diabetes is higher in Full-blooded Native Americans. -
- In Pimas, Diabetes I higher in the offspring of parents who developed Dlabetes ata
young age.
- The Pima tribe of Arizona has the highest rate of diabetes in the world Approximately
50% of Pimas between the ages of 30-64 have diabetes.
Complications
Kidney Failure- Native Amerlcans are 2.5 - 4 times at greater risk to enter kldney fallure
- treatment ‘
- One-fourth of all End-Stage Renal-Disease cases were contributed to Diabetes
- 1983-86 ESRD ESRD incidence for Native Amer. was 2.8 times the rate of whites
with 55% contributed to Diabetes ‘



US Incidence of Diabetic ESRD
-Out of 1 million new cases between 19
39. is white
149 is black

o7 ?f
s 236 is Native Amerlcan '
\/ Native Anieri imes hlgher rte-of developing ESRD (kldney fallure) than the
general population
Cataracts
Cataract surgery is higher in Pimas compared to the general population
‘Amputation
-Leg amputations are had by people w/ diabetes 15 to 40 times more often than people
ithout diabetes. Each year 54,000 people lose their foot or leg to Diabetes.
Native Americans are 3 to 4 times greater to have an amputatlon than the general
populatlon

CONCLUSI

Diabetes in the Native American population is growing at alarming rates. Statistics have shown
that the Native American has a higher incidence of ESRD and Mortality rate than the general -
population. Furthermore, IHS officials claim that the diabetes program was funded at only 75% of
need. These facts are enough to support the President§ recommendation to increase IHS diabetes
funding to $2.5 million,
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The Diabetes Quality Improvement Project -

Background

Diabetes is a serioﬁs disease that aﬁ'ects.over 16 millioh Americans, anc‘i’ over 150,000

- people die each year because qf it. It strikes mdmduals of all ages and socxoeconormc :

groups, and individuals of African, Asian, and American Indlan descent are parucularly

vulnerable. The annual cost of diabetes has been reported to be nearly 100 billion dollars

and thus it ranks as one of the deadliest and most costly diseases known to mankind..

Most of the morbidity and mortality‘ éf diabctes is due to the comélicatiohs associated
thh the disease: blindness, kidney failure, nerQe damage, and cardiovascular disease.
DiabeﬁG retinopathy is the leadmg cause of new blindness in péoplé under 65; diabctic
nephropathy is the leading cause of end stage renal disease (kidney failure) in the United
States neuropaﬂly results in the second leadmg cause of lower e:arenuty amputation w1th
. Over 50 000 Americaris annuaily losmg a limb because of diabetes; diabetic macrovascular '

disease leads to accelerated coronary heart dlsease and peripheral vascula: disease, both of

“which result in premature death.

- Studies show that many, if not all, ’of the complications <.>f diabetes can be ﬁlowéd or eve:~1‘ ,
prevented by better management on thé part of the heaIth ic:are. team and the patieni:. Im-
T proved blood glncose control, and regular eye and foot exannnauons are but three of the ‘
x 'pra&ces that have been umqu:vocally shown to reduce comphca.txons and thereby dmun-" o |
Alshthe_ hcayy personal and financial tolIriamﬂmted.to,dmbem. -
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Fueling the heavy burden of diabetes is the fact that diabe_tes care in America is subopti;
xﬁal Numemus studies and reports have documented that physicians are not deﬁveﬁng
the care known to be beneﬁcml For example the rate of an ammal eye exam in managed
care plans averages less than 40%. People Wlth diabetes deserve better.
The inability of consumers and health care purchasers to detenﬁixig if medical care is ap-
| propriate and necessary has given rise to the concept that the health care systém should be
held accountable for what is done, and the outcomes achieved. This principle of account- -
ability has resulted in the developmeht of so called "performance and outcome measurés,"
- admlmstered through “report card" systems. Except for HCFA's requirement for managed
care pléns to submit limited performance measurement data, all such systems in effect to-
day are voluntary, and all are administered by non~proﬁt orgamzattons dedlcated to im-

‘ provmg the health care provided to Amcncans

The muluphcxty of report card systems each with thexr own measures, has crnted unnec-
essary work and confusion. A consohdauon of measure sets would be greatly appremated
and would be a powerful tool to mproveA care and allow comparison of care across all de-

livery systems (e.g., managed_care vs feg-for-service).

The Disbetes Quaiy Improvemént Pejcti  oaifon of publc an prvate enis*
. , g ] 5 ‘ ) . «

- whose aim s to develop a set of diabetes-specific performance and outcome measures to

#
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be adopted nationwide by consumers, purchasers of health care, and health care profes-
_ sionals. |

S cope ork

The coalition is comprised of four "organizations:* the American Diabetes Association
(ADA), the Foundation for Accountability (FACCT), the Health Care Financing Admini-

stration (HHCFA), and the National Committee for Quality Assurance (NCQA). The ADA

¢

i

is the nation's largest and leading voluntary health agency dedicated to improving the lives

. of peaple with diabetes. The FACCT is dedicated to ensuring that consumers and pur-

chasers of health care have the necessary ix_lfonnation to make health care deciéions; its
Board of Trustees includes large consumer gioups and purchasers, v}ﬁo colle&tively repre-
sent over 80 tﬁllion Americans. The HCFA is the largest purchaser of health care in
Amenca Through its Medicare and Medxcaul programs purchases health care for about
one-fourth of all people with diabetes (the largest single purchaser of care for the diabetic
populatxon). Since the cost of diabetes has been shown to be as much as three to four
times greater than the cost of care fbr.similar, but unaffected, persons, HCFA has consid-
erable interest m reducing the burden of dtabetes, not 'only-.to reduce the cost of carebut

also to mprove quality of care, enhance outcoms of care, and rece:vc value for the

'money spent NCQA is ded:cated to assessmg and reporung on the quahty of care dehv-

ered by managed can: plans.‘_ Its pnmaxy mxss;on isto make true comp_etmorg based on the .
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~ value of care and not simp& the price, possible in the market for health care services.”

NCQA develops and maintains 2 set of standardized performance measures used by more
than 90% of health plans. More than three-quarters HMOK enrollees ar¢ in a plan thathas

[}

been reviewed by NCQA.

The coalition has agreed to work through a committee of leading experts in the field of

. diabetes care and performance measurement. The project will be funded largely by

HCFA. Although each of the coalition entities has, in some form or fashion, independ-
ently devéioped and promulgated diabetes measures, most are very incgmplete. Itis
thought that 2 common set ;f compreﬁensive measures, supported by ADA, FACCT,A
NCQA, and HCFA, wil have a tremendous impact on health care delivery, and the ability |

of patients to seck out and receive the most effective and appropriate care.

" R s
y . - ' :

_ The work of the coalition is expected to be completed by the end of 1998, at which time a

comprehensive diabetes measurement set will be released. Shortly thefgaﬁer, consumers
and others will be able to make important decisions about diabetes care, at the individual

provider and health plan levels, based on objective quality information.


http:coalition.is
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The éoncept bf acébuntabi]ityvfor performahcé has recently emerged as a maj or force to
guxde and influence h&lth care dehve:y Consumers and purchasets of health care want
value and beneﬁt, and are aslcmg for the development of systems whereby the cnncal in-

formation to make necessary ¢ec1&ons is readlly available and widely understood.

. 3
4 . B .

Diabetes is costly and very serious and most notably, relatively few people with dxabetes
get the care they need to avoid the medical problems d1rect1y assocxaxed with the dlsease
- High quality care for people with diabetes has been shown to make a difference and thus,

health care prowders and health care orgamzatxons should be held accountable for what is.
 done, and what is ac}neved |

The ADA, FACCT, and NCQA currently have leading roles in promoting and assuring
high quality health care, Each organization has carved out a urique role in the health care
system. For thc first time, Lhey\ar_e combining their éxperience andexpemse and using it
to improve diabetes c;re. In 5ddition, Athey are jdined‘by the HCFA, a powerful force in
health care, and'éne' that often sets the tone and dimctibn for the mﬁre\héalth care system,
not just the de]iw'}'ety of care for older Americans. Never before hms sucha coalition from
the public and pnvate sectors been assembled to make such a concerted eﬁ'ort to d:rectly

aﬁ‘ect the health care gven to 0 manyAmencans
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Actmg together, ﬂﬁs,,coaliﬁon\h# the opportunity and ability to irﬁbrow:é the lives of peo-  *
ple with diabetes more than any other single activity or action in this decade. Given the

R countless falled attempts to assure the delivery §f high quality diabetes care, even though a
-wide variety é.\f dn'xgs‘and medical sup?ﬁes and equipzﬁerit are available fhat have great
utility, the nationwide implementation §f bne set of diabetes»sﬁe&ﬁc pexforfnanoe and out-

- come méa.surcs could likely rank among the most significant advances in diabetes care in

this century. ,I‘n'adc.lition, the work of this unique coalition, and its application to one of
our nation’s leading chronic diseases, will serve as an imp§rtant médel for how caré gi?en'

for other chronic diseases can be improved..

TOTAL P.98
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Presndentlal Announcement on Diabetes Investment

‘ A Remarks for Mrs Mary Delaney
August 8, 1997

Thank you. Mr. President I am honored to be here today to celebrate this announcement

and to tell you and others here with us what an important difference the new diabetes

investment you signed into law this v.veek will make in my life and in the lives of the 16

| million Americans who suffer from diabetes.

I was diagnosed with diabetes 11 years ago. I am not the first in my family to get this
disease. Before me, my father had diabetes. This disease affects too many of our - "
families. Nearly half of all people with diabetes are older Americans. It is also all too
common among Aftican-Americans who suffer from this disease at nearly double the

rate.

4Managing this disease has not been easy for me or my family. It has also been a difficult
financial burden on my family. Neither Medicare nor my supplemental insurance eovers
my blood glucose monitor, which can-cost $60 or more. It also does not cover the box of

strips that I need to monitor my blood sugar which costs as much as $50 each month.

In addition, there are other things such as needles and rubbing alcohol and a host of other
costs associated with my diabetes care that my family must pay for. Th_ese costs may not

~ seem significant but combined with our family’s other health care costs, it has_ been at

~ times too much to manage. e

In fact there have been 1 y tunes when I have tested my ‘blood sugar 1

s .than recommended by my doctor because I s1mp1y cannot afford to buy more testmg

‘ strips. And just last week, my momtor stopped work1ng I w1ll not be able to test my




. blood sugar until I get the resources to have it fixed.

I know that I am luckier than many diabetes patlents however My supplemental .
insurance did pay for a class that taught me how to use the monitor and how to manage
my own diabetes. But many of my friends and millions of other Amerlcans have not been
so fortunate. They do not have health coverage which pays to teach them how to care for
themselves at home to help them avoid some of the horrible cdmplicatiohs'that can come

with this disease.

. Mr. President, the new Medicare benefit that you signed into law this week will help
millions of older Americans hke myself get the health care they need to manage this
d1sease For me, it w1ll ensure that I can always afford the strips and monitors that I need
‘to test my blood sugar and manage my illness. It will mean that I never have to
compromise my diabetes care. For millions of others, it will r‘neen that they learn the

. tools to manage their diabetes and live longer.

By i mcreasmg the number of Americans who can treat the1r dlabetes at home we will
reduce the number of Americans who suffer from the difficult and eostly complications,

such as kidney disease or blindness. ThlS will not only reduce the financial burdens for

many, but it will also help save the Medieare program nioney as fewerheneﬁciaries will

need more extensive, costlier care. -

‘Mr. President, diabetes affects too many vulnerable Americans. Your leadership will

improve the lives of so many of them. Thank you. -

: And now I am pleased to mtroduce Chlef J oyce Dﬁgan the Chlef of the Eastem Band of L

. -ACherokeeIndlans SR TR . SRR _
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THE WHITE HOUSE -

. Office of the Press Secretary

For Immediate Release | “August 8, 1997 .

, REMARKS BY. THE PRESIDENT ‘
 IN ANNOUNCEMENT ON DIABETES INITIATIVES

Georgetown University Hospital
Washington, D.C.

11:27 AM. EDT .

THE PRESIDENT: Thank.you very much. | would like to .. -
thank Dr. Wiesel and all the people here at the Georgetown Medical
Center for hosting us. | want to thank Mary Delaney and Chief Joyce
Dugan and Sandra Puczynski for their speeches and for the_ir‘exam.ple. ‘




As you 'might imagine, over the course of my tenure | 'h'ave”had -
-occasion to come to quite a number of ceremonies like this. | don t
. believe | have ever heard three people back to back speak SO’
powerfully, so clearly, so eloquently about a matter of great’
national concern. And | think we should g|ve them all another hand
(Applause )

I'd I|ke to thank all of the people who are here today,
diabetes patients, families, -activists and advocates. Especially, -
I'd like to acknowledge the people on the platform -- Stephen *
Satalino, the Chair of the American Diabetes Association.. Joan
Beaubaire, the former head of the Juvenile Diabetes Foundation, is -
also here. Her son works for me at the White House, so | get a
little extra prodding. on- this from time to time. (Laughter.)

1'd like to say & special word of thanks.to Mary Tyler .
Moore, who-has awakened the conscience of our nation and indeed the
entire world about this issue, for her long and tireless and selfless
efforts Thank you Mary. (Applause ) '

~ | want: to, thank Dr. Philip Gorden, the head of diabetes .
research at NIH. He's here with us today And the NIH will play a
major roIe in the work that we are drscussmg here

None of us couId write the history of the’ century that
is about to end without a big chapter on the miracles modern medicine.
and science have wrought in our lives. Polio,.mumps, diphtheria --
the diseases that robbed so many families of beloved infants and
~ toddlers for centuries have been virtually eradicated. Premature .
babies who just a décade ago would not have-had a chance at life
beyond the intensive care unit are growing into happy and healthy
children. Powerful treatments are prolonging the lives and |mprovmg
- the quality of lives of people with HIV. and AIDS all across our
country, ra|s|ng new hopes for people living W|th the d|sease

But there are st|II frontiers to conquer and still too _
many among us whose lives and futures are dimmed by disease ‘and
illness, as we have heard so powerfully. today. Diabetes-is the
‘seventh leading cause of death in'our. country, and perhaps equally -
profoundly affects the lives of mllllons and millions of people who
have it every day : '

The h|stor|c balanced budget Iegrslatlon I 5|gned on
Tuesday is about more than balancmg the books; it also honors our
* values, increases our chances of. keep|ng the American. Dream alive in -
the 21st century and improves the lives of every American. There are
some little-known but very important provisions ini'this new balanced

budget that_wlll take us a tremendous step forward in our fight.
against diabetes. These investments total more than $2 billion over . .
the next five.years. They will strengthen our efforts to find a



, . N L
cure, to help our most vulnerable citizens better manage the disease,
to prevent some of its most traumatic, costly and que-threatemng
comphcat[ons

These investments represented the committed efforts of
many members of Congress and our administration. But | must
recognize, especially two: first, Congressman Elizabeth Furse, whose -
daughter is here and who has diabetes, led the Bipartisan
Congressional Diabetes Caucus in an absolutely tireless fight 10
include the Medicare investments that are in this bill. And | thank
her. She has done magmflcently Thank you (Applause.} '

And | must teII you, | W|sh very much that the Speaker
of the House, Newt Gingrich, could be with us today. When we have a
- disagreement, it is normally well-publicized.. {Laughter.) And
widely understood. , {Laughter.) But |
wish the American people could see the numerous private conversatlons
that we have had together in qwet rooms about diabetes.

He watched his 'mother-in-lawklive with diabetes and
became a great champion for people struggling with it, a tireless
advocate for greater investments and research, prevention and care,
and one of the very first people who ever spoke to me not only about
the human dimensions of the disease, but the enormous percentage of
our public funds in Medicare and, to a lesser extent, in Medicaid,
that could be devoted to other purposes were it not for the crushing
burden of diabetes-related problems directly resultant from our
failure to invest as we begin to invest today. | know we play a
leading role in making these new initiatives a part of the budget,
and | appreciate both what he and Elizabeth and others have done.
Now, this new legislation will do three things. It
expands Medicare benefits for the more than 3 million senior citizens
diagnosed with diabetes. Mary talked about.that. We all know that
early investments in prevention can save us millions in expensive
treatments down the line. If left untreated, diabetes can lead to .
devastating complications such as blindness, amputations and kidney
disease. This new benefit will make testing strips and other methods
of monitoring blood glucose levels, as well as instructions on how
best to manage the complicated dlsease available to all Medicare
beneficiaries with diabetes.

It will empower Medicare patients to take better care of
themselves at home and to avoid complications that can lead to costly
hospital stays and destroy health .

Second, the new legislation will enable Health and Human
Services Secretary, Donna Shalala, to boost funding for Type | or
juvenile. diabetes research by $150 million over the next five years.
Nearly one million Americans have Type | diabetes, and as many as
half of them are children. Even when the disease is managed
carefully, the patients almost always experience further
complications. . That's why we cannot rest until we.find a.cure that
will free our children from this disease. And this unprecedented



grant Will help us to do that.

Thlrd we will provrde a tlve-year $150 mulhon grant
to the Indian Health Service for diabetes prevention, research and
treatment in our Native American communities. ‘And | want to say a
special word of thanks to Senator Domen|0| of New Mexmo for hIS
special efforts.on thts prolect : :

As Chuef Dugan has- made it clear Natlve Amencans are o
_three times as likely as white Americans to have thrs drsease, far
‘less likely to find adequate treatment for it. Too many, Native .
Americans are suffermg from the gnmmest complications of. dlabetes
Thls grant will bring pubhc health servrces schools and nutrrtson

. 1
.
AY

programs together to reach chtldren and famllles living on
reservations, and to provide them with the information and tools to
prevent and manage dlabetes :

, - And | mxght say, l told Chlef Dugan before | came, up
. here that my grandmother s grandmiother was a Cherokee who would be '
very proud that there is a woman chief who is doing such a . :

magmﬂcent job {Applause.) Thank you.

, Next month; our scient‘iste at ‘NIH will be hosting-a -
workshop to bring researchers from all across the country to share

" -ideas and discuss the most promising avenues of diabetes research

- .And we will establish a new and unprecedented public- private
- partnership to bring our nation's leading health care providers, e
purchasers, and consumers together to develop uniform guidelines for

. diabetes care. - Through the gwdehnes ‘we can ensure that.all

~_doctors prowde their patients with thorough and’ \ngllant care, such
as regular eye and foot exams, to stay as healthy as possnble

Taken together these initiatives can make life- -changing
differences for millions of Americans.. | ' was very heartened to hear
the American Diabetes Association say that these new mvestments in
~ diabetes are as.important for people with diabetes as the discovery
of msulm in 1921. Let us pray that |t will be so.

Let me finally say that dlscussmg th|s in rather - ;
“clinical terms:cannot possmly convey the human impact that Sandra :
Cdid in taikmg about her child. On the way. over ‘here today;’ I-was “
remembering-that 23 years ago plus now, when | began my career in -
political life, the first chairman of my campargn was only a'year
older than me ‘and-was already a bank president at the age of 28 or
29, but he died a few.years ago from complications fromi diabetes. ;
“When | lived in Arkansas, | used to sing in a church choir with a man .
who had to ,quit singing. because of comphcatlons from diabetes, and’ l
have these vnnd memories every Sunday of standing there looking at
him sitting in. the church with the pain on his face of not bemg able
to do it anymore : : :

" This morni’ng | got a. note from a frie:nd'ef‘mi'ne: id like
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to read to you. "For the last. 17 years fny son has gone to sleép

scared, scared that his blood sugar would drop and his body would be -

ripped apart with a diabeticseizure. Every day for the last 17

.years, my son and his famlly have worried about the opposite: effects.

of having his blood sugar remaln at too high a level and thereby
causing the early onset of bllndness heart failure and loss of limb.
Until today, there simply. wasn't enough money available for
scientific research to-have a real hope to find a cure. Now there" *
is." ' ' ;

It is easy to say that in the last 50 years we,
experienced in science the age of physics, the age of space travel
and the beginning of genetic research; but that in the next 50 years,
the 21st century in science will be an age of biology. The important
thing is that for people and their families with dlabetes it can be

~ an age of Ionger happler rlcher lives.

Thank you very much. (Applause.)

END 11:39 A.M. EDT.
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NEW DIABETES INVESTMENTS TO IMPROVE TREATMENT, PREVENTION, AND
RESEARCH FOR AMERICANS WITH DIABETES

Today President Clinton highlighted a set of four initiatives that will improve the lives of the at least *
8 million Americans who have been diagnosed with diabetes. Three of these initiatives were included

in the balanced budget the President signed into law on Tuesday. The President also emphasized that
this new investments emerged as a result of a strong bipartisan partnership with Speaker Gingrich.

The American Diabetes Association (ADA) stated that "taken together, these new investments in

' d1abetes announced by President Clinton today, are as important for people with diabetes as the
discovery of insulin in 1921.” The President announced:.

(1) An important new Medicare benefit which will help pay for the critically necessary supplies
and self-management instruction which will help the 3.2 million older Americans who suffer.
from diabetes better manage their treatment.

(2) A new $150 million investment in diabetes research to prevent and cure Type I (often
“known as juvenile) diabetes, to be allocated by Health and Human Services Secretary Donna
Shalala.

(3) A new $150 million investment for prevention and treatment of diabetes among Native
Americans, who are almost three times as likely to suffer from the disease as others in the U.S.
population;

4) A new public/private effort to assure and improve high quality care for Americans with
diabetes. This effort will review current treatments for diabetes to determine the degree to
which they are effective, to recommend alternative approaches that ensure high quality care,

~ and to develop more consistent quality measures for diabetes patients, health plans,-and health
providers across America. - :

A New Medicare Benefit to Help People With Diabetes Better Manage Their Care..

The balanced budget expands Medicare's coverage of benefits for people with diabetes by $2.1 billion
‘over five years. In so doing, it expands the number of people able to take advantage of self-
management tools will increase the number of Americans who properly manage their diabetes, thereby
helping to prevent the debilitating and costly complications too often associated with the disease.
Under the new balanced budget, Medicare will cover self-management training offered by physicians
and other certified providers rather than only in hospital-based programs as it traditionally has. This
will help ensure that more beneficiaries with diabetes can access the necessary education to manage
this disease. In addition, Medicare will make blood glucose monitors (including testing strips)
available to all beneficiaries with diabetes, whereas Medlcare currently covers only insulin-dependent

. patients. Ensuring Medicare beneficiaries have access to these supplies:will help improve their -

- treatment and has great potentlal to reduce costs This new legislation was introduced and strongly
adi/ocated by Rep Furse Rep Nethercut, and ,na Breaux

# The HHS Secretary is allocated $30 million annually for five' years “for. research o help find the’ cure‘fo
diabetes. Americans with Type I diabetes with this disease often suffer severe consequences, even ' i ..
when they receive the best treatment and care. The HHS Secretary will have discretion to target the o
new funds to the best scientific opportunities. This represents the largest single new investment in.
Type I diabetes.
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$150 Million Investment to Help Prevent and Treat Diabetes Among Native Americans. The
HHS Secretary is allocated $30 million annually for five years to be used to provide services for

_ diabetes prevention and treatment for Native Americans. The death rate from diabetes i is almost
-three times higher in the Native Amerlcan populatlon than in the U.S. populatlon as a whole. This
new fundlng will go to help improve preventlon efforts (such as improved diet, exercise and other -
factors that reduce the likelihood of diabetes) and help identify the disease as early as possible. It
will also help more Native Americans with diabetes get the necessary information about managing
diabetes, for example by improving linkages between families, public health services, schools, and
nutrition programs. Moreover, it will expand access to affordable treatment so that more Native
Americans gét the care they need to help reduce costly and extensive complications. IHS will work
in partnershlp with Tribes, Urban Indian Health Centers Facﬂltles and other agencres ‘within HHS
such as the CDC. » : :

~ A New Diabetes Quahty Improvement Project. ~

Numerous studies by organizations such as the ADA and National Comrmttee on Quahty Assurance.
(NCQA) have shown that many patients are not receiving the medical care known to reduce diabetes
complications such as blindness and amputation. In fact, an NCQA study shows that the rate of an
annual eye exam in managed care plans averages less than 40 percent. The multiplicity of report cards,
each with their own measures, has created confusmn and made it dlfﬁcult to compare and i 1mprove care
across all delwexy systems. o

The President announced a major year-long collaborative effort to review current treatments for

. diabetes to determine the degree to which they are effective, to recommend alternative approaches that
ensure high quality care, and to develop more consistent quality measures for diabetes patients, health
plans, and health providers across America. Such measures will monitor whether proper care was
delivered (for example, an annual eye exam) or health outcomes were achleved (such as approprlate
'blood glucose levels).- :

The perfonnance and outcome measures are being developed by a coalition of four organizations:
HCFA, the largest purchaser of health care for the diabetic population; the ADA, the largest -voluntary
health agency dedicated to improving the lives of people with diabetes; NCQA, which develops and
maintains a set of standardized performance measures used by more than 90 percent of health plans;
and the Foundation for Accountability (FACCT), an organization dedicated to ensuring that consumers
have adequate information to make health care decisions. Together, these organizations will work to
‘ensure that millions of consumers, purchasers and health care providers- utrhze this new information to

- improve care.




FACTS ON DIABETES

There are 8 million Americans diagnosed with diabetes. Another 8 million are believed to have,
but have not been diagnosed, with this disease. Over 3 million Americans diagnosed with diabetes are
adults age 65 and over. Approximately half of all diabetes cases occur in people older than 55 years of
age. African-Americans have diabetes at nearly double the rate of other Americans.

Diabetes is the seventh leading cause of death. Middle-aged Americans with diabetes have death
rates twice as high as other Americans. The death rate from d1abetes is nearly 3 times higher in the
Native American population than in the U.S. population.

People with diabetes are more likely to suffer from heart disease, high blood pressure, and
strokes. People with diabetes are 2 to 4 times more likely to suffer from cardiovascular disease, and 2 -
to 4 times more at risk for a stroke. High blood pressure affects nearly two-thirds of people with
diabetes.

Diabetes is the leading cause of end-stage renal disease (ERSD), non-traumatic amputations, and
blindness. Diabetes accounts for 36 percent of new ERSD cases (kidney disease) -- about 20,000
cases each year. In addition, 54,000 amputations are performed on d1abetlcs each year, and up to
24,000 adults are blinded each year from diabetes. ‘

The American Diabetes Association estimates that we spehd $92 billion per year on diabetes
care. Of the total, costs directly attributable to diabetes total $45 billion, while indirect medical costs,
such as work loss, dlsab111ty, and premature death total $47 billion.

4 .

DIABETES AND MEDICARE

Medicare pays for ERSD for the non-elderly populatlon as well About 20, OOO Americans develop this -
disease through diabetes each year, and Medlcare expendltures on kidney d1aly51s for each of these people
averages nearly $40,000 annually :

TYPE I DIABETES

Between 700,000 and 1 million Americans have Type I diabetes and as many as half of these are chlldren .
Each year about 30,000 Americans are diagnosed with Type I diabetes. :

Almost all Americans with Type I-diabetes wﬂl likely suffer from at least one of the many complications
arising from diabetes, mcludmg senous eye dlsease (e g. blindness), amputatlon heart dlsease or kidney
disease. :

; NATIVE AMERICAN S AND DIABETES

. Diabetes. occurs at rates dramatlcally hlgher among Natlve Amerlcans than in the general U S
: populatlon One third to one half of adults in certam tribal groups have diabetes. - . - N

Natlve Americans develop Type II diabetes at a younger age - as.young as age eight — and suffer higher
rates of complications including blindness, amputation, and kidney disease.
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To: Interested Parties @ ' (\ : :
Fr: Christopher Porter « S )i
Legislative D:rector, Rep. Furse _ , (7
Re: October. 29th Meeting of Congre Diabet us % Ny
]

Da; 10/28/97

The Congressional Diabetes Caucus will meet at 2PM on Wednesday, October 29th, at 2PM in
2359 Rayburn HOB. The Congressional Diabetes Caucus is has 101 bipartisan members, and is
chaired by Rep. Elizabeth Furse (D~OR) and Rep. George Nethercutt (R-WA).

The meeting will be members-only, is scheduled to last approximately 30 minutes, and is
designed to be a discussion on how to publicize the Administration’s "Commitment to Fight
Diabetes (particularly the Medicare, research, and telemedicine initiatives), as well as
determine an agenda for the Diabetes Caucus for the duration of the 105th Congress.

Agend f Diabet

1. Introduction by Reps. Furse and Nethercutt (>5 mins)
: Outline of achievements in diabetes:
--Medicare coverage of self-management trammglstrlps
--Research funding for Type 1 ‘
--Research funding for Native Americans
--Diabetes Telemedicine Project
--NIH Diabetes Research Working Group
2. Remarks by Erskine Bowles, Chief of Staff to the
President and former JDF President (5 mins.)
3. Remarks by Chris Jennings, Deputy Assistant to the
President for Health Policy (5 mins.)
--Updaté on Medicare benefils implementation by HCFA before 7/1/98
‘4. Discussion of publicizing recent achievements (5 mins.)
5. Discussion of future diabetes agenda (10 mins.)
~ =-Opportunity for Caucus members to discuss concerns

Medicare Coverage of{Instdin Pump

Currently, HCFA does not cover insulin pump therapy The insulin pump is a computerized
device that regulates blood sugar levels, in lieu of traditional multiple daily injections. The
pump is very effective for certain types of people with diabetes, and HCFA coverage of the
insulin pump is supported by ADA, JDF, AACE, AADE, and manufacturers.

Medicare Coverage of Pancreas Transplantation

For selective populations of people with diabetes, paricreas transplantation is the only known
"cure” for diabetes. Successful pancreas transplantation patients have a 77% chance of
achieving insulin independence within one year. HCFA does not cover pancreas transplantation,
and has insisted on studies to prove quahty of life" lmprovements despite the fact that such an
improvement is self-evident.
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Noninvasive Blood Glucose Meter/Technology Issues

There are a number companies across the country pursuing the development of a noninvasive
blood glucose meter. There is concern among some manufacturers that the FDA does not
adeq‘uately understand diabetes, (Congresswoman Furse and Mr. Barton recently inserted
language in the FDA reform bill alerting the agency to the 1mportance of a noninvasive blood
glucose meter.)

Quality of Care Issues Wanaged Care and/or Meﬁicaid)

As Congress turns to examine managed care, it's important that the unique health needs of
people with diabetes don’t get left out of the discussion. In addition, it has come to our .
attention that services for people with diabetes is extremely inconsistent across different managed
care plans and each needs to be fully evaluated. A corollary to this issue is the increasing role
of managed care in the Medicaid program and its impact on care for people with diabetes.

_Oversight of National Diabetes Education Project

The National Diabetes Education Project is a joint venture between the NIDDK and the CDC to
educate the public about the serious health issues of diabétes. To date, the NDEP has held
meetings an discussions without any input from the Caucus. It appears that the NDEP and the
Caucus have very similar goals, and the potential for collaboration should be examined.

Promoting Diabetes Research at NASA

Currently, NASA is eﬁgaged in diabetes research in protein crystal growth, culture of hurnan -
islet cells, and fiber optic probe technology for diabetic retinopathy. There are a number of
companies pursuing this research and the Caucus may be mterested in strengthening political
support for these efforts

Islet Cell T?ansfer: Mac‘roertcapsulatidn. Microencaps’ulation, and Xenozransplaﬁtatién

Islet cell transfer is one of the most promising areas of diabetes research, but remains sublect to

political attacks. Scientists across the country are examining different facets of islet céll
research, including macroencapsu]atlon mxcroencapsulatton and xenotransplantation invelving

pigs.
_Improviﬁg Physician Krwwledge of Dfabetes Care Issues

The GAO report issued earlier this year on quality of. care for Medicare beneficiaries with
diabetes: The GAO report clearly demonstrated that physicians often lack the necessary
education and expertise to adequately treat people with diabetes. Improving patient care by
working with providers is one of the top priorities of the Dlabetes Quality Improvement Project,
and the Caucus could:oversee their work.

Recruitment of NIH Diabetes Researchers '~

The recent NIH conference on diabetes confirmed that there is a shortage of quality scientists
going into diabetes research. While attracting quality research is partlally a function of the
funding levels, it is also clear that the diabetes research community is somewhat static. The
Caucus might want to explore ways (perhaps with scientific organizations) to attract young



TIL. Possible Future Events/Activities;

Develop action kits for Diabetes Caucus member to effectively communicate the “diabetes
message. "

Being involved in the Diabetes Caucus allows members to communicate the "diabetes
message": prevention saves money and improve lives, helps, reversed a non-sensical government
health policy. We could develop an action kit with talking points, contact information, and
sample letters to help members use the Caucus membership to their advantage in their district.

: #
Conduct meeting/event in conjunction with National Diabetes Education Project

See "Oversight of National Diabetes Education Project" under Section I
Conduct event in Washington on non-invasive and other advancements diabetes technologies

There are numerous companies across America;who are in development of technologies,
non-invasive or otherwise to help people with diabetes. The Caucus could invite them to
Washington, D.C. to demonstrate their innovations. This would expose the public to new -
technologies and allow ‘Caucus members to showcase products from their districts.

Hold Informal Hean‘ngf' with Managed Care Plans on Diabetes Caré

See "Quality of Care Issues” in Section II. An informal hearmg or other public event
could focus attention on this emerging problem.

-Going Projects for 1998

There are a number of afinual projects for the Congressional Diabetes Caucus which should be
pursued regardless of any new initiatives. :

OMomtor Implementatlon of new Medicare se%f~management training
and blood-testing strips benefits

eMonitor appropriation of new research funds for type 1 diabetes,
and programs for Native Americans. »

& Monitor appropriatiqn for diabetes telemedicine prbject

eMaximize FY 1999 NIDDKAresearch‘budget, monitor fesults of
Diabetes Research Working Group

®Ensure peopie with diabetes are adequately represented in
reauthorization of National Institutes of Health

i titid
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REMARKS TO CONGRESSIONAL DIABETES CAUCUS
October 28, 1997

You all know the statistics: '
. Not only are there 8 million Americans dlagnosed with diabetes, but also another 8~
. million who are believed to have the disease and just not been diagnosed.
« - People with diabetes are two to four times more likely to suffer from cardmvascular :
: -disease, and two to four times more at risk for a stroke.
. Nearly two-thirds of peuple with diabetes suffer with hlgh blood pressure, as well

Cost of Diabetes. The American Diabetes Association estimates that we spend $92 billion:

per year on diabetes care. Of that total, $45 billion is directly attributable to the disease,

while indirect medical costs such as work loss, disability and premature death account for -
~ the remainder. .

Historic Investments for Diabetes. Thanks to strong bipartisan support, our balanced
budget agreement included new investment in treatment, prevention and research for

" American with diabetes. So important are these new investments that the American Diabetes
‘Association described them as-being “as lmportant for people with diabetes as the
discovery of msulm in 1921,

Those new investments are:

e A New Meédicare Benefit to Help People Wlth Dlabetes Better Manage Their .
Care. The balanced budget expands Medicare's coverage of benefits for people
with diabetes by $2.1 billion over five years. In so doing, it expands the number of
people able to take advantage of self-management tools will increase the number of

Americans who properly manage their diabetes, thereby helping to prevent the
debilitating and costly complications too often associated with the disease.

Under the new balanced budget, Medicare will cover self-management training
offered by physicians and other certified providers rather than only in
hospital-based programs as it traditionally has. This will help ensure that more
beneficiaries with diabetes can access the necessary education to manage this disease.

_In addition, Medicare will make blood glucose monitors (including testing strips)
available to all beneficiaries with diabetes, whereas Medicare currently covers only
insulin-dependent patients. Ensuring Medicare beneficiaries have access to these
supplies will help improve their treatment and has great potential to reduce costs.
This new legislation was introduced and strongly advocated by Rep. Furse, Rep.
Nethercut, and Senator Breaux.

" igoos
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. Status: HCFA is reachmg out to groups, researchers, expex’ts to ﬁgure out what.
education works best,.for ‘who, and how often gluclose needed etc. They intend to
_have the regs out on time. The relmbursement for testmg strips goes into effect -
111/98 and the rest of the law ‘7!1/98

. A $150 million investment in diabetes research to prevent and cure javenile or
Typel diabetes. Between 700,000 and one million Americans suffer from Type 1
diabetes. Half of those individuals are children. Each year about 30,000 Americans
are diagnosed with Type I diabetes. These funds, which represent the largest single
new investment in Type 1 diabetes, will be allocated by Health and Human Service
Secretary Donna Shalala. Increasing our research efforts for Type I diabetes also will
hclp improve our knowledge about all types of diabetes.

e Status: NIH has been workin‘g concrete proposaIs on this and plans to have this to
: the Secretary plan to announce these by the end of the year. ‘Held an Advisory -
Meeting on this on October 7th assessing the needed areas of research. Addressed
- areas such as patient-oriented innovative research, investigator initiated research,
* major clinical trials. Making recommendations to the Secretary. ‘

. A 3150 million investment for prevention and treatment of diabetes among
" Native Americans, who are almost three times as likely to die from the disease

as other Americans. In some tribes; more than one-third of the population suffers
with diabetes. Native Americans are also far less likely to receive adequate treatment
to manage the disease. - This funding will help improve prevention efforts and help
identify the disease in its early stages. Money will also go to expanding access to
affordable treatment, so that more Native Americans get the care they need to help ‘
reduce the costly and devastating comphcattons ‘

« - Status: [HS met in early October w1th tribes and tribes will be getting back to them
with proposals. (CJ -- according to OMB and based on conservations with IHS, this
one has been a little slower to get off the ground. OMB staff tells me they have been
pushing on this with no luck and it may ‘be helpful to have you or Josh call Kevin

" about this). ,

. A New Diabetes Quality Improvement Project. This summer the President also
- announced a major year-long collaborative effort to develop more consistent quality
* measures for diabetes patients, health plans, und health providers across America.
The coalition between HCFA, FAACT, ADA, NCQA and now joined by CDC,
~ AAFP, ACP etc, are coming together to develop a common set of performance and
outcome measures are being developed. Together, in this unprecedemed agreement -
these organizations will work to ensure that millions of consumers, purchasers, and -
health care providers have a common set of standards for mabetes care and utilize
this new information to unprove care, . : ; , .
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. Status: This group has met several times and is on track to dévélop draft

recommendations by Januvary and final in June. More critical organizations, such as .

CDC, AAFP, ACP and others have joined this important coalition.

Congressional Caucus Priorities. See attgchcd

. We just received your prioritics and are reviewing them. In particular, I would hike
to encourage your interest in the National Diabetes Education Program. I agree with
you that they share your goals. I have spoken to the leaders of this program and they
informed me that they would welcome your interest and colloboration.

. With regard to improving physician knowledge of diabetes care, I belicve the
Diabetes Quality Improvement does share some of your same goals of improving
physician knowledge of this disease. Would encourage you to work with them as
well. With regard, to quality of care issues, CDC is doing some of this work, We are
mterested in these ideas as well.

. Also we would support hearings on managed care.

&oo7
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To: Interested Parties @
Fr: Christopher Porter

Legtslatnve Dlrector Rep. Furse ‘
h .

‘ Da 10728197

'The Congressional Dzabetes Caucus will meet at 2PM on Wednesday, October 29th, at 2PM in
2359 Rayburn HOB. The Congressional Diabetes Caucus is has 101 bipartisan members, and is
chaired by Rep. Elizabeth Furse (D~OR) and Rep. George Nethercutt (R-WA),

The meeting will be members-only, is scheduled to last approximately 30 minutes, and is
designed to be a discussion on how to publicize the Administration’s “"Commitment to Fight
Diabetes” (particularly the Medicare, research, and telemedicine initiatives), as well as
determine an agenda for the Diabetes Caucus for the duration of the 105th Congress.

» [ aa: f

1. lntroducuon by Reps Furse and Nethercutt (>3 rnms)

Outline of achievements in diabetes:
--Medicare coverage of salf—management trammg/smps
--Research funding for Type 1
--Research funding for Native Americans
—Diabetes Telemedicine Project
~NIH Diabetes Research Working Group

2. Remarks by Erskine Bowles, Chief of Staff to the

_ President and former JDF President (5 mins.)
3. Retnarks by Chris Jennings, Deputy Assistant to the
President for Health Policy (5 mins.)

--Update on Medicare benefits implementation by HCFA before 7/1/9%;

‘4, Discussion of publicizing recent achievements (5 mins,)

5. Discussion of future diabetes agenda (10 mins.)}
--Opportunity for Caucus members to discuss concerns

1P ; w Iss es fo ‘ aucus; | o /’k//,k ;ﬁ‘)/\{(
‘ \)’t-

Medicare Coverage of Insulin Pump G"’&Mﬂ“‘ (3= Hm?,, J /Q\ﬁ;

Currently, HCFA does not cover msuhn pump therapy 'I"he insulin pump is a computerized
device that regulates blood sugar levels, in lieu of traditional mmly injections. The

pump is very effective for certain types of people with diabetes, and HCFA coverage of the

insulin pump is supported by ADA, IDF, AACE, AADE, and manufacturers. _ ¢, t

Medicare Coverage of Pancreas Transplantation 61\3 9

For selective populations of people with drabetes, pancreas transplantanon is the only known
"cure” for diabetes. Successful pancreas transplantation patients have a 77% chance of -
achieving insulin mdependcnce within one year.. HCFA does not cover pancreas transplantation,
and has insisted on studies to prove quahty of afe" |mprovements despite the fact that such an -
xmprovement is self*ewdent
s
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Noninvasive Blood Glucose Meter/TechnoIogy Issues

There are a number compames across. the country pursuing the development of a noninvasive
blood glucose meter. There is concern among some manufacturers that the FDA does not
adequately understand diabetes, (Congresswoman Furse and Mr, Barton recently inserted
language in the FDA reform bill alertmg the agency to the importance of a noninvasive blood
glucose metér.) : :

Qaality of Care Issues (Mmged Care and/or Me‘dz‘c‘az’d)

As Congress turns to examine managed care, it’s important that the unique health needs of
people -with diabetes don’t get left out of the discussion. In addition, it has come to our.
attention that services for people with diabetes is extremely inconsistent across different managed
care plans and each needs to be fully evaluated. A corollary to this issue is the incréasing role

- of managed care in the Medlcmd program, and its :mpact on care for people with diabetes.

Oversight of National Diabetes Educarion Project -

The National Diabetes Education Project is a joint venture between the NIDDK and the CDC to
educate the public about the serious heaith issues of diabétes. To date, the NDEP has held
meetings an discussions without any input from the Caucus. It appears that the NDEP and the
Caucus have very similar goals, and the potential for collaboration should be examined.

Promoting Diabetes Research at NASA -

Currently, NASA is engaged in diabetés research in protein crystal growth, culture of hurnan
islet cells, and fiber optic probe technology for diabetic retinopathy. There are a number of
companies pursuing this research and the Caucus may be interested in strengthening political
support for these efforts.

Isler Cell Transfer: Macroencapsulatian,' Microeneapsulation, and Xenotransplantation

Islet cell transfer is one of the most promising areas of diabetes research, but remains suh ject to
political attacks. Scientists across the country are examining different facets of islet cell
résearch, including macroencapsulatton mtcmencapsulatmn and xenotransplantation invalving

pigs.
Improv:"ng Physicim Knowledge of Diabetes Care Issues ‘

The GAO report 1ssued earlier this year on quality of care for Medicare beneficiaries thh
diabetes. The GAO report clearly demonstrated that physicians often lack the necessary
education and expertise to adequately treat people with diabetes. Improving patient care by
working with providers is one of the top prioritiés of the Dlabetes Quahty Improvement Project,
and the Caucus could:oversee their work.

Recmitment of NIH Diabetes Researchers

‘The recent NTH conference on dlabete& confirmed that there is a shortage of quahty scientists
going into diabetes research. While attracting quality research is pamany a function of the
funding levels, it is also clear that the diabetes research community is somewhat static. ‘The
Caucus might want to explore ways (perhaps with scientific organizations) to attract young
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Develop acnon k:rs for Diabetes C’aucus member to qﬁ’ecnvely conmununicate the ”d:abetes
message.”

Being involved in the Diabetes Caucus allows members to communicate the "diabetos

‘message”: prevention saves money and improve lives, helps, reversed a non-sensical government

health policy. We could develop an action kit with talking points, contact information, and
sample letters to help members use the Caucus membershlp to their advantage in their dxstnct

Conducs mee:ing/event in conjunction with National owere_es Education Project
See "Oversight of National Diabetes Education Project” under Section IL.
Conduct event in Washington on non-invasive and other advancements diabetes technologies
There are numérous companies across America who are in development of technologies,
non-invasive or otherwise to help people with diabetes. The Caucus could invite them to
Washington, D.C. to demonstrate their innovations. This would expose the public to new
technologies and allow ‘Caucus members to showcase products from their districts.

Hold Informal Heaﬁngf' with Managed Care Plans on Diabetes Care

See "Quality of Care Issues® in Section II. An informal haarmg or other pubhc event

could focus attention on this emerging problem. -

-Gging Projects for 199

There are a number of annual projects for the Congressional Dlabetes Caucus which should be
pursued regardless of any new initiatives. :

OMomtor Implemcntanon of new Medicare self-management training
and blood—testmg strips benefits

®Monitor approprxatlon of new research funds for type 1 diabetes,
and programs for Native Americans.

#Monitor appropriatiqn for diabetes telemedicine project

" eMaximize FY 1999 NIDDK research budget, monitor results of

. Diabetes Reésearch Working Group

®Ensure people with diabetes are adequately represented in
reauthorization of National Institutes of Health ‘

@o10
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DIABETES CONTROL IS PREVEN I'ION AN OVERVIEWC@‘

INTRODUCTION o

Diabetes Prevention and Control is a 2-hour live sateliite vudeo conference présented by the Centers for
Disease Control and Prevention’s Division of Diabetes Translation. This enlightening interactive program uses
CNN's Susan Rook in her Talk Back Live formal to engage over 20,000 participants nationwide from over 800
downlink sites across the country in a dialogue about one of the nation’s most serious health problems,
diabétes. This videoconference will be broadcast to diabetes control program sponsored locations around the
country whete public heatlh professionals, community leaders, policy makers, health insurance payors and
health care professional will participate. This conference will engage people who can make a difference in an
authentic and fresh di alegue on the problems of diabetes to bring about new partnerships arid innovative

solutions. ‘;
OBJECTIVES
The objectwes for the conference are: 3
o to increase awareness of the impact of di abetes
& tohighlight existing efferts to reduce the burden of diabetes
$ o mobmze communii hes to action to improve diabetes outcomes

MODERATORSIGUESTS
‘The program s moderated by Susan Rook. The host is Frank Vm icor, MD, Direttor of the Division of
Diabetes Translation, CDC He will be jeined by several expert guests throughout the program

DESCRIPTION OF PROGRAM

The program will feature'a live studlo audiefice in-thé-round with Susan Rook as the celebrity moderator. To
drive the discussion the program will include video newsmagazine segments showcasing unique and
Innovative approaches to manag!ng dlabetes from across the Us.

1
H

This includes home vldeos from state diabetes control programs showing their activities, and PSAs from
national co-sponsors including the American Diabetes Association, American Association of Diabetes
Educalors, Juvenile Diabetas Foundation, and more. Viewers will have ample oppcrtumty to interact with
guests through toll-free phone fax, and TTY numbers. ;

The following is a brief descnptlan of sormie of the areas that will be covered during this program by segment
and some of the guest experts that will provide information about speczﬂc topics.

EQMEMALJEE_QEEAMNQ_E

Reflects individual goals ; and capabmhes now attalnable This segment wil focus on the impact of diabetes on
America, why we need to control diabetes, and what care is heeded to prevent diabstes complications. Guest
experts for this segment include: Mayer Davidson, MD, President, American Diabétes Association, and
Lorraine Valdez, RN, CDE Indlan Health Servica Dlabetes Program

Will ideni ify many of the key players he!plng to improve dlabetes outcomas, and illustrate through video clips,
newsmagazines and audience participation, some of the currnt efforts that are making a difference in
outcomes. Guest experts for this segment include: Jan Norman, RD, COE, AADE President; and Program
Director, Washington State Diabetes Cantrol Program, and Gerald Duﬁey Ph.D, MDiv. , Past - President
Concemned Black Clergy, Director, Health Promotion Resource Center- Morehouse Schaol 6f Medicine.

Will discuss the deeper meamng of Diabetes Control is Prevént:cn and how we can work togelher to solve
the problems caused by diabetes. Guest experts for this segment include Charles Clark, MD, Chair of the
National Diabetes Education Program (NDEP) and Jaime Davidson MD, President of the Texas Diabetes
Advisory Council. !
3

¢ :
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Join CDC, state and ferritorial diabete’s control prograsm representatives and other parthers in a satellite
broadcast dedicated to ﬁndmg ways to prevent unncccssary loss:Vs causcd by diabetes in our communities.

Conference Goais

Tncrease awareness of the impact of diabetes 3

Highli gm exi sung effons to reduce the burdén of d:abctcs

Mobilize commumues to action to improve diabetes outcomes

g, ey

Imended Partxcipant Qutcomes
A gree that i 1mprov1 ng quahty of diabetes care will reduce dlabetes-relaxed comphcations

e e

Descnbe emung national, state and local activities that reduce the burden of diabetes outcomes
~ Identify new oppdm;niﬁe's for collaborative efforts to improve dlabetes outcomes
Agrée 10 Inittate a¢ﬁ0n$ to improve ac'c‘évs's to quality diabetes care V

Intended Audiences ‘ ,

State, temritorial and local public hcalm omcials, communﬂy leaders, pohcy mak‘er“s, state/local businéss
leaders, managed carc professionals, and other advocates and potenua] advocates for diabetes
prevennon and control

B

PR

' Pfetégis‘traﬁbn

e
Y A

To preregxster for mc Satellite Broadcasx call LSOO-H-TRAIN

For more mfomlanon. call your state or térritorial dxabctes ccntro] program (see Government blue
pages for phone number)
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U.S UEPARTMENT OF HEALTH AND HUMA.N SERVICES
Publlc Heakh SerVices )
Centars lor Disease Control and Prevention
National Center for Chronic Dtsease Pravéntion
and Health Promot:on
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Betty Bednarczyk

Christine Cassel

Robert Georgine

| Val Halamandﬁris ) |

Nan Hunter

Risa Lavizzo-Mourey -

Ben Lytle

Beverly Maiong
Paul Montrone
Herbert P:;rdes
Christopher Queram
Thomas Reardon
Steven Sharfstein
Mary Wakefield
Alan Weil

- Stephen Wiggins
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Donald Berwick

~ James Chao

Diane Graham

Sandra Hernandez

‘Sylvia Drew lvie

Sheila Leatherman

Randy MacDonald

Gerald McEntee

~ Phillip Nudelman

Ronald Pollack

Robert Ray

Kathleen Sebelius

Peter Thomas
Gail Warden

Sheldon Weinhaus
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Juvealle Diobetes Foﬁduti@m lnternational
The Diabetes Research Fosndation

FORIMMEDIATE RELEASE Contact: Eric Schutt \
' ' . Juvenile Diabetes Foundation
- 202/371-9746
Vanessa McGowan
- Juvenile Diabetes Foundation
212/479-7530

Juvenile Diabetes Foundation Applauds President Chnton s Leadershlp in
Bi-Partisan Effort To Include $150 Million for Type I Diabetes Research in Balanced Budget

Mary Tylcr Moore represents 16 million Americans thrcatened by dubetes
at Presidential Announcement

New York, NY (August& 1997) — Mary Tyler Moore and volunteers of the Juvenile Diabetes Foundation
International (JDFI) gathered in Washington today to applaud President Clinton's leadership in a Bi-
partisan effort to include $330 million for new diabetes programs in the Balanced Budget Act of 1997 — in

particular, the $150 million that is ]grov:dcd for T![g I diabetcs research programs.

In addition to other important initiatives, The Act Emndm for $30 million gcr year for five years for '
innovative mearch and treatment programs focusing on the prevention and cure of Type X diabetes.

“Insulin i lS not a cure,” said Mary Tyler Moore, JDFI’s International Chairmanv “With this initiative, we can ’
capltahze on years of research progress and start to move advances out of the laboratories to the bedsides of cur
loved ones.” :

“With the tremendous human and economic tolls taken by this devastating disease and its complications, it is more
than appropriate that a full frontal attack on diabetes be launched by the federal government,” said Robert Wood -
Johnson 1V, Chairman of JDFI. “This long awaited increase contains a significant lnfusmn of new funds for ‘
research into Type I diabetes, and provides renewed hope for mluxons of Americans.”

“Diabetes has reached epidemic proportions worldwnde and the numbers are steadily mcreasmg," stated Jam&s i:

| Mulvihill, D.M.D., President and CEQ of JDF1. “We know that this extraordinary initiative will help attract the

auention of our leading scientists, and encourage them to apply thelr knowledgc to the complex and mynad - T
~pmblems ofdxabetcs in newand tmagmauve ways i . o : TR
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Juveslle Diabetes Foundation International
‘The Diabetes Research: Foundation

FOR IMMEDIATE RELEASE  * ' Contact:  Eric Schutt
e B ‘ - Juvenile Diabctes Foundahon
+202/371-9746 ;
'Vanessa McGowan - ’
Juvenile Diabetes Foundation
212/479—7530 . R

Juvenile Diabetes Foundauon Applauds Presxdent Chnton s Leaderslup in -
Bi-Partisan Effort To Include $150 Million for Type I ])labctes Research in Balanced Budget

M fary Tyler Moore represents 16 mllhon Amencans threatcned by dnabetes
. at Prcs1dentxal Announoemcnt _ .

New York NY (August 8 1997) Mary Tyler Moore and volunteers of the Juvemlc Dxabeta F oundatmn
International (JDFT) gathered in Washington today to applaud President Clinton's leadership in a Bi- .
| partisan effort to include $330 million: for new diabetes programs in the Balanced Budget Act of 1997 —in -

particular, the $150 ‘million that is nrowded for Tygg 1 dmbem research programs.

" In addition to oﬂzer imngrtant mmatrves, The Act pnmdm for $30 millmn per zear for five years for
' mnovatwe mearch and treatment p_r_ograms focusmg on the grevenuon and core of ]yge I dmbetes.

“Insulin is not a cure, saxd Mary Tyler Moore, JDFI"; International Chamnén “Wxth this initiative, we can
capitalize On years of rescarch progress and start to move advances out of the laboramn&s to the bedsndes ot our
loved ones.” : L o

“W:th the tremcndous human and economic tolls takcn by ﬂus devastanng d:sme and its comp!:canons, it is more
than appropriate that a full frontal attack on diabetes be launched by the federal government,” said Robert Wood

| Jobnson 1V, Chairman of JDFI. *“This long awaited increase contains a significant infusion of new funds for
research into Type 1 diabetes, and prowdes rengwed ‘hope for xmlhons of Amencans : ‘

| “Diabetes has reached epidemic propomons woﬂdw:de and the numbers are steadlly increasing,” stawd James I:
Mulvihill, D.M.D., President and CEO of JDFL. “We know that this extraordinary initiative will help. attract the -
“attention of our leading scientists, and eucomage them to apply ﬂwxr knowledgc to ﬂ1e complex and mynad o
o ,pmb!ems of dxabetcs in new and tmagmanve ways. N S R .

e mxmormjmnmromonxmmalm fmdacurefordmbews and its complications
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FOR IMMEDIATE RELEASE - Contact: Eric Schutt

Juvenile Diabetes Foundahon
202/371-9746 '
- Vanessa McGowan

Juvenile Diabetes Foundation
212/479-7530 S

Juvenile Diabetes Foundation ‘Apblauds President Clinton's Leadership in
Bi-Partisan Effort To Include $150 Million for Type I Diabetes Research in Balanced Budget

Mary Tyler Moore represents 16 million Americans threatened by diabetes
at Prcsidential Announcement

New York, NY (August 8, 1997) — Mary Tyler Moore and volunteers of the Juvenilé Diabetes Foundation
International (JDFI) gathered in Washington today to applaud President Clinton's leadership in 2 Bi-
partisan effort to include $330 million for new diabetes programs in the Balanced Budget Act of 1997 — in

particular, the SISO million that is provxdcd for Type I diabetes research programs.

In addition to other importaat mmatlves, The Act provides for $36 million pcr vear for five years for
innovative research and treatment programs focusing on the prevention and cure of Type X dmbetes

“Insulin is not @ cure,” said Mary Tyler Moore, JDFI’s International Chairman. “Wlth this !mt:anve, we can
capitalize on years of rescarch- progress and start to move advances out of the Iaboratonm to the bedsides of our
loved ones.” '

“With the tremendous human and economic tolls taken by this devastaxmg disease and its complications, it 1s more
than appropriate that a full frontal attack on diabetes be launched by the federal government,” said Robert Wood
Johnson 1V, Chairman of JDFL. “This long awaited increase contains a significant infusion of new funds for
research into Type I dlabetes, and provides renewed hope for millions of Amerxczns

“Diabetes has reached epldeuuc proportions worldw:de and the numbers are steadily i mcreasmg, * stated James b
Mulvihill, D.M.D., President and CEQ of JDF1. “We know that this extraordinary initiative will help attract the
attention of our leading scientists, and encoutage ‘them to app!y their knowledgc tothe complex and myriad
pmblems of dlabeu:s in new and i nmagmanve ways. e L _

: Th ' mlSSlon;()f ﬂtej.luvemle Dtahetes Foundation lntemauona! is: to ﬁnd a cure for dlabetes and its comphcauons
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FOR IMMEDIATE RELEASE . Contact: Eric Schutt
' Juvenile Diabetes Foundation
202/371-9746
Vanessa McGowan .
Juvenile Diabetes Foundatmn
212/479-7530

Juvemle Diabetes Foundatmn Applauds President Clinton's Leadership in
Bi-Partisan Effort To Include $150 Million for Type I Dxabet&s Research in Balanced Budget

Mary Tyler Moore represents 16 million Americans threatened by diabetes
at Presidential Announcement
.New York, NY (August 8, 1997) — Mary 'I‘yler Moore and volunteers of the Juvenile Diabetes Foundation
International (JDFI) gathered in Washington foday to applaud President Clinton's leadership in a Bi-
partisan effort to include $330 million for new diabetes programs in the Balanced Budget Act of 1997 — m

particular, the $150 million that is provided for Type I diabetcs research programs.

In addition to other important initiatives, The Act gmvidm for $30 million per year for five years for
innovative research and treatment programs focusing on the prevention and cure of Type 1 diabetes.

“Insulin is not a cure,” said Mary Tyler Moore, JDFI’s International Chairman. “With this initiative, we can
capitalize on years of research progress and start to move advances out of the laboratories to the bedsides of our
loved ones.”

“With the tremendous human and economic tolls taken by this devastating disease and its complications, it is more
than appropriate that a full frontal attack on diabetes be launched by the federal government,” said Robert Wood
Jobnson 1V, Chairman of JDFL. “This long awaited increase contains a significant infusion of new funds for
research into Type I diabetes, and provides renewed hope for millions of Americans.”

“Diabetes has reached epidemic proportions worldwide and the numbers are steadily increasing,” stated James E.
Mulvihill, D.M.D., Presidem and CEQ of JDFI. “We know that this extraordinary initiative will help attract the
attention of our leading scientists, and encourage them to appiy their knowledgc to the complex avd mynad

g pmb!ems of dlabetcs in new and i tmagmanve way& : ,

commxtmcnt m 5220 mﬂhon

iR

120 Wall Street - New York. New York - 100054001 - 212-785-9500 - Fax: 212-785-9395



http:IlIlerllolio.al
http:Diabe.es

 AUG-86-1997  15:59 JDF GOUN'T RELATIONS . © T s gy

i

_ Juvenlle Digbetes Foundation International
.“' Dial;q(os Research Foundation

FOR IMMEDIATE RELEASE ~ Contact: Eric Schutt
' ‘ Juvenile Diabetes Foundahon
202/371-9746 ,
' Vanessa McGowan
Juvenile Diabetes Foundation
212/479-7530 ‘

Juvemie Diabetes F oundatmn Applauds Presxdent Clmton s Leaderslup in ,
Bl—Partxsan Eﬁ’ort To Include 5150 Million for Type I Diabetes Research in Balanced Budget

Mary Tyler Moorc represents 16 million Americans threatened by diabetes
at Presidential Announcement

New York, NY (August 8, 1997) ~ Mary Tyler Moore and volunteers of the Juvenile Diabetes Foundation
International (JDFT) gathered in Washington today to applaud President Clinton's leadership in 2 Bi-
partisan effort to include $330 million for new diabetes programs in the Balanced Budget Act of 1997 — in

garncnlar, the SISO mlllwn that is provided for Type 1 dxahetcs research programs.

In addition to other important initiatives, The Act provides for $30 million pcr vear for five years for
, mnovatxve mean:h and treatment programs focusmg on the prevennon and cure of Type I dmbetes.

“Insulin is not a cure,” said Mary Tyler Moore, J'DFI’s International Chairman. “Wlth this initiative, we can
capitalize on years of rescarch progmss and start to move advances out of the laboraxonm to the beds:des of our
loved ones.” .

“With the tremendous human and economic tolls taken by this devastating disease and its complications, it is more
than appropriate that a full frontal attack on diabetes be launched by the federal government,” said Robert Wood
Johnson IV, Chairman of JDFI. “This long awaited increase contains a significant infusion of new funds for
--research into Type I diabetes, and provxdes renewed hope for millions of Amencans '

“Diabetes has reached epidemic proportions worldwide and the numbers are steadily increasing,” stated James !:
Mulvihill, D.M.D., President and CEO of JDFL. “We know that this extraordinary initiative will help attract the
atiention of our leading scientists, and encourage them to apply their knowledgc to the complex and mynad
pmblems of dxabetss_ in new and nnagmauve ways. o

The mlssxon ot'the uvemle Dtabet&c roundauon lntemanonal is to find acure for dxabetes mad ns oomplmnons :
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.lwellle Digbetes Foudnlmn laternational’
Th ﬂuckofcs Resean:l: Fundolloa

FORIMMEDIATE RELEASE ~  Contact: Eric Schutt -
B D S - : vJuvcnﬂeDlabetesFoundatmn
202/371-9746
© * Vanessa McGowan
Juvenile Dmbetes Foundatlon
212/479-7530 a ‘

_ Juvenile Dmbetes Foundatmn Applauds Presldent Clmton s Leaders]np in ..
Bl-Partlsan Effort To Include $150 Million for Type I Dxabetes Research in Balanced Budget

Mary Tyler Moore represents 16 mﬂhon Amencans thrcatencd by dmbetes :
- at Prcﬁdcnual Announcement

New York, NY (August 8, 1997) - Mary Tyler Moome and volunteers of the Juvemle Diabetes Foundanon
_ International (JDFI) gathered in Washington today to applaud President Clinton's leadership in a Bi-_
partisan effort to include $330 million for new diabetes programs in the Balanced Budget Act of 1997 — jn

particnlar, the $150 million that is prov;ded for Tvpe I diabetcs mearch programs.

In addmon to other nnmnant initiatives, The Act nmv:dm for $30 millmn per vear for five years for
mnovatwe research and treatment . p_rgggms fccusmg on ﬂle grevenuon and cure of Type I dinbetes.

“Tnsulin is not a cure,” said Mary Tyler Moore, JDFI’s lntemaﬁonal Chairman. “Wlth thls initiative, we can
capitalize on years of research progress and start to move advances out of the hboratons to the bedsxdes of our
loved ones.” , _ . -

“With- the tremendous human'’ and economic tnl]s taken by this devasmmg d:sease and its comphcaﬁons, it is more
than appropriate that a full frontal attack on diabetes be launched by the federal government,” said Robert Wood -~
Johnson 1V, Chairman of JDFL. “This long awaited increase contains a significant infusion of new funds foc-
research into Type I diabetes, and prowdes rencwed hopc for millions of Americans.”

“Dlabetes has reached. epldenuc propomons worldwxde and ﬂle numbers are stead:ly mcreasmg, stamd Jamés h
Mulvihill, D.M.D., President and CEO of JDFI. “We know that this extraordinary imitiative will help attract the
attention of our leading scientists, and enmuragc them to apply the:r knowledgc to the comp!ex and mynad B
prob ems of dxabetcs in new and tmagmanve ways. e , , o
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March 28, 1997

TO: Sarah Bianchi
FROM: Joan Stieber, HCFA/OLIGA
RE: Further background material on diabetes

Attached, as requested, is some further background material on diabetes, including:

(D

)

3)

@

Fact sheets from the CDC (including some information available on the Internet). Note
that the statement on the top sheet (“27% of all Medicare costs annually are to treat .
persons with diabetes™) has been misunderstood by some people to mean that 27% of
Medicare costs are for diabetes-related care -- a very different thing than the costs of all
services provided to persons with diabetes. For further discussion of this point, see the
Dec. 10, 1996 memo from Bruce Vladeck to the Secretary (in the package FAXed to Jean
Lambrew on March 10, 1997). ’

Testimony by the American Diabetes Association (ADA) before the Ways & Means
Committee, July 25, 1995.

“Direct and Indirect Costs of Diabetes in the United States in 1992" -- a study by the
ADA, with summary cover sheet.

“Health Care Expenditures for People With Diabetes Mellitus, 1992" -- an article by

Rubin, et al., published in the Journal of Clinical Endocrinology & Metabolism, April
1994,

Two further points FYI:

(1)

@)

In the briefing package FAXed to you on March 10, in the document called “Comparison
Between H.R. 58 (Furse Bill) and Administration Proposals for Expanded Diabetes
Benefits”, the second bullet point says: “While HR. 58 refers to “testing strips”, we

. assume it intends to expand coverage for blood glucose monitors as well as strips.” We

have since learned that that is incorrect. H.R. 58 proposes expanded coverage of only the
testing strips that are used in conjunction with glucose monitors, not coverage of the
monitors themselves. In contrast, the Administration’s bill would expand coverage for
both monitors and testing strips (with a 10% payment reduction for the strips). .

Nancy De Lew (OLIGA Deputy Director) attended the Secretary’s meeting with the ADA
on March 11, 1997, She says that the meeting focused primarily on NIH, with the ADA
urging support for expanded NIH research on diabetes. The ADA was supportive of
HCFA activities, although they believe that coverage of testing strips would be sufficient
without coverage for glucose monitors (see point above).

If you have any further questions about these materials, please give me a call at (202) 690-6884.
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MESSAGE FOR CENTERS FOR DISEASE CONTROL AND PREVENTION
DIABETES CONFERENCE PARTICIPANTS
~ . March 24, 1997

We must recognize the benefits of early preventive interventions if we are to ensure &
berter quality of life for more Americans and begin to control the costs of many chronic digeases.
Diabetes can Jead the way in these efforts. This all too common, serious, and costly disease,
which particularly impacts those least able to deal with the condition - communities of color and
the elderly — can serve as a model for demonstrating & new approach to reducing health
problems: early preventive care; patient involvement and responsibility; state and local program
participation; and public, private, voluntary, and academic coordination.

These are the elements which must come together if we are to make an important
difference in the everyday lives of people with diabetes, With what we know today, people with
diabetes do not have to experience blindness, amputations, kidney failuze, heart attacks, and
reduced quality of life. ‘

It is vitally important for you to continue to do excellent work; to continue to assist
people to leamn how 10 manage their own diabetes; and to establish programs early in the natural
history of diabetes 50 we can decrease dependency on complicated, expensive treatment. You
are the public health feaders, and through your leadership, we can move forward to reduce the
devastating burden of diabetes by emphasizing the importance of prevention.

Newt Gingrich Brakine Bowles
Speaker of the House of Representatives " Chief of Staff to the President
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