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Opening Remarks: James Crouch, California Rural Indian Health Board

Today is an exciting event. It is a symposium. We have participants from academia, from the world
of foundations, from congressional staff, and we have a single subject which [ have found
fascinating for over a decade: the issue of American Indian data. We have experts who are looking
at some early and preliminary work that investigates American Indian and Alaska Native (AIAN)
population with the Medicaid payment files and other files to help us get a profile of what's
happening with that community and those programs.

In thinking about today a couple of strange thoughts crossed my mind. One is that we're really
very lucky. This morning on the radio [ was reminded that today is the 50th anniversary of the
signing of the Medicaid Act. And the thought that we are here to celebrate the impact of that
program on the Indian community is appropriate, particularly since the Indian community did not
get access to Medicaid until 1976 or so. So there's a lag.

In fact, one of the problems from my perspective is that the community, the providers, and the
payers are still getting used to that relationship and that part of our problem in looking at the data
stems from that failure to integrate our thinking about it. Another problem, is that none of us in
the room knows what's going to happen. The point is to have it happen. We have the written
reports on the data which were shared with all of you:

o (Gaps and Strategies to improve American Indian and Alaska Native Data in Medicare, Medicaid
and SCHIP Data Bases, August 2007.

e American Indian and Alaska Native Medicaid Program and Policy Statistics: Summary Data.
March 2009.

e American Indian and Alaska Native Medicare Program and Policy Statistics: Summary Report.
December 2009.

e American Indian and Alaska Native Medicaid Program and Policy Statistics: Summary Data.
March 2010. Report: http://crihb.org/files/0 Medicaid Report 6 2 2010.pdf
Tables: http://crihb.org/files/1 AppendicesB-to-E-tables4-18-10.pdf

But you have your own lifelong experience, whether it's in Congress or in academia or in federal
agency, and your own knowledge of the American Indian community, and you bring that here with
you today to share through your perspective on the data.

Today we have three panels of three people each to address three questions:

1. What do you see in the data? This data did not exist until TTAG thought about its need,
thought about how to make it come alive, and produced it. So the question is we've now
sailed to the new continent but what do we see?


http://crihb.org/files/1_AIAN_CMS_Data_Report2007.pdf
http://crihb.org/files/1_AIAN_CMS_Data_Report2007.pdf
http://crihb.org/files/2_AIAN_Medicaid_Report2009.pdf
http://crihb.org/files/2_AIAN_Medicaid_Report2009.pdf
http://crihb.org/files/3_AIAN_Medicare_Statistics_2009.pdf
http://crihb.org/files/3_AIAN_Medicare_Statistics_2009.pdf
http://crihb.org/files/0_Medicaid_Report_6_2_2010.pdf
http://crihb.org/files/1_AppendicesB-to-E-tables4-18-10.pdf

Opening Remarks

2. What are the policy implications of what you see in this data? What changes should we be
making, whether they're legislative, regulatory, or systemic?

3. What should we do next? We have this data. It is available in a public version form. Who
else might want to take this information and take it in some new and different direction?
That's a very important question because TTAG itself is seeking to build a research agenda.
The information is there to be used, and the more it's used, the more it's refined, the more
value it has. How should we use it next?

At the end of each panel there is time set aside for questions from the audience symposium
participants. You're totally welcome to share your thoughts and questions to challenge our
presenters and to add your thoughts to theirs.

Note: The Summary that follows has been condensed and edited
by the Symposium contractors and is not meant to represent all
points made by the presenters and audience participants .
Additionally in summarizing the points made by different people,
edits were made to see that terminology and information cited
were as consistent as possible across presentations. People were

given a time-limited opportunity to edit the Summary made of

their contributions to the Symposium.
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Session I: Medicaid, State by State
Overview: Carol Korenbrot, California Rural Indian Health Board

Every state has its own Medicaid program. The state programs reimburse providers of health care
for Medicaid covered services provided to Medicaid eligible enrollees with minimal mandatory
services and criteria determined by the federal program, optional services and criteria made
available by the federal program, and additional services and criteria possible at the discretion of
the states. As aresult no two states have identical covered services or program enrollee
categories. One of the minimal mandatory federal requirements is that every state collect and
report Medicaid data to the federal Medicaid Statistical Information System (MSIS) in a way
defined by the federal Medicaid program.

The issue of state Medicaid programs implementing a federal program for American Indians and
Alaska Natives (AIAN) is the crux of a problem with serious implications for AIAN. The federal
government has a special trust responsibility to groups of AIAN because the federal government
entered into enduring agreements with tribes and other groups of AIAN that create
responsibilities for the federal government including the responsibility to provide health care for
those AIAN. The implications of this issue for the collection and analysis of data that reliably
reflects AIAN is the purpose of this Symposium today.

Our work evaluating Medicaid data for AIAN and their health care providers is commissioned by
the CMS Tribal Affairs Group (TAG) in the Office of External Affairs and Beneficiary Services under
the direction of the CMS Tribal Technical Advisory Group (TTAG). Since 2007 we have
implemented the data project of the CMS AIAN Strategic Plan for 2006 to 2010 written largely by
the TTAG (www.cmsttag.org/policy.html). The Strategic Plan made it clear that both CMS and its
TTAG needed data on AIAN and their health care providers to know what the impact of CMS
programs and policies was on AIAN populations, their health, and health care. The Strategic Plan
called for a data project to evaluate gaps in the Medicaid and CHIP databases, and to make specific
recommendations on strategies for reduce those gaps in databases, and to train people on how to
collect and use CMS data for AIAN populations.

The first data available to us was state-level Medicaid and CHIP data online from the MSIS State
Data Summary Mart. Online data is grouped in predefined categories and therefore limited in the
variety of analyses that can be done, but it is available with a shorter lag time than electronic data
files with greater analytical flexibility. We wanted to know what data we could extract for AIAN
and their providers from the online data, and determine what that data meant. The states gather
data for the MSIS system in order to be reimbursed for both Medicaid and CHIP care paid by the
state Medicaid program. They need to report enrollment and utilization data according to the
definitions given to them in the federal data dictionary.
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Session |: Medicaid State-by-State

What we did was to take the CMS TTAG definitions for the three AIAN populations (Census AIAN,
Tribal AIAN and IHS AIAN) and three types of IHS funded providers (IHS, Tribal and Urban)
defined in the Strategic Plan and investigate the data for these populations and providers that we
could find in the MSIS State Data Summary Mart. A fundamental condition is that these
populations and providers be defined and represented in Medicaid and CHIP data so that it is
appropriate for AIAN programming planning and policy analysis. Exactly how those definitions
are defined in the data dictionaries and how that data gets collected by the states are the key
challenges that we now face.

Slide 1.

[Strategic Plan defined ‘AIAN’ ]

4.1 million

1.8 million

1.6 million

as of 2000

‘Census AIAN’: A Race-ethnicity definition of AIAN

The Strategic Plan defined AIAN populations with three explicit definitions, all of which have
programmatic and policy relevance to CMS. The first is a racial definition from the U.S. Census of
2000: all people who declared AIAN in their racial identity, regardless of declaring Hispanic
ethnicity or not. In the 2000 Census people were allowed to declare all races that they identified
with. The number of people declaring AIAN racial identity increased and there were about 4.1
million AIAN in this population (Slide 1). Of the people who declared multiple races, more
declared AIAN as one of their races than any other major racial group. Furthermore similar
proportions of those who declared AIAN as their only race and those who declared it one of
multiple races, also declared they were of Hispanic ethnicity. These phenomena occur for a
number of reasons which will be discussed by Dr. Snipp our next speaker.

The problem is that the Medicaid MSIS data system, and therefore in online and electronic data
derived from MSIS: only half of the Census AIAN are included in the racial category ‘AIAN" (Slide
2). The MSIS database definition is ‘AIAN’ the only race declared and no Hispanic ethnicity
declared. MSIS collects multiple race data, but reports Medicaid and CHIP enrollees online in 6
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Session |: Medicaid State-by-State

categories: Hispanic (regardless of race), White, Black, AIAN, Mixed Race and Other. The majority
of the Census ‘Mixed Race’ group is not AIAN, and therefore the Mixed Race group in MSIS cannot
be used for AIAN. The very definition for AIAN that Medicaid uses in its MSIS data classifies half of
AIAN in other race-ethnicity categories.

Slide 2.

Only half of ‘Census AIAN’ are
[ included in MSIS ‘AlAN’

u AIAN Only

AIAN & Hispanic

\
1

« AIAN Multirace

® AIAN Mutirace &
Hispanic

‘Tribal AIAN’: Federally Recognized Tribes

The Strategic Plan defined Tribal AIAN as enrolled members of federally-recognized tribes which
is a legal and political definition of AIAN. The Bureau of Indian Affairs estimated that there were
1.8 million Tribal AIAN in the US in 2001. There are currently 564 federally-recognized tribes that
are listed in the Federal Register each year.

Tribal AIAN are not currently represented in MSIS data. Recent passage of the American Recovery
and Reinvestment Act (ARRA), CHIP Reauthorization Act (CHIPRA) and the Patient Protection and
Access to Care Act (PPACA or ACA) is likely to change this dramatically however. As a result of the
legislation AIAN enrolled in federally recognized tribes are going to have some unique eligibility
and coverage rights that will require documentation of tribal enrollment at the time of
determination of eligibility. At enrollment, therefore, it will be important for states to collect
information on Tribal AIAN and enter it in the MSIS. Exactly how Tribal AIAN is to be collected and
coded will be important topic on which the CMS TTAG needs to be ready to advise. The Indian
Health Service (IHS) has developed codes for federally recognized tribes. The problems that states
face in capturing information from applicants on tribal enrollment will be challenging, and in the
next presentation I am sure Dr. Snipp will have much to discuss about the issue.

‘/IHS AIAN:’ Users of the IHS Healthcare Delivery System

The Strategic Plan defined IHS AIAN as ‘Active Users’ that is AIAN who live close to IHS funded
facilities and who are enrolled members of federally recognized tribes, their descendants and
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Session |: Medicaid State-by-State

others eligible for [HS identified in Indian Health Care Improvement Act legislation. ‘Active Users’
have used IHS facilities for medical or dental care within the last 3 years, to distinguish them from
other AIAN registrants and users at the facilities who meet all AIAN criteria but have not used
medical or dental services in the specified time period. For 2000-2001 the IHS reported 1.6
million AIAN Active Users. IHS determines Active Users for IHS, Tribal and Urban (I/T/U) provider
facilities.

MSIS data includes ‘IHS Program’ data for Medicaid and CHIP enrollees who receive ‘IHS funded’
services covered by Medicaid from IHS and Tribal (not Urban) providers. The states are
challenged to report IHS Program data for a number of reasons that start from the fact that the
service delivery areas of IHS and Tribal providers often do not follow state borders (Slide 3).

Slide 3.

IHS Areas Don’t Follow
_\State Borders

We found that nearly half of the 35 states with one or more counties in the IHS delivery system
(Contract Health Service Delivery Area counties, Slide 3) reported little or no IHS program data
(Slide 4). In addition to the 7 states shown in Slide 4 with very little data, the 10 states with no
data included: Alabama, Connecticut, Indiana, lowa, Louisiana, Michigan, Pennsylvania, Rhode
Island, Utah and Wisconsin. While many of these states have only a small number of counties
involved, some have much larger numbers of Active Users who would be Medicaid eligible than
are yet reflected in the MSIS data.
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Session |: Medicaid State-by-State
Slide 4

MSIS online IHS Program Enrollment
Data by State — 7 states partial data
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Another problem of the IHS program data reported by the states is that not all the enrollees with
[HS program data are Racially classified by MSIS as AIAN (Slide 5). The extent to which IHS
Program users are reported as racial AIAN in MSIS varies from 25% to 99% among the states and
[HS Program service areas. Part of this variation is due to proper racial identification of AIAN
during the eligibility determination by the counties and states, part to the federal MSIS racial
classification issue we cited earlier, and part of it because of the way states identify [HS Program
claims eligible for 100% reimbursement by the federal program. IHS and Tribal programs do
provide services to varying numbers of non-AIAN for a lot of reasons. We know in California that
all of these reasons contribute to the very low rate of racial AIAN in MSIS IHS Program data.

Slide 5

Not all IHS AIAN’ in MSIS Data
[ are Racial ‘AIAN’

‘l 'AIAN' according to Medicaid
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Session |: Medicaid State-by-State

Recommendations for MSIS data

The three major recommendations that came out of the state-by-state report are:

e MSIS data should have a ‘Census AIAN’ enrollee group: if AIAN is a race reported in the
enrollees record, regardless of any other race or Hispanic ethnicity

e MSIS should improve collection of IHS Program data, categorize IHS and Tribal facilities
providing the services, and adding and Urban Indian provider data

e Medicaid and IHS data should be linked to [HS data to validate the reliability and
completeness of the IHS AIAN and IHS Program data

Discussant: Matt Snipp, Stanford University

Every few years -- and ['ve been doing this for about 30 years now -- somebody invites me to this
sort of gathering to talk about what a mess American Indian data can be. And it's true. But it's not
unique to the American Indian population. There are issues that arise when you begin to collect
data about race for anyone. It just happens that not everyone in the United States has a version of
Office of the Management of the Budget (OMB) Directive No. 15 imprinted in their brain when
somebody asks them what their race is. And last year [ was invited by the National Academy of
Science to write a paper about the best way to measure race and sort of the conclusion of that
paper is that there isn't one.

Census American Indians

['m going to talk about Census data. And the reason I like to focus on Census data is because it is
the single largest source of demographic data for the American Indian population. There's nothing
that quite comes close to it. The Census data exemplifies the complexities that you encounter
when you start trying to deal with the American Indian population, especially when you start
trying to collect information for the purpose of creating some sort of data system like that of the
Medicaid MSIS system. And then finally, and maybe most importantly, it's because the Census data
provides the denominator data for a lot of indicators of American Indian population rates. It is
important to know how denominator data is defined so that numerator data are defined as much
as possible in the same way, or there is even further misrepresentation in a racial American Indian
population.

The Census short form completed by everyone in the country was revised in 1997 by the Office of
Management of the Budget who among other things created a category for Native
Hawaiians/Other Pacific Islanders and allowed people to identify multiple races.
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Session |: Medicaid State-by-State
Slide 6

2010 race and Hispanic origin gquestions

5. Is this person of Hispanic, Latino, or Spanish origin?
No, not of Hispanic, Latino, or Spanish origin
Yes, Mexican, Mexican Am., Chicano
Yes, Puerto Rican
Yes, Cuban

Yes, another Hispanic, Latino, or Spanish arigin — Print origin, for example,
Argentinean, Cofombian, Dominican, Nicaraguan, Salvadoran, Spaniard and so on. ¥

6. What is this person’s race? Mark X one or more boxes.
White
Black, African Am., or Negro
American Indian or Alaska Native — Print name of enrolled or principal tibe. )7

Asian Indian Japanese MNative Hawaiian

Chinese Korean Guamanian or Chamorro
Filipino Vietnamese Samoan

Other Asian — Print race, for Other Pacific Islander — Print
example, Hmong, Laotian, Thai, race, for example, Fijian, Tongan,
Pakistani, Cambodian, and so on. ¥ and so on. iy

Some other race — Print race. 4

What [ want to share with you first are some contextual details that complicate Census data for
American Indians. The first one has to do with growth in the American Indian population through
the 20th Century and to the 21st Century.

For the first half of the century the American Indian population was essentially flat (Slide 7). We
know this is wrong. The population was growing but it doesn't show in Census data for a variety
of complicated reasons that are difficult to establish with certainty. But beginning in 1960, the
Census Bureau went from an in-person interview to a mail questionnaire and so there was an
uptick in the American Indian population that continued through 2000. These population growth
rates cannot be explained by births, deaths and migration. In other words, what people were
doing was changing their race -- an idea that, once upon a time was hard to think about.
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Session |: Medicaid State-by-State
Slide 7

American Indian Population Growth, 1890 to 2007
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NOTE: Estimates for 2007 based on 2005-2007 aggregated from the American Community Survey

People are looking at themselves and their families, thinking about how they want to be known to
the government and how they want to report themselves. And when they had to choose one race
they were saying, | used to be Black, [ used to be White, but this time around I'm going to be
American Indian. In 2000 they could report themselves American Indian or American Indian and
Black, or American Indian and White, or any combination. Then after Census 2000 the Census
Bureau, by surveying a sample of the population (the American Community Survey), has
generated yet another set of estimates, the most recent which show a decline in the ‘American
Indian alone’ population and a slight uptick in the American Indians who identify with more than
one race (Slide 7). Again, it's not because people who identified only as American Indians suddenly
died or disappeared, they just changed their race.

One of the contextual issues affecting a person’s declaration of race is interracial marriage, and
American Indians have high rates of interracial marriages. In fact there are more American
Indians married to non-Indians than there are Indians married to other Indians. This is nothing
new. It goes back to the very earliest settlement of the hemisphere and the story of Pocahontas
and John Rolf. Later Sacagawea, the woman who guided Lewis and Clark had a baby with Lewis, a
mixed race baby.
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Session |: Medicaid State-by-State
Slide 8

Percent of American Indians and Alaska Natives
Married to Non-Natives, 1970-2000
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One of the things that's happened in the last 20 years is that the American Indian birthrate which
used to be similar to that of African Americans has actually fallen until it is now much closer to
that of Whites (Slide 9). We don't know quite why this is the case. It's probably partly because of
the way that births are registered and partly because of people changing their race again. But it's
something that we don't know much about.

Slide 9

Live births per 1,000 persons, 1980 to 2006
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20
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AIAN
White
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1980 1982 1984 1986 1988 1990 1992 1994 1996 1998 2000 2002 2004
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Session |: Medicaid State-by-State

The Census Bureau's projection for the growth in the American Indian population is that the
population that is multiracial is expected to increase faster than the American Indian ‘alone’
population (Slide 10). I'm a demographer. I can tell you that population projections that go this
far out are interesting but they're mostly fiction. But it gives you an idea that the federal
government is projecting higher growth among multiracial AIAN, though they do not know how
much faster.

Slide 10

Census Bureau projections of American Indian and Alaska
Native population growth, alone and in combination with
another race, 2010-2050
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The American Indian population has become progressively more urban since World War II. In
1930, barely 10 percent of the American Indian population could be found in cities. By 1980,
nearly half were living in urban areas (Slide 11). In the 2000 Census the multiracial American
Indian population had become substantially larger in urban areas than it is in non-urban areas.

People like to say, who are these people changing their race and what they're doing? Are they real

Indians? [ don't think they're quite real so I'm going to show you trying to parse out or sort out
the real from the not-so-real Indians isn't easy to do, especially in these data.
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Session |: Medicaid State-by-State
Slide 11

Percent of American Indians and Alaska Natives Living in
Metropolitan Areas

1980 1990 2000 total 2000 alone 2000 in
combination

Tribal American Indians

The Bureau of Indian Affairs (BIA) had lower numbers of American Indians enrolled in 2001 than
were reported in either the single or multiracial groups to the Census in 2000 (Slide 12).

Slide 12

2001 BIA enrollments and 2000 census counts of
American Indians and Alaska Natives
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Session |: Medicaid State-by-State

You might think of tribal identification as being a litmus test for whether or not you're really an
American Indian. Ifyou aren’t affiliated with, or a member of a federally recognized tribe, there
will certainly be questions about it in regard to federal benefits programs.

Reporting one’s tribal identification on the Census depends on whether the Census launches a
media campaign or not. On the Census form since in the middle of question 6 (Slide 8) you can see
that for AIAN it says we're supposed to print the name of our “enrolled or principal tribe.” Nobody
at the Census Bureau or at OMB can tell me what a ‘principal tribe’ is, and the American Indian
Advisory Committee that works with the Census Bureau has been complaining about it for years.
But the response to the question is compiled. A little over 20 percent of AIAN in 1980 didn't
report a tribe (Slide 13). This dropped substantially in 1990 when the Census Bureau launched a
large media campaign urging people to report their tribe. In fact, I've got one of the posters in my
office and it says something like, “Answer the Census, Name your tribe.” But they didn't have such
a campaign in 2000, and the numbers of people who didn't report their tribe went back up again.

Slide 13

Percent of American Indians and Alaska Natives without a
tribe reported in the census, 1980-2000

1980 1990 2000

I should have included in my biography that I'm Oklahoma Cherokee and Choctaw which is very
relevant for what I have to say next. There is a Cherokee Syndrome which if you work in Indian
Country you've probably heard of, and since [ am Oklahoma Cherokee, I've heard of my whole life.
Navajos especially seem to be fond of pointing this out to me. But I have many Navajo friends, too.

Reporting one’s tribal identification on the Census depends on how you label it. Members of even
federally recognized tribes do not necessarily write in the federal name of their tribe. In the 2000
Census, about 277,000 people listed Cherokee as their tribal affiliation. Now, in addition to that
277,000, there was another group of folks who went on to write something slightly different (Slide
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Session |: Medicaid State-by-State

14). The differences were things like Western Cherokee, Eastern Cherokee, and United Keetoowah
Band, all of which could be or plausibly members of three federally recognized tribes labeled
Cherokee Nation of Oklahoma, Eastern Band of Cherokee Indians of North Carolina, and United
Keetoowah Band of Cherokee Indians in Oklahoma in the Federal Register which lists the tribes
annually. But I can tell you with certainty the Four Winds Cherokee, Echota and the Cherokee of
Alabama listed below it in Slide 15 are not the three federally recognized groups.

Slide 14

The “Cherokee Syndrome”: or, the many
ways to be Cherokee in the census
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There are other ways to be Cherokee as well. There are Cherokee associations. There's the
Cherokee Club in North Carolina that according to their Facebook page is in no way affiliated with
the federally recognized Cherokee tribe. There's also a Texas Cherokee Club.

And just to make the point that this isn't just a Cherokee issue alone, Métis is a term derived from
a French word for ‘mixed blood’ that has been used by a number of Native American groups of
mixed ancestry in the U.S. and Canada because it best describes their heritage. There is formal
recognition in Canada of First Nation Métis. At the other extreme, however, a Métis Alliance in
Lewiston, Maine that advertises for people to join them: “Whereas the State of Maine provides no
definition or legal status for the descendants of Indigenous and European marriages/unions, we the
Meétis Alliance of Maine seek to establish a Métis community and archives. The State has long
implemented assimilation policies. A legacy of this is the absence of a recognized Métis population.
Consequently, thousands of Mainers who could legitimately identify themselves as Métis are unaware
that they have the right and the choice to do so. Ultimately, recognition of the Métis of Maine will
illuminate a rich part of American heritage as well as empower the Wabanaki tribes. If you have
North American Indigenous ancestry, please contact the Métis Alliance of Maine.”
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Session |: Medicaid State-by-State

It would not surprise you to learn that Androscoggin County where Lewiston is located had a
sharp increase in the number of people identifying as American Indian in the American
Community Survey. | investigated and there actually was a recruitment organization active in the
county that may have had some impact on the number reporting themselves as American Indian.

American Indians from Outside the U.S.

Another way in which American Indians are not likely to meet a federal benefits program litmus
test of federally recognized American Indians is if they are foreign-born American Indians. The
Census Bureau assumed for many years that immigration from South America, Central America,
Mexico or Canada had a negligible effect on American Indian population changes. It turns out not
to be the case. Whether you're talking about the American Indian alone or the multiracial
population, about 5.4 percent are foreign-born (Slide 15).

Slide 15

Numbers of foreign born American Indians and Alaska
Natives counted in the 2000 census

140000
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80000
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another race

NOTE: the percent of foreign born AIANSs in each group is identical: 5.4%

Foreign-born American Indians in 2000 who identified only as American Indians tended to have
entered the United States more recently than multiracial American Indians (Slide 16). For
American Indians whose only race declared was AIAN, more than a quarter came after 1995, two-
thirds between 1965 and 1995, and 4 percent before 1965. For multiracial American Indians, 21
percent came after 1995, while half entered the country between 1965 and 1995, a much larger
fraction came before 1965 (22%).
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Slide 16
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And that brings us to the Hispanic ethnicity question, the issue of Hispanic- and non-Hispanic-
American Indians. For large groups of United States American Indians, particularly in the
southwest and in Southern California, there's a long history of contact with people with Hispanic
origins. And for many people in these areas, these are people who, in fact, have Hispanic origins
but they are members of federally recognized tribes as well. Counting only non-Hispanic-
American Indians as American Indians personally is one of the least appropriate attempts I have
seen to get at enumerating U.S. American Indians.

Slide 17
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The Hispanic-American Indian population nearly doubled from about 7 up to about 14 percent
between 1990 and 2000 (Slide 17). Within the multiracial population more identify themselves as
Hispanic-American Indian, than in the American Indian ‘alone’ population. In addition if you look
at tribal identification among Hispanic-American Indians, of those who identify American Indian
as their only race, less than a third also listed a Latin American tribe (Slide 18). Among
multiracial Hispanic-American Indians more than a third listed a Latin American tribe. But the
majority of both Hispanic-American Indian groups did not identify a Latin American tribe.

Slide 18
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My concluding comment is that, the American Indian population is diverse and complex with
many different origins. Itincludes people that you might not think of as American Indians but
who nonetheless regard themselves as such. And particularly if you've going to determine who is
eligible for federal health care benefits or not based on their American Indian tribal status, it is
important to define the right population. If you're going to have accurate rates of enrollment for
American Indians, you are going to need some precision in your data, to find the right
denominator population for the calculation at hand.

Discussant: Matt Broaddus, Center for Budget and Policy Priorities

Although I've worked for a number of years as a quantitative analyst in the health policy
community, I have not worked with issues related to AIAN populations explicitly. In the Health
Department at the Center on Budget and Policy Priorities we look at both fiscal policy and the
operation of public programs that affect low and middle income families and individuals. We work
at the national, state and local levels with the intent of informing the public policy debate on
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programs that affect those families, and then helping with the successful implementation of any
policy that is put forward. In this work we attempt to coordinate with state level organizations as
well through a formal network of groups similar to our own.

Increasingly our work has turned to Medicaid and the Children's Health Insurance Program
(CHIP), analyzing the financing and expansion of coverage to meet the health care needs of low
and middle income families. In doing so we are exploring issues of the use of online census and
public program data, and exchanges of data between public programs. We are interested in joint
applications, simplified application processes, and more effective outreach efforts for public
programs. While we have considerable experience with Medicaid and CHIP programs, we do not
have experience working with the American Indian population or with the Indian Health Service
program. In part that's because, at least from my standpoint, there's been the impression that
there isn't robust data available. So the idea that there are groups working to make American
Indian and [HS data better in Medicaid and CHIP data systems is exciting, and moves me to be a
part of this discussion today.

['ll start by addressing the Medicaid and CHIP state-by-state report itself. Provocative findings
from the data that help to understand the American Indian population and their [HS funded health
care include:

e The American Indian population in the Medicaid program is more likely to be children than
elderly and people with disabilities than the larger Medicaid population.

e The American Indian population in the Medicaid IHS program is even more
disproportionately represented by children.

e [HS program facilities provide a disproportionate share of Medicaid outpatient care and
care at clinics while other providers are providing mental health care, nursing care, general
physician care.

Pulling these findings out from the report’s enrollment and utilization data helps to give insight
into how much is known now and what more could be known so that what we hope to achieve can
be achieved. For example, you can get some rough sense of how the spending is meted out for the
American Indian population between the IHS facilities and other programs serving this
community that are supported by Medicaid funds.

Other findings that lead to a call for action include:

e Revise MSIS category of racial AIAN: Dr. Snipp talked in detail about some of the issues of
treating race in any sort of data system. Some of the work that Jim and his colleagues have
done demonstrate that the MSIS protocol of ignoring American Indians who define
themselves as more than American Indian, and those who identify themselves with
Hispanic ethnicity is not justified given the absence of any criteria related to American
Indians that distinguish the groups.
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e Make [HS Program data more complete: Only 23 of the 35 states in the IHS service delivery
areas had by 2005 made formal functioning connections for IHS program data between the
Medicaid data system and the IHS program facilities. IHS program data is clearly being lost
in MSIS for those states that are serving the American Indian population, and IHS program
data may be under reported in the other states if the connections between the IHS and
tribal providers and the states are not fully functional. There is a call to action to use the
experiences of states that have well functioning connections to support those states that do
not have fully functioning connections yet.

e See that [HS Program data can be classified by provider type. There's compelling evidence
that the MSIS IHS program data doesn't properly reflect an understanding of how [HS
facilities work and how they work in conjunction with other providers. One key piece of
information missing is what type of IHS facility is providing services, whether it be
operated by the IHS itself, or owned and operated by tribes or tribal organizations. If this
facility type information could be added to the IHS program data it would give a better
sense of the type of care. Certainly the omission of any data from Urban Indian Health
Organizations is something that to be addressed as well.

MSIS and Policy-making

The primary point that [ want to make is that decisions made about how to operate the MSIS
database system should be informed by policy. We should have systems in place that allow us to
meet the policy objectives we set. And there's an incredible example in the report itself of how
that was not done for AIAN in the movement from fee-for-service Medicaid to managed care
Medicaid early in this decade. There were many among the American Indian population who were
negatively affected because users of I[HS program providers were assigned to a managed care plan
and a non-IHS program provider that was not as near or culturally appropriate as their IHS
provider. That is one thing addressed by more recent Medicaid and CHIP legislation that allows
AIAN enrollees who use [HS Program providers to be exempt from managed care assignments.

MSIS has a history of being valuable for analysis of Medicaid services and payments. The Urban
Institute, for example, has recently used MSIS data to simulate the affect of the Health Care Reform
law at the state level on growth in Medicaid spending, particularly on per capita costs. In doing so
they've used MSIS data to help shape communications around Health Care Reform and have
certainly encouraged policy makers and advocates to remain engaged in the implementation
process. As another example, our organization, in a debate over what services should be provided,
has looked at the MSIS data to try to parse out how much spending goes to mandatory services
under Medicaid for people states are required to enroll if they apply (or ‘mandatory’ populations)
compared to optional services for ‘optional’ populations. We've found the MSIS data to be robust
enough to apply to those issues.

The MSIS administrative data in my experience tends to be used more for payment than
enrollment analyses. This is true in part because there are more timely and better verified
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national and state-by-state survey datasets from the Census Bureau and the Kaiser Family
Foundation that ask not only Medicaid and CHIP enrollment questions of their survey sample, but
also whether the respondent family members are ‘covered’ by the Indian Health Service (Slide 19).
AIAN, particularly those living on tribal lands tend to be underrepresented in respondents to
national and statewide surveys, however. And to many users of Tribal Health Programs or Urban
Indian Health Organizations, the ‘Indian Health Service’ is not their ‘coverage:’ the tribe, clinic or
tribal hospital is their provider for some or all services they use. Therefore for many American
Indians, MSIS enrollment data rather than Census and other Medicaid enrollment data sources is
likely to be more important for Medicaid and CHIP enrollment data.

Slide 19
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Improving MSIS is a Movement

Improving MSIS data is an issue that the broader Medicaid and CHIP program and policy analysis
community is talking about, and the CMS TTAG could see some of their issues addressed if they
join in the dialogue. CMS states on their website:

e The intended uses of MSIS data include health care utilization and evaluation activities,
program utilization and expenditure forecasting, analyses of policy alternatives, responses
to congressional inquiries, and matches to other health-related databases.
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e These are also ways the CMS TTAG has stated they would like to see the data used for AIAN
and their providers. But the Office of the Inspector General has come out with two reports
over the last two years with ways MSIS could be improved for these intended uses. The
Office of the Inspector General seeks improvement of: 1) timeliness of the data, 2) data
validation procedures, and 3) managed care data. Jim and colleagues I noticed, for example,
used 2005 data in analyses they did in 2008. I am sure that the TTAG would be better
served with more timely data. Generally, complete MSIS data is available about a year and
a half after the completion of the year of enrollment or service. In part this is because
states generally report data late. There is a lag in completion of eligibility determination,
billing, payment, adjudication of claims, and state MSIS data processing procedures. About
60 percent of states report data later than required by federal regulations. But it is also
because the federal MSIS data validation process has grown so much over the years. Itis
not clear that all the procedures are needed or efficient enough for all the intended uses of
the data. Thirdly, a lot of MSIS utilization and expenditure information is not provided for
enrollees in managed care. Right now, for example, there are 15 states that don't report
managed care encounter data out of the 40 states that operate Medicaid managed care
services. Medicaid managed care plans do not have the same pressures to report services
and payments they provide that claims based providers do. Much AIAN utilization
information is lost in managed care plan data, as it is for other populations. Without
encounter data the a lot of service, medical procedure and diagnoses information is lost.
The data that Jim and colleagues reported had no more than enrollment information in
managed care, because the services and payment information provided in MSIS is from fee-
for-service data.

Interagency Database Exchange (Linking)

One of the issues this report raises is whether the IHS AIAN user status of Medicaid and CHIP
enrollees with [HS Program claims should be checked by linking MSIS with IHS data systems.
Similar checks have been done for citizenship status of Medicaid and CHIP applicants by nearly
half the states. Through provisions of the Children's Health Insurance Program Reauthorization
Act (CHIPRA) states were permitted starting January 2010 to send lists of Medicaid applicants to
the Social Security Administration (SSA) database to determine U.S. citizenship which is a
requirement for full Medicaid services. States have a number of problems confirming citizenship
status for many applicants, including American Indian applicants. Some 24 states at this point
provide lists to the SSA database for the citizenship check. In 94 percent of cases a match has been
made. So using the SSA data exchange to enter citizenship verification data has been an effective
tool in taking the burden of verifying citizenship away from the applicant and putting it on a data
system. More important than anything is that the states that have done this have not found the
necessary database changes to their Medicaid database to be particularly burdensome or
expensive. In fact, California and Washington have not even accepted the enhanced federal
reimbursement allowed for these services because the cost has been minimal.
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Data Streamlining

A number of factors are currently leading toward a streamlining Medicaid enrollment processing
with interagency data exchanges. These factors provide an opportunity to turn this data project
into one less about IHS and CMS data exchanges to get enrollment numbers correct, and rather
one to get a data exchange to help to enroll users of the IHS funded facilities in Medicaid. So it's
sort of a perfect storm in some ways that's being created that can be used effectively. Our current
work in the Health Department at the Center on Budget and Policy Priorities is almost entirely
concerned with the implementation of Health Care Reform. Now is a particularly important
moment for issues of data exchange between agencies. With the implementation of Health Care
Reform, states are turning attention to the Medicaid Management Information Systems (MMIS)
and streamlining their eligibility and claims administrative procedures in anticipation of enrolling
more people in the near future. IHS could potentially help states MMIS or federal MSIS system
check the [HS AIAN status of Medicaid enrollees. Making Medicaid data acquisition and processing
more efficient is important to state administrators. Advances in technology certainly have
enabled us to make stronger connections between databases and to do that more efficiently. And
then finally, the current administration does seem to support strengthening the social safety net.

There are efforts underway to have joint applications and administration of public programs with
Medicaid to increase Medicaid program participation among those who are eligible. The Work
Supports Initiative is supported by the Ford Foundation, for example. It's a collection of five
states. And we are working in connection with other organizations to determine effective ways to
jointly administer programs as our organization is going to get into that more fully in a more
nationwide effort where we're going to look beyond those five states to see what are effective
ways to encourage states to evaluate efforts to coordinate programs, to put out a handbook of best
practices on how to properly coordinate programs, the administration of those programs, and the
databases that support those programs. One concrete example is that some analysis that
colleagues of mine have done indicates that there are roughly five million adults on the
Supplemental Nutrition Assistance Program (SNAP), the old Food Stamp Program, who would
seem to fall into the Medicaid expanded eligibility category under health care reform. If a link
could be established between the SNAP database and the Medicaid data systems you could
potentially have five million adults enrolled in Medicaid on the first day possible in 2014. And
those are the kind of exchanges we want to see happen. It may serve as a blueprint for how a
more complete exchange between IHS and CMS program data systems could help to further the
policy objective of enrolling more American Indians in Medicaid as well as validating the 100%
federal reimbursement (FMAP) for IHS program services received for eligible American Indians.

Health Care Reform

There are a number of specific provisions of Health Care Reform legislation that lend themselves

to better data collection for AIAN. First of all fact that Medicaid income eligibility is expanded for
all people to 133 percent of the federal poverty level means that more American Indians will now
be eligible for Medicaid. One- third of the American Indian population has incomes below 100

Page 23



Session |: Medicaid State-by-State

percent of poverty. Many of those individuals are childless adults who have not previously been
covered. Many are parents who reside in states that have extremely low income eligibility levels
currently, so the expansion to 133 percent of poverty will be significant in increasing AIAN
enrollees in Medicaid. There are special exemptions for Indian specific kinds of income and assets
that now are also explicitly exempted from consideration in means testing for Medicaid and CHIP
program eligibility. While some of these were already in place with other recent legislation, their
combined impact with the income and family type expansions increases the importance collecting
and tracking data on AIAN enrollment.

Secondly within the Health Care Reform law are a number of reports required that are specifically
related to the health care of the American Indian population in addition to any racial disparities
reporting. These reports for AIAN enrolled in Medicaid, Medicare, and CHIP include studies of the
effectiveness of healthcare services, the adequacy of existing federal funding and barriers in access
to care.

In addition, there's been a change in how tribes and tribal organizations will be treated by the
public insurance programs. For one thing tribes and tribal organizations will be able to perform
outreach activities and to enroll beneficiaries in coverage.

Finally, there's an Indian Health Care Improvement Fund, which is designed to fund efforts to
eliminate deficiencies in health status, and resources for providing equitable care to the Indian
population. A topic about which Mr. Wiggins will be addressing no doubt in greater detail in the
next Session.

[ would submit that for each of these provisions of Health Care Reform there's reason to have
better Medicaid data for the American Indian population. Within the Health Care Reform law we
have an emerging force that will be driving AIAN data improvement and utilization.

Audience Discussion

MS. MUNSON [Myra Munson, Sonosky, Chambers, Sachse, Miller & Munson, LLP; Technical Advisor
to the CMS TTAG]: I have two questions. The first one has to do with the definitions of Indian,
which are particularly troublesome as the panel pointed out. The second definition “Tribal AIAN”
used the definition "member of a federally recognized tribe." That is not the definition of Indian in
the Indian Health Care Improvement Act included in the Health Care Reform legislation. “Tribal
AIAN” leaves out California Indians and Alaska Natives, and [ suspect a number of other groups
from around the country who qualify for health care coverage under the Health Care Improvement
Act.

[t seems to me that for data purposes it would be preferable to have that definition correspond to
some statutory definition. And I would recommend that it be all AIAN who meet the definition in
the Indian Health Care Improvement Act, since that's the basic authorizing legislation for IHS
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programs. That definition is not the same as the third category of who gets served by IHS, since
they would be eligible for service but they may not seek or get care from an IHS funded facility for
areason other than their eligibility to get care from a facility.

The distinction between the census and the IHS service is correct. It's the middle definition that
concerns me because “enrolled member of federally recognized tribes” is a very narrow term and
excludes a whole lot of folks who are Indian when it comes to the federal trust responsibility, and
other federal purposes. The other possibility would be the definition just adopted by CMS for the
purposes of exemption from cost sharing regulations which combines definitions to designate
anyone who is eligible for federal services as a result of being Indian, including people eligible for
one or more Bureau of Indian Affairs or IHS programs.

So restricting the definition to members of federally recognized tribes is possibly the least useful
of the various legal definitions that one might use as opposed to program or census definitions.
That's a comment and ['m interested in any feedback.

My second question is directed to Matt Broaddus: In a past life I ran a Medicaid program in Alaska
and I learned that when people apply for benefits it's voluntary on their part whether they fill in
race information. So has anything about that changed, or are states who are going to be required
to report racial data which is essentially voluntarily provided by the applicants? That makes it
very difficult to pursue whether they're filling it in accurately or not since if you question the
information they can just say “Never mind,” and scratch it out altogether.

MR. BROADDUS: Nothing has changed. Citing Civil Rights protections that race cannot be taken
into account in determining eligibility for a public program, many states make it clear that
providing racial information on applications is ‘optional’ or ‘voluntary .’ Some states cite the Civil
Rights Act on the Medicaid application itself.

MR. ROBERTS [Jim Roberts, Northwest Portland Area Indian Health Board, Alternate
Representative to the CMS TTAG]: I've compared the MSIS data to some of the state data that we
get through tribal reports. At what point in time does the MSIS data become reliable? It seems to
me that if I go to the MSIS online system today and I look at the 2008 data, which is the most
recent data currently, it's continually being refined. So at what point in time, is that data declared
closed or complete?

MS. FRANZ [Denise Franz, CMS project officer for the MSIS data quality reviews]: For 2008, there
is MSIS online data complete for 46 out of 50 states. We still have two states for 2008 that have
not completed their compliance with data quality reviews. There is an in-depth data quality
evaluation process that occurs after a state first submits their MSIS data that identifies anomalies
that need to be resolved. That leads to changes in the states’ data until they have resolved all the
anomalies. Once data is complete and anomalies are resolved, state data should not change
further. Other states may or may not resolve all their anomalies for 2008. Sometimes it gets to the
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point where we'll just document that the data from a particular state is anomalous, that is not
complete and consistent with all data validation checks. You can look in the data anomalies report
to see whether or not the states whose data you are using still have data of the types you are using
to clean or complete. A number of states have submitted their 2009 data but it is not available
online yet.

Every state collects race data differently from applicants. We've never been in a situation where
we've come down hard on any of the states for the quality or completeness of their race data. We
are in the process of a major overhaul of federal MSIS data, and also the state MSIS and Medicaid
Management Information Systems (MMIS). We have an opportunity to make significant changes,
including changes in the IHS program data. I would recommend that if you have some suggestions
for new data or codes that you want, now may be an opportunity to move forward with your
recommendations. You can certainly send it to Jim and he can get it to me or you can send it to me
at CMS. But for many data items we are limited in what we can require that states provide us.
That is our biggest limitation.

DR.BAUGH [David Baugh, CMS Office of Research and Development Information]: I am the MAX
business owner. What is MAX? MAX stands for Medicaid Analytic Extract. Itis a derived set of
data from the MSIS, specifically intended for research and policy analysis. Above and beyond the
quality assessment and quality improvement that's done in basic MSIS intake, we do a lot of
additional quality work to validate and ensure the accuracy of the data up to the limit that we can.
As Denise said, these are state supplied data and they have all the warts and flaws that we
document in the anomalies, both in the MSIS and the MAX.

But one of the things that we do in MAX quite extensively is try to link to other datasets in order to
improve accuracy and quality of data elements that we know are deficient. And it's been well
documented through the work that Carol and others have done that AIAN designations, regardless
of the definition that one subscribes to, are not well represented in the data that we get from the
states. So we're working to make improvements in any way we can, and linkages to source data
from other agencies, such as I[HS are really important and vital to that process. We've been trying
to work on a partnership to that end in recent months and are hoping that we can proceed.

[ want to make another comment though, Matthew described it as ‘a perfect storm.” I'd use call it ‘a
perfect opportunity.” We have a great opportunity and a great need. First of all, there's a need to
extend the availability of IHS funds and maximize the use of Medicaid funds. Matthew mentioned
that Health Care Reform (or Affordable Care Act P.L. 111-148) is extending coverage to childless
adults. There are requirements for analysis on disparities, including racial disparities. And
certainly disparities for AIAN are a huge issue. But beyond that there's concerns about access
quality, improving health status, and just examining utilization patterns.

MSIS reform, which is what Denise was talking about, is an effort going on in CMS, to retool and
redefine the data to meet future needs in the agency, among federal partners, and among all
stakeholders. This is an opportunity for people to provide information to us about how we can
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retool those data to maximize utility. One of my personal concerns is that as long as we depend on
self- reporting and state Medicaid agencies for AIAN designation we will face problems. We may
get better results through direct linkages. There is a great interest in OMB on data linkage, to
enhance the ability to manage federal programs. All of this leads me to say that there are
opportunities to link our data to source data from tribes and from IHS, that would improve the
quality of the data that we have in Medicaid to address many of the questions that [ know you all
want to address.

In addition, we have scant data at the present time on providers in Medicaid. We're working to
improve that but again I'm not sure we can rely on state Medicaid agencies to provide us with the
[/T/U designations that are of interest to you. Ifit's possible through other sources to obtain
those designations and link those into provider data that we're building for Medicaid, there again
is another opportunity. So I would encourage discussion and interaction on this. Denise and I are
certainly available to talk with anybody.

MR. CROUCH: So Dave, you envision a world in which if a federally recognized tribe wanted to
share their enrollment data on their members directly with CMS, that you would be willing to
accept that as an enrichment to your field around tribe or racial identification of those individuals?

DR. BAUGH: [ would say it even stronger than willing. I would say we would be enthusiastic about
doing it because it would provide everybody with an opportunity to do better research to meet the
needs of people who are designated as AIAN .

MR. FORQUERA [Ralph Forquera, Executive Director for the Seattle Indian Health Board]: I
wanted to especially thank Dr. Snipp for his comments because what he was talking about is
exactly what we've been facing for the last 10 years working through the urban programs, and
that is before we can really do anything with any of this we have to come up with some common
definitions somewhere or we're just spinning our wheels. From the work that we've done, I'd like
to bring up a couple of issues.

One is there's a lot of data out there that the government has that hard to obtain. You have to go
through all kinds of hurdles to get it. When we did -- we did a 2004 report on urban Indians and
once the National Center for Health Statistics -- it took me 18 months and signing my name 300
times to get them to release the census information that allowed us to do our 2004 study. Now
they send it to us every year so it's not any big deal, but there are a whole bunch of other national
surveys that are done annually, but getting access to the information has been nearly impossible
for us.

The reason I bring it up is the fact that what we've had to do in working with urban Indian
programs is since the data is small and is poor in almost every category, by looking at multiple
different studies that are being done you begin to pull out trends because similar findings start
coming up in different ways using different methodologies, using different populations. Butyet
the data seems to still fall out into trends. And so one of the things that we've tried to do is to start
thinking about data in terms of research questions as opposed to just trying to gather data
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together and then try to make sense out of it. Trying to first ask the question, what are we trying
to answer, and then go out and try to find a data source that will help us to try to answer that
question. It has helped us to be able to define a population with a disparity and to start to quantify
it in a way that we can then turn it into viable arguments for additional resources and additional
targeting need for our population which we were not able to do until the last 10 years.

The other issue is this issue of eligibility. We've got to deal with this somehow and Myra's
comments about the definition in the Indian Health Care Improvement Act, I've mentioned on a a
number of different occasions. The definition of urban Indian in the Indian Health Care
Improvement Act was from the 1934 Johnson O'Malley Act. And it speaks to the issue of first and
second generation descendancy. Well, first and second generation descendancy from 1934 would
mean that no Indian people alive today would be eligible. So I've been trying very hard to just get
people to remove those terms on descendancy and have been so far unsuccessful.

But that maybe just an arbitrary choice needs to be now to come up with ways of finding answers
to some of these issues. I'm not sure what the available resources are to make those distinctions
among the different groups, but it's a continual problem of trying to help everybody try to
understand, including the states. When states are looking at this they are also struggling with
their own resource limitations. So when they have to make choices about how to do things it's
more difficult for them because they don't have the time to think about it. If we, the Indian
community, can somehow come together and be a little bit more precise about it, we might be able
to help improve the data in a variety of different areas.

MR. DONOHOE [Paul Donohoe, CMS Enterprise Data Architecture]: I want to echo what Denise
Franz and Dave Baugh were talking about, that this is a good time to join forces and really push
some issues that we could just get behind us. We are rethinking a lot of systems and Medicaid is
one. And Denise and Dave know more about that than anybody else in CMS. So you've got
resources here. And they have people behind them for the few things that they may not know. So
definitely hit them because what you need to come up with is some clarity on and just some
position on what it is -- how do you ask the question? So you should get some rigor in the way you
want the question asked. Okay, so the question and the answer are both important. That to me is
mandatory for you to do.

We then can record your definitions in our data dictionaries and we can work across the
community of agencies and offices represented on the Health Information Technology Standards
Panel (HITSP) out of the office of the national coordinator. The panel has been charged to
harmonize and rationalize health care data across the country so our electronic health record
network, the National Health Information Network, can do a better job of sending, receiving and
understanding health care data. This is a good time to get in on that. But we have some people
here that can really help you if you pick that up.

There is a lot of system activity right now in the federal government as you can imagine from the
legislation that just passed. You had mentioned that there were 24 states are working with Social
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Security today to get validation of verification of citizenship. I don't want to get too technical but
Theresa Cullen and Mike Danielson, we worked on something like four years ago. And that was
how do you uniquely identify somebody? And so there's this identity management problem
because we don't have -- in addition to race and ethnicity, we don't have a national health ID for
bennies. And so to get around that that gets somewhat complicated. Okay? But to get around that,
one of the possibilities could be for Social Security numbers to be validated in a network of -- I'm
going to call this Enterprise Master Person Index technology. All right? And once the Social
Security number is validated, you then can have a meaningless ID that goes out and solves things
like identity theft, but it can start to link -- because if you really want to link data you're going to
have to know that person. You're going to have to know the providers. Those are the two key
data items that you're going to have to link across the country. So we can have some offline on
that but I'd like to learn more. If you could point me in a direction of those 24 states and what
that was about.

Within HITSP again right now there is a special effort to look at automated eligibility
determination - it’s part of the work of the Eligibility Workshop. What we are all after is one stop
eligibility: clients fill out one set of forms, the essential data for state, local and federal program
eligibility is stored in one central data place, then state, local and federal programs check with the
data place for an automated eligibility determination. That kind of system will be required for the
ACA legislation health insurance exchanges, but there are efficiencies as well possible for a lot of
related programs. Linkage to central data for program eligibility determination is a potentially
great savings for this country. Medicaid networks are being rethought, too. Since we are just
starting to think about forming such networks to centralized data, if the CMS TTAG can get the
data elements that you need described now for our data dictionaries, then we can start to get
those data elements into these new networks that are emerging at the eligibility level there is a
good opportunity to get the kinds of information you need. If you get the Government Health IT
News, there's a good bit written there on the Eligibility Workshop. Dr. Fridsma is one of the
people who leads that and that's with Dr. Blumenthal. But that's a good group. And again, they're
just forming so it's a good time to get in.

MR. CROUCH: I would like to pick up on your excellent comments about the timelines and the
need to have a definitive definition of ‘Indianness’ in a sense. And what I would like to throw out
there for the crowd is [ believe that the Tribal Advisory Group to the Center for Medicare and
Medicaid Services is empowered to finalize that definition that this would be a perfectly logical
thing for TTAG to in essence spend some time through some process coming to consensus on and
then forwarding to the agency through the TTAG process.

MS. MUNSON: Two things. One is an additional comment and then Jim, you asked me a question
['m not sure I picked up on it and I certainly haven't answered it, assuming I can. It occurs to me
that one of the challenges we have about these definitions is that in Medicaid they're all described
as -- and in census -- as race and ethnicity. But being Indian is a political status. It may also be an
ethnic status or a racial status but it is fundamentally for the purposes of federal benefits
programs, for Medicaid, for Indian Health Service, it's a political status. Now, that seems to me to
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create an opportunity for the Medicaid program to -- for CMS to move the discussion with states
about the way data is acquired for Indian people somewhat because the barrier to compelling
people to report ethnicity really are civil rights concerns that somehow it would lead to
discrimination. Political status though does not trigger quite the same set of issues. It also creates
an opportunity to confer a benefit on someone. There are benefits to being Indian if you're in the
Medicaid program. It seems to me that certainly the person can say I'm not Indian or I don't want
to answer these questions, in which case they'll be reported as non-Indian, but to the extent
states were informed by CMS that this is a political status; they need to ask about that political
status. They need to tell people who are applying that there are benefits that attach to having this
political status, and record that data, that you might actually create an opportunity to get better
data and more reliable data. Now, obviously, some significant work would need to go on with the
TTAG and NCMS about how to do that in a way that was nonintrusive and didn't cause people to
feel as if they couldn't become Medicaid eligible but the work that was done on citizenship, this is
what really triggered the thought to your question which I didn't follow but the word hit and
struck me, does create some opportunity for changing the paradigm some. And this is exactly the
right time to do that while all of this other activity is going on. And to quit really thinking about
being Indian as a racial classification but rather a political one for the purposes of CMS and other
federal agencies.

MR. CROUCH: -- through Office of Consumer Information and Insurance Oversight (OCIIO) is the
way to sort of seed their knowledge of who is Indian and therefore eligible for those politically-
defined opportunities.

MS. MUNSON: Yes. And I think that's exactly right. We're all trying to figure out ways to ease the
process for identifying the people who may be eligible for any particular benefit, for those under
ACA, the new benefits under Medicaid, whatever. It's not complete data. There are lots of Indians
who live in places that have no access to any Indian health program, whether it's tribal or urban,
who are members of tribes or meet any one of the definitions you might apply the political
definitions on -- I'm thinking of now those that are in statute -- as being Indian. And it's important
to give them opportunities to get the benefits of being Indian as well regardless of the state they're
in, which means we can't just focus on the 35 states. But [ agree with Jim that we ought to look at
data matching between all the Indian health data -- Indian Health Service data with states with any
of these programs where we could virtually automatically identify somebody as meeting the
criteria. Anyone who is getting Indian Health Service meets the definition of Indian for the
purposes of a variety of benefits and there ought to be a data match. It ought to be reported to
states. And there should be sort of an automatic eligibility piece or at least that element of
eligibility satisfied without having to jump through additional hoops.

MS. MARX [Kitty Marx, Director of the CMS Tribal Affairs Group]: I'm glad that we're having this
data symposium discussion. It's really great. And I'm glad a lot of my CMS colleagues are here
because they're hearing a lot of the data needs that we've been talking about -- that TTAG has
been talking about for years. And we will take this information back to CMS. | mean, this really is a
great opportunity to coordinate the Medicaid data, and as we heard at our TTAG meeting a couple
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of days ago, how we're trying to streamline the Medicaid program into the Health Insurance
Exchange Program. So that data analysis is just beginning and so this symposium is perfectly
timed. And I do have a copy of the definition that Myra mentioned from the cost sharing
regulations that were just published by CMS and perhaps we can get a copy of this definition. This
is -- it's good that this definition is in a CMS regulation because then CMS can rely on its own
regulation in defining Indians for purposes of its programs as well. And if we can identify -- this
definition of Indian is used to define those who are exempt from the cost-sharing requirements
under Medicaid. And what we are hearing from states, the documents that are being used or
needed to identify Indians who are exempt from these cost sharing, the states would benefit if
there was some type of IHS CMS data exchange so that we know that this person is an active user
of the Indian Health Service and is exempt from cost sharing such as the premiums or any
enrollment fees and perhaps carry that also when Indians receive services through the contract
health service program. So there is a lot of opportunity here.

MR. DONOHOE: One thing that I'm talking about is timeliness of data. This EMPI, Enterprise
Master Person Index, this network as part of the National Health Information Network, if it was
eligibility-centric, you would be able to have that. If Indian Health had a -- as part of your dataset
that we keep -- let's say we keep a core dataset about you, Jim. Okay? It's got your -- we would be
able to inherit that. That was just before the services are rendered. So you get this up front. So
you're getting the clean data up front in the system consistently across VA, DOD, CMS. [ mean,
that's really what you want. You want that real-time stuff up front. Push that data quality as far up
front. But we're talking about potentially having a national network of eligibility that can do
exactly what you're talking about.

DR. FOX [Squaxin tribe & Northwest Portland Area Indian Health Board, joining Kauffman &
Associates]: I just wanted to make a little pitch for what we do know because there are some folks
in the audience that have heard about all the data problems we have and [ don't want them to
draw the conclusion that we don't know anything based on the age of the data or on this first set of
reports. Just looking at the growth in payments to programs over the years 2003 to 2008 that is
available in online MSIS data. It doesn't have that big of problems. What we can see is a lot of
growth in payments to our programs but within that we see variations between the states which
are real important to take a look at as we decide maybe who's doing a great job at outreach and
education on enrollment in Medicaid. Arizona does a great job. If I look at a state that went from
$37 million paid to programs in 2003 to $385 million in 2008, I want to give them an A++ and
learn what they're doing. And in the Northwest I'm not going to blame us because ours is
stabilized and hasn't gone up for a few years. Something else is going on. And what is that? [ hope
it's economic development and Indian people being lifted out of poverty by their tribes.

Or it could be a data system issue that we do need to take alook at. So because I hadn't heard too
much of it yet that there is a lot that we've learned here despite some of the problems in the
definition of who is an Indian and the other issues that we have. I have to say one thing about it's
nice to look at the data about how many Indians are married to a non-Indian. [ was a health
director until this week and at the health program I had to report to the council on a regular basis
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and when [ reported to them all the problems -- I supervised the elders program -- all the
problems we were having with elders, they always want to know why is it always the non-Indian
elders that are complaining about everything? I said ['m not sure why. I guess non-Indians really
believe contracts should be followed and they're not so cynical about the American government
that Indian people tend to think, well, they always lie; of course we don't get this. And the non-
Indians would say, hey, it's a contract; they've got to do this. And so they were always doing the
same thing to the tribe. And then another time I reported to the council about how many of our
over 65 patients are non-Indian. It was 39 percent and I was just shocked. [ had to call around to
other health directors. Lots of tribes have 25 percent non-Indian patients in the over 65 age group.
Just think how important that is for program planning for elder services. There is a lot of interest
in who is eligible for services. Some of this discussion of data is going to open our eyes to a lot of
things.

MR. CROUCH: Thank you Ed. I'd particularly like for those of you who aren't familiar with the IHS
system, particularly tribal contracting, under tribal contracting with the Indian Health Service the
tribes have the opportunity to provide services more broadly in their community, not just to [HS
eligibles where they're located. Many of them do that and that, of course, complicates the issue of
both looking at data and payment. I believe that's well controlled. I don't think the states are
billing CMS for non-Indians as Indians, but some seem to be assuming that the IHS system
somehow is pristine and only Indians walk in the door for service, and maybe even that only
Indians work there.

MR. TRAHANT [Mark Trahant, Kaiser Family Foundation Fellow]: Dr. Snipp, has there been a look
at using IRS aggregate data particularly for the political definitions of American Indians entitled to
not pay state taxes? Particularly in states with income taxes where people have to file a form?

DR. SNIPP: Well, the thing about American Indians, if they're residing off reservation they still
have to pay state taxes.

MR. TRAHANT: But IRS data could be kind of a reference guide because it would almost be the
tribal enrollment set.

DR. SNIPP: Right. Yes, though you do find, for example, Navaho living on the Pine Ridge
Reservation. And they would be IHS eligible. But they wouldn't be enrolled members of that tribe.

MR. TRAHANT: But they would also be eligible to not pay state tax while they're living on the
reservation.

DR. SNIPP: I'm not familiar enough with that database to really speak intelligently about it. But, I
hear some rumbling over here on this side of the room, maybe somebody else has some thoughts.

MS. MARX: I apologize. I don't mean to have a side discussion, but we under the Affordable Care
Act tribal members are exempt from penalties for not having health insurance coverage. So [ was
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asking how are they going to show or prove that they are exempt from the penalties. Perhaps the
IRS will start collecting tribal information to certify the exempt status.

MR. NORRGARD|[Phil Norrgard Health Director for Fond Du Lac Band of Lake Superior Chippewa
in northern Minnesota, and CMS TTAG Alternate]: I think the Itasca vs. Bryant court decision is
the one that we're referring to for the reservation enrollee who doesn't pay state taxes. And I
know on the Fond du Lac reservation in Minnesota that would be probably somewhere around 25
percent of our user population. It would be very inadequate to determine the number of users.

Now ['m thinking about the biggest problem which is who gets to an Indian eligible for IHS funded
health care and who doesn't get to be an eligible Indian. I just want to emphasize how important it
is to follow up with what Kitty has said. We have a definition that works. It is codified in law and it
works because it doesn't rely on all the issues that people have with self-identification as an AIAN.

[ appreciate this gentleman's remarks here from CMS [referring to Paul Donohoe]. He came to a
TTAG meeting some months ago with Theresa Cullen and gave an excellent presentation. If you
can tell us how to ask the question, we'll ask the question because we're down where the rubber
meets the road. The person that asks the question of what race are you is usually a county social
worker looking at another person in a very less important seat across the table or the desk from
them and they're asking them to self-identify about race. And some people may feel very
uncomfortable with that. And on the other hand there may be some very, let's say, more assertive
European folks who may feel very comfortable being assertive and who may choose, especially if
the definition brings with it additional benefits and identification of Indian that maybe wouldn't
be appropriate.

So it is critical to understand this political definition of Indian established by Morton vs. Mancari
that takes ‘Indian preference’ out of the arena of civil rights and racial equality. We know that self-
identification isn't an appropriate way to identify American Indians. It really has to do with the
political definition. And the screening is all done for CMS in IHS facilities and travel facilities. We
don't want to serve people who aren't appropriate to be served. If somebody else is doing all this
screening for you, all you need to do is make the data match and that's what you were asking
Myra, can we find a way to take one data system and apply it or use it in another? We've got big
hurdles overcome, and small ones that [ won't mention here as well, but [ just want to say that's a
really good idea.

DR. SNIPP: Ijust wanted to make one quick comment about using a political definition. I think it
does work for a lot of applications and actually it's historically correct. It's always been a political
definition and it predates any idea of race that's ever existed in this country. Going all the way
back when the Choctaws were removed from what's now Mississippi, they were removed as Red
Choctaw, Black Choctaw, and White Choctaw. But there is one disadvantage in using a political
definition, and that is you basically have 563 or so federally recognized tribes, which means that
you also have more or less somewhere in the neighborhood of 563 definitions of what it means to
be an American Indian. And some of those tribal definitions are very, very inclusive in the sense
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that, for example, the Cherokee Nation of Oklahoma simply allows anybody who can prove
descendancy from the Dawes Roll to be a member. There are some Pueblos who have very, very
exclusive, restrictive memberships: at least one half blood quantum by patrilineal descent, or
something like that. So the variation in terms of the people that you're going to be talking about, if
you're going to use those tribal definitions as your political definition, raises yet another host of
complexities that aren't very often raised and aren't often recognized.

MS. MUNSON: I wanted to follow up on the point Kitty was making and just make one small
comment. And that is Kitty used the phrase active user with regard to the Indian Health Service
database. And I would argue that being Indian is for the most part immutable. [ mean, it's possible
to be stricken off the roles of being Indian but because Indian people do move around and they are
not all located where they have access to an Indian Health Program, they may not have been --
they may not be an active user currently but they may have been 10 years ago. To the extent the
Indian Health Service database can be used, regardless of the timing, it should be anybody who
was ever considered a user as an Indian person. And there are some non-Indian users, of course,
but anyone who was ever an Indian user should be able to be rolled into these other systems.

With regard to the political definition just one last twist on it which is it really goes to the point I
made earlier which is for the purposes of Indian Health Service, for the purposes of CMS as is
evident in their new rule and in the statute, the Indian Health Care Improvement Act, for
example, the narrow definition of Indian, which is one of the political definitions of being a
member of a federally recognized tribe, has all of the challenges you've just described but if one
uses the broader definitions that are included in the Health Care Improvement Act tied to a
statutory definition you avoid some of that exclusivity. Not entirely. If a tribe won't recognize
somebody's Indian, they just may not be Indian because it is in fact a political definition.
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Overview: Carol Korenbrot, California Rural Indian Health Board

The primary purpose of the Summary Report data is to provide the CMS Tribal Technical Advisory
Group (TTAG) with an understanding of Medicaid and CHIP data so that they can advise CMS on
improving their data so that it can be useful to address the issues of AIAN and IHS, Tribal and
Urban (I/T/U) providers. The membership of the TTAG includes elected tribal leaders or
appointees from the 12 geographic Areas of the IHS delivery system, and a representative of the
National Council of Urban Indian Health Programs (NCUIH), as well as a number of national Indian
organizations and the IHS. The IHS is a healthcare delivery system that is administered through
these 12 Areas. For CMS data to address the issues of IHS AIAN we defined this morning, and the
[/T/U providers, data needs to be aggregated by IHS Area. The service delivery areas of the
providers of the 12 [HS areas can roughly be approximated by the 265 Contract Health Service
Delivery Area (CHSDA) counties in 35 states of the 12 Areas as we saw in Session I (Slide 20).

Slide 20
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Medicaid and CHIP are state-by-state programs, not only do IHS Area CHSDA county groups rarely
follow state borders as pointed out in the State-by-State session, but in western Areas there are 14
CHSDA counties that are split between two different IHS Areas, for example the 5 counties in the
Southwest shown in Slide 21. For the counties split between two areas we used zip codes of the
communities predominantly served by each [HS Area to group Medicaid and CHIP data enrollees.
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Slide 21

Some CHSDA counties are ‘split’
between two IHS Areas, for example:
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For the Urban Indian Health Organization providers (U), we constructed a single consolidated
service area of 98 counties. There are 34 ‘U’ providers that potentially could receive IHS funding in
any given year (Slide 22). To approximate a service area using as a master list of all potential U
providers published by the Urban Indian Health Institute (UIHI), and for each provider we
included all counties that the programs themselves report they serve which was recently
published by UIHI (Urban American Indian/Alaska Native Maternal, Infant and Child Health
Capacity Needs Assessment, January 2008; Appendix C. Available from www.UIHILorg website).
All 98 counties served by U providers are included in the Medicare Urban Consolidated Area,
including Cook County in Illinois which is a state not included in the 35 states of the IHS healthcare
delivery system. There are a small number of counties in the Urban Consolidated Area that also
are CHSDA counties and therefore included in IHS Areas.

In any given year there are a few individual Urban providers that do not receive IHS funding and
we use the IHS website for the National Council for Urban Indian Health (NCUIH) www.ncuih.org
and consultations with IHS to exclude individual U providers from year to year.

Urban providers do not serve all the Indians living in the counties of their service areas, any more
than I/T providers do. But of the Indians they serve, most of them live in those counties. Some of
urban area counties had both U and [/T providers, and we tried to subdivide these counties by zip
code but could not find consistent community criteria to use. This means that there is overlap
between IHS Areas service delivery area CHSDA counties and these Urban counties, and the
analytical results therefore have some overlap, and Urban and CHSDA counties cannot be
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compared statistically. Another problem that developed was that one of the urban counties (Cook
county) is in a 36t state (Illinois) not included in the 35 states listed for the 12 IHS Areas.

Slide 22
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MSIS Extracted (MAX) Data

Since MSIS online data can only be analyzed by state, to analyze data by county and zip code it is
necessary to use MSIS Medicaid Analytical Extract (MAX) data files. MAX data files include even a
Person Summary file that aggregates service use and payment data for Medicaid and CHIP at the
enrollee level. These massive electronic data files though more difficult to handle than online data,
include month-by-month information on Medicaid enrollment, services used and payments that
can be analyzed in many ways that online data cannot. In our analyses MSIS CHIP data is included
for Medicaid expansion CHIP programs only. We exclude data from State-only CHIP programs
because it is not uniformly reported to MSIS.

Enrollment Data

With such data we are able to begin to estimate the numbers of Medicaid enrollees in each of the
12 IHS Administrative Areas for both the CHSDA counties and the Urban Consolidated Area
counties. Using the MSIS Racial definition - we did basic frequency counts of AIAN in the each
Area for its CHSDA and Urban Area counties which are shown in Slide 23. There are more Urban
county than CHSDA county AIAN Medicaid enrollees in Albuquerque, Bemidji, California,
Nashville, Phoenix and Tucson Areas. There are more CHSDA county than Urban county AIAN
Medicaid enrollees in Aberdeen, Billings, Navajo and Oklahoma Areas. The numbers of Urban
county and CHSDA county AIAN enrollees are comparable in Portland and Oklahoma Areas.
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Remember AIAN in counties with both I/T and U providers are counted in both columns, so the
columns cannot be summed. Areas with a lot of Racial misclassification, like California Area,
undercount enrollees in both groups.

Slide 23
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Using the MSIS Racial definition we did basic frequency counts of AIAN Medicaid enrollees in the
CHSDA counties of each Area who had [HS Program data (Slide 24). The numbers of MSIS IHS
program Medicaid enrollees who are also MSIS racial AIAN are highest in Navajo and account for
the majority of AIAN Medicaid enrollees in the Area.

Slide 24
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These numbers of Medicaid enrollees are much lower than expected when we look at the data [HS
reports for their Active Users of I/T providers in each Area. We would expect the ratio of
Medicaid enrollees with IHS Program data to IHS Active Users in I/T programs to be a number that
might be comparable across IHS Areas after adjustment for potentially confounding factors.
Factors that would need to be adjusted include such things as state Medicaid program eligibility
provisions (Mandatory versus Optional, etc), socioeconomic status of the AIAN in the Area. But we
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are struck by the variability of the crude ratio per 100 IHS Active Users which indicates to us that
there are problems with MSIS data for Racial and IHS AIAN that could be checked with direct
linkage of Medicaid and IHS Active User data (Slide 25).

Slide 25
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In spite of the fact that the numbers of Racial AIAN appear to be undercounted in MSIS data, the
percents of AIAN in various categories enrollment, service use and payment categories can be
useful to analyze. With a healthy skepticism it is possible that the numerators and denominators
are undercounted to the same degree (unbiased) and may be representative of the population. At
least what we do believe is that these are the best working estimates to describe the racial AIAN
Medicaid enrollees. More than half (58.4%) of AIAN Medicaid enrollees in the 12 Area CHSDA
counties are Children (Slide 26), more than a quarter Adults, about a tenth Disabled and the rest
Aged.
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Slide 26
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In the MAX data is enriched information on Medicaid enrollees who are also Medicare enrollees
(‘Dual’ Enrollees). For AIAN Medicaid enrollees who were Dual Enrollees, nearly two-thirds
qualified in the lowest income category and were eligible for full Medicaid benefits.

Slide 27
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We were surprised to find that more than half of all AIAN Medicaid enrollees in the [HS Area
CHSDA counties were in some sort of managed care plan. Only 15 percent were in managed
(Capitated) care only, 43 percent received a combination of managed and Fee-for-Service (FFS)

care, and only 30 percent were received FFS care only (12% used no services during the year)
(Slide 27)
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Slide 28
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For AIAN Medicaid enrollees in the IHS Area CHSDA counties, 20 percent of children and 18
percent of adults were in managed care plans for medical care (HMO) at least one month out of the
year. More than 10 percent were in Dental, Behavioral or Long-term Care prepaid health plans
(Slide 28). We found essentially none of the enrollees in prepaid health plans for the elderly or
pregnant women. More than 15 percent of AIAN Medicaid enrollees had Primary Care Case
Management (PCCM) managed care of fee-for-service medical care.

Service Use and Payment Data

We did a considerable amount of analysis of Medicaid and CHIP service use and payment
(utilization) data in the report. We will present only one of the findings here. This finding
indicates how MSIS MAX data could become uniquely useful in policy analysis because we are able
to compare provider service use and payment data for AIAN who use an [HS Program and those
who do not. For example we determined an average amount paid by Medicaid per AIAN enrollee
who had any IHS program data, and compared that to AIAN enrollees who did not have any IHS
program data (Slide 29). Unadjusted for age and gender the amount of Medicaid funds paid for
AIAN who had any IHS Program claims was $6,560 per person (2004), the U.S. per capita payment
was $6,826 (2010), the IHS paid $2,690 per person (2010). This leads to a very important field of
analysis of trying to adjust these numbers for confounding factors and determine the impact of
changes in Medicaid programs or policies on [HS programs and other providers of AIAN IHS
program enrollees, relative to other AIAN who do not use the IHS system of providers. How do
they compare for quality of care and outcomes or effectiveness of care? For Medicaid payments of
care?
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Slide 29
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Further Recommendations for MSIS data

The three most important recommendations that came out of the IHS Area report are the same as
from the state-by-state report, but take on special meaning for [HS Area analyses:

e MSIS data should have a ‘Census AIAN’ enrollee group: if AIAN is a race reported in the
enrollees record, regardless of any other race or Hispanic ethnicity

e MSIS should improve collection of IHS Program data, categorize IHS and Tribal facilities
providing the services, and adding and Urban Indian provider data

e Medicaid and IHS data should be linked to

Discussant: Ed Fox, Squaxin Tribe & Northwest Portland Indian Health Board

MSIS MAX data

MAX data extracted from MSIS is an important improvement over online MSIS Data Mart data. It is
no small matter that it produces IHS Area level data as well as state level data. In most analyses of
Indian health, IHS Area level of analysis is more important than state level analysis because of the
importance of the IHS healthcare delivery system in areas across states where there tend to be
denser populations of American Indians. We live by Areas and their names just roll off our
tongues. When finally this year the U.S. government actually made substantial funds available to
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distribute to Tribal and other Health Programs serving Indians across the country, the allocations
were made by IHS Areas.

For 10 of the 12 IHS Areas you can’t aggregate state data to get good Area estimates. Alaska is both
an Area and a state, so for Alaska we have Medicaid information. California Area is largely one
state, but it is not the entire state — and the Sierra mountains mean that some tribes rely on
services from Phoenix Area. Oklahoma Area is largely Oklahoma state, but there are additional
counties in other states administered through Oklahoma Area. For some areas we can add data
for states together like for Portland Area we can add together data for Idaho, Oregon, and
Washington and estimate Medicaid data. But then there are states as extreme as Arizona where
there are three overlapping Areas. And only the Tucson Area in Arizona does not also include
parts of other states.

MAX data seems a good source of data for longitudinal studies. I mean, once we understand its
limitations, and don’t find serious biases: I'm willing to look at it over time and say that the trends
that we're seeing make more sense than data that's not as reliable. We'll now be able to measure
progress where tribes have worked with their states to move programming to tribal programs to
both improve services and to draw it on the 100 percent FMAP. So we can see that some tribes or
areas are working with their states, and again, Alaska is a good place where you can see that. In
Alaska, 17 percent of the state's Medicaid expenditures are subject to the 100 percent FMAP. And
so just think of this. States want to work with you if they know what the benefit is to them. It
helps. In Alaska they're great at what they do at the Alaska Native Health Board and ANMC, the
hospital, and ANTHC, the Tribal Health Consortium. So they work really well to make those
successes but the state with 40 percent of its Medicaid population being Alaska Native knows
where the money is. Arizona also has funded capital projects so there's a practical side to knowing
information about the money.

MAX data from the Person Summary files for enrollees with IHS Program data gives us data for [HS
users of [ /T providers. These Medicaid enrollees very nearly fit the definition of [HS Active Users
favored by the CMS TTAG. An IHS Active User has received at least one medical or dental visit in
the past three years, but in the MAX file it is one THS Program’ service paid by Medicaid in one
year. But that is not a substantial problem at this stage of data development.

Now, here's I guess the first time you've seen some numbers up here by IHS Area (Slide 30). The
Areas are arranged from left to right from highest to lowest number of Medicaid enrollees in the
MAX data. There were a total of 278,000 AIAN for the 35 states. The bars show total payments for
American Indians in each Area, divided into the amounts paid IHS Program and Non-Indian
providers. Remind yourself that the data is from 2004, not 2010.
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Slide 31

Medicaid Payments for IHS Program Users
in MAX data by IHS Area
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There are two major points to be made: the amounts of the payments, and the fact that we can
look at data for IHS Program providers and non-Indian providers for the same IHS Program
enrollees. The total amount Medicaid paid for IHS AIAN is $1.5 billion for AIAN (MSIS racial
definition). The amount paid to IHS Programs was $536 million. These are substantial amounts,
even though Carol warns us they are underestimates because these numbers are only for IHS
Program users who were also racially classified as AIAN in MSIS. They still have not determined
for the Areas the numbers of enrollees or amounts of payments for IHS Program users who were
not classified as AIAN. Still I'll put these amounts into perspective in a little bit by comparing it to
[HS paid totals to IHS Programs.

As a Tribal Health Program health director it was frustrating for me not to know what happened
to half of my Medicaid eligible patients when they were referred out and obtained care from non-
Indian provides. You would hound providers to send back information about the patient, but a
quarter of the time we didn't get back reliable information. So with MSIS data there's hope we will
be able to evaluate whether our people in any given Area are getting comparable services to
people in other Areas through Medicaid.

[ say use the data with care. This is a goldmine of information. It will help Indian people and it
will help programming healthcare for elders. It will help understand how we manage chronic
care. With passage of Health Care Reform the first thing to do will be eligibility and getting the
enrollment data right, getting who is an Indian right. Other studies of payments and health status
may have to wait, or with more funds we could do more studies at the same time.

Using MSIS MAX data with care

We are still getting used to this impressive data set so I urge that we use the MSIS MAX data with
care and with proper attention to definitions. We really need to know that the IHS Program user
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data is as complete as possible for every state and IHS Program. So which kind of an Indian are we
talking about? And with the caveats and the use, we can use this and it will be useful to track
enrollment and change over time. So if we want to know how we are doing in different areas, who
seems to be all of a sudden doing great and let's go find out what they're doing to learn from them,
who's maybe gotten lazy? I feel like in the Northwest we've gotten a little bit relaxed about
signing people up for Medicaid because we think we do it so well that we're not renewing people
as well as we could and therefore we're seeing our numbers go down. I think it's important to
have good data so you can know that it's not an artifact of bad data that's telling you some trends
are apparent. With good data you can work off it.

We also need to be careful MAX data that is several years old. The MAX data request went in when
the Data Project started in 2007, and therefore the report had to be done with MAX data from
2004. We all agree that there have been increases in enrollment and payments since then, and
changes within Areas that are important to know about. Currently MAX data is available for all
years to 2009. So updating the current report for [HS Areas with time trends in the data will be
valuable and needs to be done soon. So since there is a data lag problem, but I hope we can have
access up to date data soon.

We need to use this data with caution and make sensible adjustments for policymaking. Last year
we had increases in IHS funding, which were allocated through the Indian Healthcare Improve-
ment Fund. Cliff Wiggins from the [HS will talk to how that process is implemented. The allocation
process requires that you look at defined personal health care resources of the operating units
when the Indian Health Service decides how much money to give different operating units. We
would like to have good Medicaid data included in that process. And this data could help. There
will be arguments as to how to use data. But having good data is important.

Most frustrating about the MSIS data from my point of view is that the total numbers of American
Indian enrollees and payments seem to be lower than those I have found by studying the state by
state financial reports. States have a Medicaid Management Information System that handles their
enrollment and claims data, and as well as their MSIS Medicaid Statistical Information System with
enrollment and claims data. There are technical differences in how and when the data is
processed. What I found when I took results that Verné Boerner and myself in the state financial
reports reporting data from their MMIS system and compared it to data from the MSIS data, the
states reported they spent more on American Indians than is reported in MSIS. For example, here
is data from both systems for Alaska in 2004. On the left is that data that Verné and I found from
the Alaska state annual financial report for 2004, and on the right what was reported in the CRIHB
report from MSIS (Slide 31). For both groups of providers, IHS Program providers and non-Indian
providers, Medicaid payments for American Indians were higher in the state financial report than
from the MSIS data - and this seems to be true whether the data was MSIS data online or MSIS
MAX data. The total payments for American Indians in 2004 according to the management data
was $365 million. The total payments in the MSIS data was $280 million.
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Slide 32

State data different in 2 data bases
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One reason as Carol warned us, are that these particular MSIS numbers are only for IHS Program
users who were also racially classified as AIAN in MSIS. The latest Medicaid report by Area did not
include other IHS Program users who were not classified as AIAN as their earlier state-by-state
report did. But there are additional possible reasons the numbers are lower in MSIS data,
including that the state financial reports are compiled from monthly enrollment and claims data,
while MSIS data is more highly processed and adjudicated claims data. MAX data is compiled at
the level of unique individual enrollees, and there is exclusion of claims when the enrollment
information cannot be linked to the claims data. But we do not yet fully understand why these
numbers are different, and we need to learn more about the data bases and how they are
processed so we know which figures are better to use for what purposes.

Medicaid is without a doubt a very significant source of funding for IHS and Tribal providers in all
Areas. There are no longer any Areas that do not enroll American Indian users of IHS Programs in
Medicaid. There are no longer any areas that don't get at least 20 percent of their funding from
Medicaid. That scares us, frankly. It was only three years ago that “August 17th regulations”
came from CMS threatening to change how IHS Program providers were paid. It scared us. IHS
funds are reliably recurring dollars. Medicaid still seems volatile to us. I know that there is a
promised expansion now with Health Care Reform. We will see this November and then in annual
increases after that, if there's an expansion. But we want to make the point that Medicaid funding
is very significant to us.

Compared to IHS funding for health services the amount of Medicaid funding for American Indians
is significant (Slide 32). MAX data indicates that Medicaid paid $1.6 billion for American Indians
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users in the Areas in 2004.

Slide 33
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Medicaid & IHS Payments by Area
for IHS Program Users, 2004

Medicaid Percent of

IHS Area Medicaid 2004 IHS 2004 IHS Funds
Aberdeen $100,167,000 $219,710,000 46%
Alaska $365,360,000 $400,810,000 91%
Albuguerque $107,573,000 $121,530,000 89%
Bemidji $58,376,000 $131,960,000 44%
Billings 70,368,000 $134,210,000 52%
California $8,324,000 $121,670,000 7%
Nashville $14,337,000 $93,640,000 15%
Navajo $419,865,000 $307,030,000 137%
Oklahoma $94,891,000 $344,865,000 28%
Phoenix $209,266,000 $221,540,000 94%
Portland $81,893,000 $181,450,000 45%
Tucson $60,036,000 $38,427,000 156%
All Areas $1,590,456,000 $2,316,842,000 69%

In Aberdeen Area Medicaid payments for the IHS users were 46 percent of IHS payments. Alaska
Area Medicaid payments were 91 percent of IHS payments. The lowest percent is for California,
but the state-by-state report showed California MSIS data had substantial numbers of [HS
Program users who were classified racially as other than AIAN. Other areas had higher Medicaid
than IHS payments, and therefore percents greater than 100 percent. Medicaid payments for
Navajo Area were 137 percent of the IHS payments. There is an important interplay here to
consider though. You really have to know the Indian Health Service payments to Areas. If you were
from Oklahoma Area you would say we are not getting much from Medicaid or from IHS.

MS. SKEETER: [representative for National Council of Urban Indian Health programs to the CMS
TTAG from Oklahoma] I agree with you.

DR. FOX: Oklahoma agrees with me.

What needs to be done next is to compare the MSIS data on Medicaid payments to [HS Program
payments that the programs themselves report. For the Portland Area, we would say that we do
get about $81 million in Medicaid revenues for the IHS programs in our three states. That means
our Medicaid payments are 45 percent of what we get from IHS.
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Conclusions from Medicaid data so far

The conclusions that are safe to draw from the data so far are:

e Areas vary in their success in enrollment in Medicaid, but Medicaid is a critical element of
funding in every area.

e There is variation between and within Areas for Indian programs. Theories for the
differences include:

o Differences in income and assets in the universe of potential beneficiaries
o Differences in state Medicaid programs and support for outreach and enrollment
o Differences in receptivity of Indian programs to innovation

o Differences in degree of self-determination among Indian programs - Do IHS
programs have lower uptake rates than Tribal Health Programs?

e Some Areas receive as much funding from Medicaid as they do from the IHS appropriation
for health services line items. This was true even with the underreported Medicaid AIAN
data for 2004, and very likely in 2010.

e The benefit to Indian programs of Medicaid payments for IHS Program users is measured
not only in the Medicaid revenue for the care they provide themselves but in avoiding the
costs of care to other providers for their users which they would otherwise need to pay
from Contract Health Service costs.

Discussant: Cliff Wiggins, Indian Health Service

Jim stated three questions in opening the symposium : what do we see in the data, what are the
implications of the data, and what are the next steps? I'm going to talk about all three, but in
particular I'm going to talk about the second question. I'm going to talk really where the rubber
hits the road pragmatically. How do we translate data into information that then translates into
public policy and action? And having said that, let me point out that I'm an old statistician as well.
[ started my career thinking I'm going to earn my living on data. So if [ say some heretical things
about data you'll understand that it is only because [ work in a different environment now. It's
that pragmatic environment: translating data into policy.

Let me start with the curiosity of federal Indian law. On the one hand there is statutory language
essentially forbidding the Congress and the President to offset all the different resources that
Indians have in determining the annual budget and appropriation to the Indian Health Service. On
the other hand, in statute there are explicit directions to consider all sources of health care
services and funding of Indian people when the Indian Health Service sets internal priorities. I
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will come back to that point because what we'll talk about here is the how these two directives
have played out over time. I, too, have a few slides and the data I will show you demonstrates
general trends. While it may not be at a level of precision that some of us in this room would like,
it is where the real world is because I work in the Office of the Director. That's where policy is set
with respect to allocations and funding and who's in the first of the line and who has to wait at the
rear of the line.

Slide 34

IHS Funding by Allocation Approach
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2009 Budget

The first slide is a picture of the IHS budget breakout (Slide 33). The only part I want to draw your
attention to is the gold section at the top of the 4. 5 billion total dollars of the IHS budget in 2009.
That part, roughly 800 million dollars was the amount collected in third-party payments by [HS
system provider sites. You've seen various numbers for Medicaid and CHIP collections this
morning. When the agency sets its funding priorities it is supposed to consider that amount in the
gold section as allocated to the IHS system providers, In addition it is also supposed to include
those Medicaid payments you saw that were made to non-Indian providers not in the IHS system
on behalf of the health care needs of [HS Program users. This amount is not included in Slide 33.
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Slide 35

10 Year History of Appropriations
Indian Health Care Improvement Fund & Services Budget Base

BUDGET INCREMENTS BUDGET BASE
Year IHCIF s:r'ff.iLs IHCIF % IHCIF S;ﬁ:iLs IHCIF %
Fy2001 | 40,000,000 I 243712000 16% | 40,000,000 [ 2,318,000,000 2%
Fr2002 | 23,000,000 | 70720000 33% | 63,000,000 [ 2,389,000,000 3%
Fr2003 | 26,212,000 | 87311000 30% | 89212000 I 2476000000 4%
FY 2004 N 54448000 0% | 89212000 0 2530,000000 4%
Fy2005 | 11,094,000 | 66128000 17% | 100,306,000 N 2:696,000000 4%
FY 2006 - B 05607000 0% | 100306000 [N 2,692,000000 4%
FY 2007 - B is7m1000 0% | 100308000 2819000000 4%
Fy2008 | 13781000 . 152665000 9% | 114,087,000 [ 2,072,000000 4%
Fy2000 | 15000000 [ 219421000 7% | 120087000 [ERS191,000000 4%
2010Req | 45,000,000 [ 448000000  10% I 174,087,000 8640000000 5%

10 Year

Total 174,000,000 1,566,000,000  11% 1,000,000,000 23,083,000,000 4%

Earlier today Matt Broaddus spoke about the Indian Health Care Improvement Fund (IHCIF). The
Fund has been part of the Indian Health Care Improvement Act specifically written to guide the
agency in funding to make the system more equitable than it has historically been. Slide 34 shows
on the left the appropriations specifically made to the IHCIF for the purpose of redistributing
funds through a formula developed for equity purposes. The amount that the Fund amount
represented as a percent of the Total Services budget increment is shown in the first column
headed “IHCIF %” and as a percent of the Total Services budget base is shown in the second
column labeled “IHCIF %.” The Fund as a percentage of the blue bars is pretty small. And on the
right side is the same information relative to total cumulative funding of the agency, not just the
increase over the prior year but the total. And the main point [ want to bring to your attention is
that over a 10-year period, only 174 million have been appropriated for that purpose which is a
tiny fraction of the entire appropriations of that period, 24 billion. So four percent relate to that
policy, and yet when we speak with tribal leaders it's the issue of equity that we all hear about.
And as a pragmatic issue here, if you're out in the field, you're working as a policy director or
you're in a clinic or wherever and you've seen some of Ed's numbers about the increase in
alternate collections, you're going to spend time on that as opposed to this little pittance of money
that comes through the appropriation process. But as many of us in this room know, that little
piece of money comes with high value and gets lots of attention in a political way.
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The Indian Health Service makes certain assumptions in its current budget allocation policies
(Slide 35). The pie represents the total per capita cost for health benefits of IHS Active Users if
they were enrolled in the Federal Employees' Health Plan. No one has ever measured very
precisely what the amounts should be, and what we are talking about are the data policy issues
that come into play to do the amounts more precisely.

Slide 36

IHS Health Care Spending and Resource Need Estimates - FY 2009
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Annual PHCS A. Spending by

Funding Need Other Sources
o (M&l, P, etc.),

Per Capita C. Unmet $1,068

$4,270 Balance, $1,341 .
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B. Spending by
IHS (net of M&M,
Pl), $1,862
44%
Personal Health Care Services (PHCS) Annual Per Capita  Annual Total %
Benchmark Resource Need 54,270  $6,405,000,000 100%
A. Spending by Other Sources (M&M,PI, etc) 51,068 $1,601,000,000 25%
B. Spending by IHS (net of M&M, P1) $1,862  $2,793,000,000 44%
C. Unmet Balance 1,341 $2,011,000,000 31%

At IHS we have a policy from 20 years ago that assumes that alternate resources for health care
including Medicaid and other third-party payments are about 25 percent of what should be
allocated to fund health care of each Active User. Medicaid would account for most but not all of
the third-party payments, since Medicare and private insurance apply to far fewer Active Users
than Medicaid. About 44 percent of that package is appropriated through the Indian Health
Service. And 31 percent is the remaining amount that it is estimated should be paid to bring
Indian Health Services payments up to what the federal health benefits plan allocates. It is with
these assumptions that we build our IHS budget. In fact, some of our formulas expressly use this
concept. And the same assumption is used for all [HS Areas and provider operating units.
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We translate this uniform assumption of 25 percent into actionable policy. We assume that the
amount of the Medicaid payment per IHS Program user would be the same amount for every IHS
Area and provider, and that the Medicaid payment amount would be about half the IHS paid
amount (that is the entire 25% is 57% of 44%, and Medicaid is most but not all of the third-party
payments). This is not what the data in the Medicaid report by [HS Area is showing. Although
there is a need that Carol points out for after case-mix, Medicaid program characteristics, and
other adjustments, our assumption is that there is no variation across Areas and providers in the
relative role that Medicaid payments make gets back to my original point.

How do we decide when data or information is good enough to collect and analyze it to revise our
policy? I would submit to you there is not a scientific answer to that question, nor is there in fact a
data answer to that question. It is a value judgment, a political judgment. Because data is not free,
and is in fact incredibly expensive to collect, process, and report reliably, those dollars - and
here's the heretical part from a statistician -- those dollars could be better spent on health care.
They could be buying that next prosthesis for someone on a waiting list. So [ would say that data
is always a tradeoff with health care in public policy. I am trained to love knowledge, and I do love
it. And Ilove it for its own sake and I love to learn. But I'm paid to translate data into public
policy. So data is a tool and a tool costs. And I am asking, so what is the value of that tool relative
to the benefit?

At the level of the 265 provider operating units in the Indian Health Service health care delivery
system, the 25 percent assumption becomes highly variable, but in a random way. Each of the
labels at the bottom of Slide 36 represents one of those 265 operating units that are eligible to get
appropriations through the IHCIF fund or other funding from the Indian Health Service. They are
grouped alphabetically. On the left side you see very narrow columns of values for provider units
in the Aberdeen Area, and then the Alaska Area, and so forth. The amounts for third-party
payments are dark blue because they are a net offset, that is they are a deduction from the total
projected costs per person. The amounts of the offset vary from high values of $1,700 in Alaska to
an average around $1,100 or $1,200 per person. There is variation in the amount of the payment
deducted, because the total amount paid per person to a provider unit varies. In Alaska, for
example, our 25 percent policy is a larger amount because of the much higher medical cost base in
Alaska compared to the rest of the country. For the rest of the IHS Areas the amount is random
noise around an average that would be lower once Alaska was excluded. This variation is not
reflecting in any way the kind of variation in Medicaid payment data that Carol or Ed spoke of.
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Slide 37

Adjusting a Site's Benchmark for Other Coverage: 25% offset

{250)
{s00)
{750]
{1,000] L1

{1,250

Site benchmarks are adjusted individually, but preserving the 25% average for all sites:
1) 25% is applied to each site’s unigue benchmark price fuser,
2) scaled to reflect CHS dependency [e.g. offset is reduced modestly if site is mostly CHS,
increased slightly if mostly direct.)

(1,500

{1,750

Hypothetical Benchmark as if 100% services were External

{2,000

:::::mmwml‘ub;ilz.:.:.:.-ﬂmlg5E_E_EEEEEEEEEQQEQEEEEEEEEEEEEEEEEEE

TEEEEEZZ2ZEZTEE EECEECEEEEEEEE oo m® EEEEEETE

SRR M B I I I I

EEfa3 LR LR R EEE ] = ERERERLE 55888

fiiﬂﬂ Eg 84343 22332 Saéééﬂ-ﬂ“&mmmnaggga?
=

Sites Associated with Nearest City participating in ACCRA Price Comparison Projects - Sorted by IHS Area

And so why would the Indian Health Service stay with a policy that violates the Medicaid data that
we're seeing? Because whenever we've conducted tribal consultation on this issue we hear
everyone thinking carefully of their own people and how will it affect them. There is a real
reluctance to change something so sensitive as the per capita funding allocation formula. Even if
people are unhappy with it, they at least know what to expect compared to what might happen if
we undertake a big change. It is also because many tribal people believe that this concept of
offsetting undermines the principles of sovereignty altogether. Yet we have legislation that
requires us to do that.

The next slide is a page from a report to the IHS Director from the IHS Data Technical Work Group
(Slide 37). The Director promised Congress and the tribes that she would re-evaluate the
formulas and data for resource allocation to tribes for healthcare. The Data Technical Work Group
was assigned the task. One of their key recommendations is the issue that we've been talking
about this morning: Is the current IHS agency data, more specifically how the agency translates
that data into information, good enough for allocating resources? This group said in effect, No. It's
time to look at this more deeply. It's time to go forward to Indian country with some alternatives.
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Slide 38

4.6 INDEX OF CMS SPENDING

Estimates of Mon-1HS spending for IHS users are critical in the methadology. The IHOF
formula allocates funds in proportion to gaps in funding needed to assure a uniform benefits
package. Funding gaps are meassured by subtracting from benchmark projection the IHS
spending and inferred spending by other parties, chiefly Medicare, Medicaid, and private
insurance. Inferred spending is derived from the 22 yvear old Swurvey of American Indians and
Alaska Matives [SALAN). SAIAMN findings were transformed to create a 25% deduction in the
benchmark 1o represent third party spending on IH5 users. The 25% deduction applies
uniformly site-adjusted per capita costs. Most werkgroup members belisve the imputed
spending estimate does not accurately reflect actusl third party spending variations state-1o-
state and community-to-community.

The DTWG also reviewed analyses of Medicare spending on IH5 users by State and Area
from MIHE/T-TAG supported research (see Appendix &) and also comparizons of Medicaid
spending on AlAN among States (see Sppendix 9). Details are complex, especially matching |H3
and ChS5 data for services covered in the benchmark plan. The preliminary work suggests
evidence-based indices of Medicare and Medicaid spending far IH5 users are feasible. The
OTWIE noted both correspondence and difference when CMS spending in IHS Areas was
compared with imputed third party spending estimates now used in the |HOF formula. hMost
OTWGE members belisve that evidence based indices of alternate resocurces would be mare
valid than the imputed estimates based on 22 year old survey data.

Alternate Resources |ssue IHCIF Implication
i, — Inferred spending: The IHCIF does not raost warkgroup members believe that
measure actual alternate resource spending substantial regional variations exist in

nen-IHS resources supporting health care
for IH5 users. An imputed average of
255% does not measure such variations.

ii. — dutdated Study: The inferred spending The imputed index is cutdated and
assumption is based on the 22 year old Survey of probably does not reflect current
american Indians and &laska Matives [SalaM). conditions. CMS programs have evolved

substantially, both in eligibility and
spending since the late 1080s.

iil. — Differences: Considering the exploratory These differences imply potential bias in
data presented to the DTWSE, both the IHCIF model of unknown extent
correspondence and differences are notad when rdost workgroup members believe that
CMS spending is compared with imputed spending | evidence based indices of alternate

astimates now used in the IHCIF formula resources wiauld be more valid than the
imputed estimates.

. — Index Feasibility: The DTWE considered rdost warkgroup members believe that

some research already under way which could CRAS — IHS data matching and other

produce a useful evidence-based index of CR3 anahytic tools are a reasonable basis for

spending on IHS usars. developing a new index of CMS spending
an IH5 users.

Recommendations for Medicaid data

What [ would recommend to you is that it is hard to talk to tribal leaders when you have such a
diversity of messages in front of us, and you have heard just some of those messages this morning.
One of the possibilities from this kind of Symposium is the recognition of what level of information
is good enough to present to the public? To present to the political leaders of the country so they
have enough confidence to decide, whatever that decision is, whether it's to keep things as they
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are or to change things, represents on balance an increase to public good and benefit versus
spending money and spinning wheels. And when we consider how good the data is for our
policymaking, it is not just state or even IHS Area data that we need to evaluate. Sometimes we
need to get down to very local data and that can be difficult and expensive. And then we have to
be able to make that value judgment of how much should we spend to make that data good enough
for changing health care resource allocations?

Audience Discussion

MR. ROBERTS: [Jim Roberts, Northwest Portland Area Health Board, CMS TTAG representative]
Carol, I'm interested in the per capita expenditures that you showed early in the presentation.
Why the difference for between AIAN who used an IHS Program and those who didn’t? I think it
was $6,000 per person compared to about $4,500. But in terms of utilization, how is the data
looking that's reported to CMS that you looked at that would allow you to look at utilization by
service types? For example, in Washington state when the tribes bill Medicaid there's a provider
number and then they'll use some type of encounter qualifier that distinguishes as a medical
service, behavioral health service, or some other type of service. But if the data that's being
reported to the state -- that's being reported to CMS doesn't allow you look at HIPC codes or CPT
codes, you might not be able to do that type of utilization review. How did the data look? Does it
have that level of detail?

DR. C. KORENBROT: We have a great many adjustments to do for differences in case mix
diagnoses, service package benefits, and Medicaid program characteristics before comparing any
two groups of Medicaid enrollees by IHS Area, including comparing AIAN who used an [HS
Program and those who didn'’t.

With more time we would be able to analyze MAX fee-for-service claim records in the other MAX
claims files to a greater extent than we did even with the MSIS online data state-by-state. In
addition to the MAX Person Summary record file, there are four types of MAX claims files for
Inpatient, Long-term Care, Other (outpatient, clinic, physician, laboratory, etc) and Prescriptions.
Time and funding, not the MAX data, kept us from such analyses. Our next priority would be to do
adjustments to have greater standardization of service use and payments to compare.

DR. J. KORENBROT [Juan Korenbrot, University of California San Francisco, co-author on the
Medicare and Medicaid by IHS Area reports]: If policy is going to be changed because the quality of
information becomes better, what is your opinion about what is better quality data? What would
you, if you are the policymaker that is going to be impressed, what would think to be better data
than what you have available?

MR. WIGGINS: There are two parts to your question. The first part of your question is what would
be better data than we have. One criteria of better data is that you look at it from different angles,
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that is you use different measures and different indicators and see if they are consistent in the
story you get as to who needs more resources. If all the data are telling you a consistent message,
that's better. Right now it is inconsistent and that's one of our problems. Policymakers hold
different values about which information is more likely to represent the truth, and tend to
discount other people's information about what is the truth.

The second part of your question is something I alluded to earlier. Public policy follows the
momentum until something comes by and upsets it. One thing that could change how IHS looks at
the role of Medicaid payments in its allocation policy is Health Care Reform legislation. The
proposed expansion of Medicaid income eligibility to allow a higher income level is a good
example. Since most Indian people are at a lower income stratum than other Americans, a 33
percent bump in allowable income will capture a larger percentage of the Indian population than
it would many other populations. It's a big change. And so clearly we expect Medicaid payments
to become even large portion of the pie, though it's not certain to happen.

Health Care Reform legislation alters how health care services available to AIAN are covered by
third-party payers. This will alter the amount of care that [HS has to pay for. It will change how
many people need IHS funding and the services they need it for. This kind of change along with
the expanded reporting requirements could be just the momentum I was talking about to change
what data impresses policymakers, and changes their priorities to have that data presented for
them.

DR. J. KORENBROT: What concerns me is the thought that it is the consistency of measures of
dollars spent on health care that is defining better data. But how do dollars get expressed in terms
of quality or the effectiveness of the service? And how should that be expressed to you when you
receive data? Is it only to be statements about the per capita investment? Or is it also to be
something about the quality of the service?

MR. WIGGINS: Very excellent point. I do have a couple observations and then I will bring
attention to the work done by my colleagues from CRIHB here at the table. Dollars are a proxy.
They are a tool and they're not important in and of themselves. It's what they translate into --
health services, hopefully higher quality, and even further translate into better health for Indian
people. It's very interesting research to look at that trail of transitions and see what the data are
telling us at each transition. Can we find correlations between the dollars per person and the
services per person? How are the services per person and the long-term outcomes -- health,
longevity, those kinds of things? Pretty difficult stuff to do [ admit but really worthwhile doing.
CRIHB published a study not long ago that looked at just these factors of funding and quality of
care, adjusting for other factors, and found that the higher the [HS funding of tribal ambulatory
care clinics in California the better (that is, lower) the rates of hospitalizations among the clinic
users. In fact they were the hospitalizations that are defined by health services researchers to be
preventable with use of effective ambulatory care. So IHS dollars can be shown to translate into
better health for IHS Active Users.
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But having said that I would also say that I'm speaking a little bit from the pragmatic point of view
with which the political process in America works. And that is the budget in particular is set at the
Congress for the Indian Health Service and it's really difficult to find common measures that
members of Congress will agree on and support. And the one they all understand is dollars. So if
you can translate public policy into dollar gaps or dollar surpluses or dollars in general, you're
able to get a bit more attention. And so for 10 or 15 years that has been our primary lingo even
though our mission at heart is not that. It's all about improving health.

DR. FOX: When I think of more people eligible for Medicaid as Health Care Reform is
implemented, and most of those who are newly eligible for Medicaid are childless adults and
among those [ assume, mostly men because women with children have been the main Medicaid
beneficiaries up until now. Now we should be able to better serve Indian men. Our Behavioral
Health treatment costs exceed hospitalization costs, and Medicaid expansions promise to pay for
more of those services saving our Contract Health Service funds.
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Overview, Carol Korenbrot, California Rural Indian Health Board
Medicare Data

For the Medicare report, we investigated enrollment and service data available for AIAN in three
key data files: the Master Enrollment Data Base, the annual beneficiary file and the annual
hospitalization file. We analyzed the data for the United States as a whole, the 12 [HS Areas, and
just for completeness: the rest of the non-IHS Area counties in the United States as well. We then
constructed the Urban Consolidated Area of 98 counties we presented this morning for Medicaid.
Unlike our Medicaid data analyses for the Urban Area however, Cook County in Illinois could be
included because we had a 50-state file, and not just the 35 states of the [HS health care delivery
system as we had for Medicaid.

‘Census AIAN,’ Tribal AIAN and IHS AIAN in Medicare data

We received from CMS a ‘workbench’ version of the Master Enrollment Data Base file created just
for this study that included not only the Race coding for AIAN, but also told us how the Race code
got to the Master data base. All enrollees had a Medicare Race Code of ‘6’ which means ‘North
American Indian and not Hispanic’ and all enrollees had a Race Source Code that indicated which
of the three possible sources the race information came from: the Social Security Administration,
the one-time “Survey of Beneficiaries of ‘Unknown’ and ‘Other’ Race” in 1995, or from the on-going

Slide 39

Race is assigned one of 3
ways in Medicare

Enrollment Data Base ‘91-°07  AIAN Enrollees

Source of Race Information Number _ Percent

All ATAN Enrollees 280,419 100%
Social Security Administration 249 0.1%
Special Survey of Beneficiaries* 10 0.0%

Indian Health Service 280,160\ .99.9%

*One-time 1995 survey of enrollees
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routine IHS registry linkage to Medicare enrollment data described in the report. Much to our
surprise, what we found is that for 99.9 percent of the AIAN enrollees in that ‘workbench’ version
of the Master Enrollment Data Base from 1991 to 2007, the source of the race information was the
[HS (Slide 39). If this is correct, what it means is that given our Venn diagrams we used for the
three definitions of AIAN that the CMS TTAG has recommended for tracking program and policy
information: Medicare beneficiaries with AIAN Race code were at one time IHS AIAN (Slide 40).
AIAN in Medicare data are recognized as AIAN by the IHS, and have at some point in their lives
been in the user population of the IHS health care delivery system. The major difference between
this group and ‘IHS AIAN’ defined in the Strategic Plan is that it is not known when the AIAN in
Medicare data were Active Users of IHS system providers.

Slide 40

Medicare defined ‘AlAN’

Medicare
AIAN
were

IHS AIAN

at one time
or another

Census

- ~~

Our recommendations to improve AIAN classifications and completeness in the Medicare report
strongly emphasize:

Racial AIAN who are not IHS AIAN need to be identifiable if CMS is going to be able

to report racial disparity analyses as required now by law

Federally recognized ‘Tribal AIAN’ with health related benefits, should be

identifiable in case they are eligible for dual enrollment in Medicaid which would

reduce out-of-pocket costs to eligible AIAN

e [HS AIAN could be identifiable in all files if the “Race Source Code” from the Master
Enrollment Data Base was included in all Medicare beneficiary and claims files

e For IHS AIAN identified through the IHS Registry linkage, information needs to be

kept on the years that they were IHS Active Users
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Enrollment data

The annual Medicare beneficiary ‘Denominator’ file enabled us to analyze for AIAN beneficiary
demographics, entitlement, coverage, managed care participation, and use of state Medicaid
programs for paying Medicare medical coverage premiums in 2006. We summarize a few of the
findings here.

Proportionately fewer AIAN are in the Aged eligibility group, and more in the Disabled eligibility
group than Medicare enrollees generally. The fraction of AIAN enrollees who are Disabled in the
12 IHS Areas was 27 percent, almost twice as large as the 16 percent of all Medicare enrollees
throughout the U.S. (Slide 42).

Slide 41

More AIAN Enrollees are
Disabled than All Enrollees

100%

90% 16% 29% 27%
80%
70%
60%
50%
40% Disabled
30% = Aged
20%
10%
0% : :

U.S.All U.S.'AIAN" IHS Area
AIAN

In the U.S. as a whole 91 percent of all AIAN Medicare enrollees have both Hospital and Medical

Insurance coverage for at least one month of the year, roughly as high as the 92 percent rate for all
Medicare enrollees (Slide 42). The rate is essentially just as high for AIAN in the IHS Areas (90%).
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Slide 42

Most AIAN Enrollees have
Hospital & Medical Coverage
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The proportion of AIAN with both Hospital and Medical coverage varies little by IHS Area (Slide
43).

Slide 43

Hospital & Medical Coverage Varies by IHS Area
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Only 9 percent of AIAN beneficiaries nationally and 8 percent in the IHS Areas were enrolled in

managed care which is much lower than the rate nationally of 20 percent for all Medicare
enrollees (Slide 44).

Slide 44

Fewer AIAN in Managed
Care than All Enrollees
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For Medicare enrollees who are also eligible for Medicaid (‘Dual Eligibles’) state Medicaid
programs are allowed to pay premiums for coverage of Medicare Hospital or Medical Insurance.

Slide 45

State Buy-In to Medicare Varies by IHS area
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In 2006 Medicaid programs paid premiums for Medicare coverage for 39 percent of AIAN
enrollees in the IHS Areas who had Hospital and Medical coverage, and 40 percent of AIAN in the
Urban Area (Slide 45). The rate varied a great deal among the IHS Areas from a low of 29 percent
in Oklahoma Area to a high of 61% in Navajo Area. A major determinant of this variation across
the IHS Areas is likely to be the difference in rates that Medicaid programs paid premiums for
Aged and Disabled eligibility groups.

Service Use and Payment data

There is no single person summary file to analyze for the services the Medicare beneficiaries use
as there is for Medicaid. So we elected to analyze first hospital data because essentially 1) all
Medicare beneficiaries are covered for hospital, but not medical care; 2) most hospitalizations are
covered with fee-for-service claims and not by managed care plans; and 3) hospital care is the
highest paid Medicare benefit category. We used the annual “MedPAR Filedof Short and Long-
term Hospital Stays for 2006. In this data file each record is hospital stay of a beneficiary, not a
person or a paid claim as in the Medicaid data earlier today.

Hospitalization rates are higher for AIAN (390 stays per 1000 enrollees with hospital coverage)
than for all Medicare enrollees (349 stays per 1000) (Slide 46). The disparity will be higher when
these rates are age adjusted because for both the Aged and Disabled, AIAN beneficiaries are
younger than beneficiaries generally. While AIAN Medicare enrollees average more total hospital
days, they have shorter length of days per stay, than Medicare enrollees in general.

Slide 46

AIAN Hospitalization Rate vary by IHS area
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Medicare pays more for hospital care of AIAN enrollees on a per capita basis ($3,299 per enrollee
with hospital coverage) than for Medicare enrollees in general ($3,008 per enrollee) (Slide 47).
Again with age adjustment the difference would be even greater. When comparing payments
across [HS Areas, adjustments are needed for age, medical costs and other factors affecting health
care coverage as has been done in the past with IHS funding across IHS areas (see Medicaid

presentation by Wiggins).

Slide 47

Hospitalization Payments per AIAN vary by IHS Area
National IHS Area
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AIAN enrollees pay about 7 percent of Medicare payments for hospitalizations out of their own
pockets for Deductibles and Coinsurance. Medicare pays 89 percent of the total. The balance is
paid by other payers. Enrollee payments vary from a low of 5 percent of total hospital payments
in the Alaska area, to a high of 8 percent in Oklahoma Area. AIAN enrollees paid 8 percent for
Deductibles and Coinsurance in the Urban Service Area.

We recommend a large number of further analyses in our report. Summarizing here we point to:
e Descriptive studies of Physician and other service use, including Part D Drugs data
e Disparities in service use and payments that are case-mix adjusted

e Disparities in preventable hospitalizations and readmissions as measures of the
quality and safety of patient care

e And since our report was published: Studies of quality and effectiveness of patient
care for people with leading chronic conditions using data from the Chronic
Conditions Warehouse (CCW) has become feasible for AIAN because the CCW has
been expanded recently to a 100% sample of Medicare beneficiaries
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Di scussant : Joan O06Connel | | Uni ver si

A primary goal of the Medicare report was to identify gaps in Medicare data for AIAN, but a related
goal was to demonstrate how even imperfect data may be used to provide information on policies
and programs relevant to patient care for American Indians. The report not only presented
analyses at the national level, but also the level of IHS Areas served by IHS, Tribal, Urban Indian
(I/T/U) providers. The findings may be used to train others in the IHS Areas to use these data to
understand the patient care needs of AIAN in their area. What I would like to do today is to
describe findings most relevant to Medicare program and policy analysis, and additional studies
that could be conducted to address health status and other health-related disparities to justify
further investment in patient care services for AIAN enrolled in Medicare. But first I would like to
present a selected health statistics for AIAN to provide a framework for my comments on the
Medicare report.

Selected Health Statistics for American Indian and Alaska Natives

Disparities in morbidity and mortality between AIAN and the U.S. general population are well
documented. They include lower life expectancy and higher rates of diabetes, smoking,
psychological distress, and premature mortality due to heart disease (Slide 48). In addition, per
capita spending for health services within [HS is approximately 40 percent that for the U.S. general
population. [HS third-party collections, including Medicare, Medicaid, and private insurance
reimbursements account for approximately 17 percent of the IHS health care budget. It is possible
that [/T/U providers may be able to increase funding for health services they provide to AIAN by
increasing Medicare and Medicaid enrollment and billing.

Slide 48

Disparities - Mortality

e Lower life expectancy AIANs: 72.3
US (all races): 76.9

e AIANSs have the highest rate of premature deaths
from heart disease of all races
- The AI/AN rate was nearly 2.5 that for Whites
- 36% of AIAN deaths from heart disease occur
among persons younger than 65 years

Sources: IHS Fact Sheet: Indian Health Disparities 2010, NCHS 2006, Oh etal., 2004
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Program and Policy Relevant findings in the Medicare Data Report

As noted in the Medicare report, it is important to work on the definitions of AIAN in the Medicare
data. The current definition of AIAN in the Medicare data is primarily based on IHS data and the
majority of AIAN are those served by IHS. This definition is useful for the CMS TTAG and to
understand program and policies related to I/T /U providers and their user populations. However,
this definition is not sufficient to document racial disparities between AIAN and other populations
in service use, health status and the quality of care that Medicare will be asked to document under
the new Health Care Reform reporting provisions.

The Medicare report presents valuable information for AIAN in different geographic areas (Slide
49). For AIAN who use services funded in part by IHS, the report provides data on both the IHS
Area counties served by IHS and Tribal providers, and for the urban counties served by Urban
Indian providers. These geographic groupings account for a very large percentage of AIAN
Medicare beneficiaries. It is important to acknowledge that there is some overlap between a few
of the IHS Area counties that include both an urban program and an IHS or Tribal program service,
and these counties are included both in the [HS Area and Urban counties when presenting data. At
the same time, the report provides national data for all AIAN Medicare beneficiaries which may be
used to understand their needs.

Slide 49

2006 AIAN Medicare Beneficiaries

All US Counties 160,963

IHS Area Counties* 139,363 87%
Non-IHS Counties 21,600 13%
Urban Counties** 30,097 19%

*IHS CHSDA counties, ** 98 Urban Service Area Counties
Note a limited number of counties are in both categories.

The report also documents a need to identify I/T/U providers in the Medicare data in order to
understand AIAN access and utilization of [/T/U and other health provider services. Currently, it
is not possible to identify I/T/U providers in the Medicare data at the national or regional level
(Slide 50).
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Slide 50

Medicare Definitions - Gaps

IHS, Tribal, Urban Provider Identification
for Policy and Planning
It is important to compile data for I/T/U providers
(e.g., data for the ~ 50 IHS (I/T) hospitals.

Currently, I/T/U providers are identified for service
reimbursement.

Other examples of provider groups include:
Chil drends Hospitals:
Rehabilitation Hospitals: n=221

The Medicare report documented important variation in Medicare enrollment across IHS Areas
by comparing numbers of Medicare AIAN IHS Aged enrollees to the numbers of aged IHS Active
Users, persons who may qualify for Medicare, for each IHS Area. This ratio, a potential indicator
for relative Medicare enrollment at the regional level, ranged from about 50 to 80 percent of those
who you think might quality for Medicare actually being enrolled. IHS and Tribal organizations
and Urban providers may assess enrollment rates for their areas and try to understand reasons
for the variation and ways to increase enrollment of those eligible.

It is very striking that among AIAN, the percent of Medicare enrollees who are enrolled because of
a disability is twice that of the U.S. average (Slide 41 in the Overview). We need to use the data to
understand their health needs. It is likely that many qualify as being disabled due to more than
one condition and we need to know more about that.

Also striking is that for both major entitlement groups, the Aged and Disabled, AIAN enrolled in
Medicare are younger than Medicare enrollees nationwide. To some degree, we might
understand this statistic for the Aged beneficiaries. We know that among AIAN elders there is
higher premature mortality (Slide 48). But it is also interesting to see that Disabled AIAN
enrollees are younger than Medicare Disabled enrollees nationwide. We need to know more about
what health conditions influence enrollment and the ages involved so we can better serve this
population.

Of particular note in the report was that approximately 90 percent of Medicare AIAN enrollees
have both hospital and medical coverage (Slide 42 in the Overview). Since Medicare medical
coverage requires payment of a monthly premium, it is important that the payment is not a
barrier. Medical coverage includes coverage of ambulatory care, case management and home-
based services; such coverage could enhance services for certain families. Furthermore, coverage
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of such services benefits [/T/U providers as they may obtain Medicare reimbursement for the
provision of Medicare reimbursable services.

According to the Medicare report, about 40 percent of AIAN Medicare enrollees have dual
eligibility jointly established with both Medicaid and Medicare. These AIANs have household
incomes that meet state Medicaid eligibility criteria and Medicaid pays the Medicare premiums for
their medical and/or hospital coverage (Slide 51). There are incentives for states to pay the
Medicare premium for Medicaid enrollees. For patients with dual coverage, providers may bill
Medicare for Medicare-covered services and payments for these services come from the federal
government rather than the state Medicaid budget.

Slide 51

Understand Dual Eligibility

Dual Eligibility: Medicaid Payment for
Medicare Hospital/Medical Premiums

All US Counties: 39%
IHS Area Counties - mean: 40%
IHS Area Counties T range: 29% - 61%
Urban Area Counties: 39%
Non-IHS Counties 33%

There are two reasons that are particularly important for increasing Medicaid enrollment among
Medicare beneficiaries who qualify for such coverage. The first is out-of-pocket payments for
medical services. Earlier this morning there was discussion about AIAN incomes and living in
poverty. Carol presented data on out-of-pocket costs that AIAN are paying for their care (after
Slide 47 in the Overview). Although the data are only for co-payments for inpatient hospital
services, but as you can see among AIAN Medicare enrollees that used inpatient hospital services,
they spent about $44 million out-of-pocket for these services. This is an average of about $70 per
hospital stay. Increasing Medicaid enrollment may reduce such out-of-pocket spending and at the
same time increased Medicaid enrollment may increase access to other services.

A second reason for increasing Medicaid enrollment among those eligible for Medicare is to
provide additional financial resources for AIAN medical services. Increased Medicaid enrollment,
allows I/T/U providers and other health providers to obtain Medicaid reimbursement for services
covered by Medicaid but not Medicare.
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Relevant studies using Medicare data: Health Care Quality and Outcomes of Care

The speakers this morning talked about the Indian Healthcare Improvement Act and Health Care
Reform provisions of 2010, and new opportunities to enhance service delivery for AIAN with
Medicaid and Medicare coverage. A number of Medicare changes increase the ability of I/T/U
facilities to provide health services that are reimbursable through Medicare. Some of these
options might be important for persons with one or more chronic conditions. For example, there
will be expanded reimbursement for prevention services. The Health Care Reform law includes
provisions eliminating coinsurance and deductibles for prevention services, and covers
personalized prevention plan services - including diabetes and smoking cessation services. It also
includes integration of care for Medicaid/Medicare Dual Eligibles. The legislation creates an
‘Independence at Home’ demonstration program which will reimburse for services provided for
home-based care for high-risk patients and coverage for other home-based services. Finally,
Medicare will provide enhanced coverage for programs that provide support for persons with
diabetes, heart disease and other chronic conditions. Such programs, often referred to as disease
management, case management and care management programs, include education and other
support services for patients and their families.

The Medicare report documented variation in hospital inpatient utilization across IHS Areas. An
additional provision of Health Care Reform provides funding for programs to prevent
hospitalizations preventable with access and use of effective clinic and specialty outpatient care
(ambulatory-care-sensitive). CRIHB conducted a study with California hospital data and found
areas with higher funding of Tribal Health Programs had lower rates of hospital inpatient
utilization for ambulatory-care sensitive conditions. Such work could be replicated in different
[HS Areas to examine variation in admissions for ambulatory sensitive conditions and variation in
outpatient services to identify opportunities to improve service delivery.

Medicare data has been widely used to assess the quality of hospital care. There are widely
accepted measures employed that used such data to assess the quality of care provided in
hospitals. For example some measures address care for persons with conditions such as heart
disease. Medicare data has been widely used for such studies and similar studies could be
conducted using data for AIAN.

Medicare data for inpatient, outpatient and pharmacy services may be combined more fully to
understand AIAN health status, utilization and spending. In addition, I/T/U providers could
potentially merge Medicare and Medicaid data with their data to examine eligibility, health status,
service needs and service use for the populations they serve. For example, once data for inpatient,
outpatient and pharmacy services are combined, health risk-adjustment software may be used to
identify the prevalence of specific health conditions and overall health risk of the population. The
findings may be used to understand differences in health status across IHS Area counties and
between IHS Area counties and Urban counties, as well as disparities between AIAN Medicare
enrollees and all Medicare enrollees nationwide.
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I'd like to provide an example of how such data may be used with risk-adjustment software to
document disparities in health status between populations. We conducted a study to examine
health status differences between American Indians with diabetes and other U.S. persons with
diabetes who had health coverage through commercial insurance plans. The findings are from a
study of the Phoenix Indian Medical Center user population that was published in Diabetes Care
(O’Connell, Yi, Manson and Acton. [HS Data for AIAN in Phoenix. Diabetes Care. 2010). We
matched the U.S. commercially-insured adults, by age and gender, to the American Indian Active
User adult population. The study included data extracts from the Resource Patient Management
System (RPMS, the [HS data system for I/T providers) and Contract Health Service (CHS, the IHS
system for payment to other providers for services needed by the user population not provided by
the I/T provider) for the American Indians and administrative data from a national database for
the U.S. adults.

We used risk-adjustment software, based on Diagnostic Cost Group (DCG) models, to categorize
diagnostic codes in the medical service utilization data into meaningful condition categories. We
were able then to compare the prevalence of specific conditions, such as hypertension,
cardiovascular disease, End Stage Renal Disease (renal failure), amputations, mental health and
substance use between American Indian and U.S. persons with diabetes.

In addition, we compared the overall health status of the two populations using a relative risk
score generated by the risk-adjustment software. The risk-adjustment software calculated a risk
score for each person based on his or her age, gender and the presence of acute and chronic
conditions. A higher risk score indicates a higher level of morbidity and higher risk for medical
service utilization. A mean risk score of “1” indicates the population has average risk. A mean risk
score of “1.5” indicates the population’s morbidity risk and risk for using health services is 50
percent higher than average.

In this study we compared the relative risk of American Indian adults with diabetes to the risk for
U.S. commercially insured adults with diabetes. The American Indian adults with diabetes had an
average risk score of 5.4, which is more than five times more medical risk than the ‘average’
commercially insured person. The commercially insured adults with diabetes had 3.6 times more
health risk than the ‘average’ commercially insured person. The health risk scores, of course,
increased for people who also had cardiovascular disease. Mean risk for the U.S. adults with
diabetes and heart disease was 9.3; mean risk for the American Indian adults with both conditions
was 13.3 (Slide 52).
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Slide 52

Diabetes Study
Medical Risk Scores

AIAN adults with diabetes: 5.4
AIAN adults with diabetes
& CVD: 13.3

US commercially-insured
population with diabetes: 3.6

US commercially-insured
population with diabetes & CVD: 9.3

Finally, Medicare inpatient, outpatient and pharmacy data may be analyzed to understand
patterns of medical service utilization as well as spending for such services. In the IHS Phoenix
Indian Medical Center Diabetes study, we found that the 10.9 percent of the American Indian
adults who had diabetes accounted for nearly half of all the days of hospital stays at the Phoenix
Indian Medical Center (excluding those for obstetrical care). Furthermore, they accounted for
over a third (37%) of all of the treatment costs (Slide 53). These rates of higher service use and
excess cost are higher than those of the U.S. population. This study demonstrates how data
available in the Medicare databases may be analyzed to provide information on health status,
medical service utilization and medical spending that may be used to develop strategies to
enhance prevention and treatment services for AIAN.

Slide 53

Service Use & Costs for
Adults with Diabetes

Phoenix Indian Medical Center Diabet&udy

10.9% of AIANs who were active users had diabetes

They accounted for nearly half (48%) of all hospital
days, excluding obstetrical admissions

They accounted for 37% of all treatment costs

American Diabetes Associatiddtudy

6% of US population (all races) in 2007 had diabetes
They accounted for 19% of all treatment costs
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Discussant: Cara James, Kaiser Family Foundation

[ am going to talk about points that [ have to make in response to the three questions that were
posed to us with regards to the Medicare report. And |, like Joan, want to commend CRIHB for
their work. As a data nerd, I got very excited about the possibilities for this data and the linking of
data that is going to be happening.

To set the stage, as Matt Broaddus did earlier, I am one of the people who have not lived and
breathed the work of American Indians. My portfolio at the Foundation is for the health of all
racial and ethnic populations. Our Foundation has a long history of doing work with AIAN,
including individuals here today. We've worked with Ralph Forquera on urban Indian health
issues in our early stages. Mark Trahant was a Media Fellow with our Foundation this past year.
The Barbara Jordan Health Policy Scholars Program that [ direct includes a professional
development program for mid-career AIAN. We continue to try and make sure that we have a new
cadre of leaders who represent the growing heterogeneity in the population. So that's the vantage
point from which I approach the three questions.

Last year we did a report putting women's health disparities on the map, looking at racial and
ethnic health disparities among women at the state level. We had a lot of conversation within our
own group because one of the things, as we all well know, is that data for AIAN is difficult to find.
We first had a conversation that we could do White, Black, Hispanic and Other. And I put my foot
down and said we're not doing ‘Other’ because that's useless. We will report on all major racial
and ethnic groups and we will make the point that there are a lack of data. So we did. ['m very
pleased that we did.

We found that ATAN women are really struggling with access to health care and social
determinants of their health in ways that really shocked us. We knew there were problems but
didn't know the extent of the problems. Black women tended to have some of the worst health
status statistics, but when they didn’t have the worst, it was AIAN women who had the cruelest
statistics. Similarly for access to care issues. Hispanic women tended to have the worst statistics
for access to health care, but when they didn't it was the worst for AIAN women. So there's a lot
that we can do going forward to address these issues.

The reports that we are reviewing here today are incredibly timely given the Health Care Reform
conversations. And that is clearly the ‘elephant in the room’ that brings so many of us together. I
want to talk about the next steps for AIAN data and relate them to health reform. The first
question we were asked is, “what did I take away from the Medicare data.” And one of the things
that [ really found interesting was that we don't have in our Medicare database the ability to know
whether or not an AIAN is a current user of the IHS, and that we still don’t have racial or tribal
AIAN groups. We also don't know the type of IHS provider that the IHS AIAN population use, that
is whether or not it is [HS, tribal or urban. Those are the things we need to think about first so we
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can start to look at these regional areas and understand the different populations and providers
given their significance. Overall these report findings are like the Patient Protection and
Affordable Care Act of health reform, a great first step but we still have a lot we need to do.

What I found most striking in the data you've seen in slides of both Carol and Joan were
comparisons between both urban Indians and American Indians living in IHS Areas, as well as the
comparisons between AIAN in IHS Areas and non-IHS areas. For example, Indians in the IHS Areas
had lower rates of hospitalization in short stay hospitals than those who were in non-IHS Areas
(Slide 46 in the Overview). And that there were payment rates per person were comparable (Slide
47 in the Overview), probably because their days of stay were fewer. A lower percentage of those
who were in IHS Areas were Disabled. The report gives hospitalization and payment data
separately for the Aged and Disabled. There are some interesting things that we can do to
understand a bit more about why some of those differences in hospitalization and payment rates
exist. Clearly adjustment is needed for age and gender and other things to make such comparisons
appropriate, but the data begs for such analyses going forward.

When [ put on my ‘hat’ to look at all racial and ethnic populations, I was struck by the reporting of
the data for American Indian beneficiaries compared to all beneficiaries in the U.S. That is slightly
problematic because those data largely reflect the experience of the White population. There are
lots of challenges for all the populations, and when almost 80 percent of Medicare beneficiaries
are white, it's misleading to present the data as just American Indians versus ‘everyone else.” As
we report racial disparities in compliance with the Patient Protection and Affordable Care Act, I
would encourage that we break out the different racial and ethnic groups. It gives a more credible
picture that doesn't allow people to sit there and question at the end of the day.

We should collect Medicare data for all three groups discussed this morning: the racial AIAN
population, the federally recognized AIAN and the IHS user population. We need to make sure that
we are able to keep with the recommendations for the Patient Protection and Affordable Care Act
(PPACA) that that AIAN data is collected and reported by race and ethnicity, as well as the
politically defined federal subgroups of AIAN. We also want to make sure that we're collecting by
tribal affiliation, as well as language and socioeconomic status, including income and education. So
as we move forward in doing this we want to make sure that we are doing a good job collecting
this.

[ thought the first recommendation made in the Medicare report about contacting Medicare
enrollees about updating their Medicare demographic information is a good one. I heard a
question about the 1995 survey of beneficiaries of Unknown and Other race (Slide 39 in the
Overview). And for some reason only 10 American Indians were identified this way in the
Enrollment Data Base you were given. | wonder what was learned from that survey and whether
or not such a survey is something we might want to try again to improve race information in the
data.
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The National Health Plan Collaborative, which is sponsored by the Robert Wood Johnson
Foundation and the Agency for Health Care Research and Quality has tried to address the lack of
race and ethnicity information in health plan data. Health plans only have race and ethnicity data
for about 30 percent of their populations. They've been able to use small area estimation based on
race and ethnicity neighborhoods where plan members live, and enriched with further estimation
based on surnames of plan members. But these methods did not prove to be reliable for AIAN in
most areas of the country. But the methods would be more reliable for AIAN living in and around
tribal lands and could be explored.

One last word about how we should determine whether or not someone is American Indian. We
need to make it clear that this is a two-pronged conversation. There's a conversation about race
and ethnicity from a disparities perspective, and there is a conversation about whether or not
you're AIAN and eligible for services. And there's value in both of those in making sure that we do
continue to collect the data by race and ethnicity because race in this country is a social construct.
Itis fluid. It continues to change as we've seen earlier today with the data about how many people
now self-identify as American Indian and Alaska Native. The same thing could be said for people
who are now self- identifying as multiracial. It's fluid. Itis a social construct. But at the same time
there is meaning attached to it. And we need to be careful when we start assigning people to
groups. The Health Care Reform bill drawn up by the Senate Finance Committee benefitted from
the release in September 2009 of an Institute of Medicine report with recommendations on
collecting race, ethnicity and primary language data. One of the recommendations was to have
health care sector actually follow the OMB definitions of 1997. But we don't do this consistently.
The other recommendation was that for race data should be self-reported. Now, identifying
groups for special eligibility and benefit entitlements is a separate issue. But for measuring
disparities, self-report is the way that is recommended because it is how a person identifies
themselves that has social and health consequences.

The Medicare report compares IHS Areas, but in future studies what could be a fairer comparison
would be to compare AIAN beneficiaries in the Areas in which they live to other Medicare
beneficiaries in the same counties. We know from the Dartmouth Atlas that there is huge
variation in health care access and service use by geographic location. In future studies, there's a
lot of comparative work at the local level to be done to determine differences.

[ was particularly interested and excited to think about what would explain the differences across
[HS Areas after adjusting for geographic variation in care. The report alludes to such studies as
recommended next steps. To make policy recommendations will require a greater understanding
of what are the differences in health status, health care access, service use and outcomes. We
really do need to get a better understanding of what differences remain to be addressed by policy
after case-mix adjustment for the factors that can’t be changed by policy.
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With Health Care Reform implementation it will be important to use the data to monitor the
impact of a number of things for AIAN moving forward:

e First and foremost there are the provisions of the Indian Health Care Improvement Act
particular to AIAN were designed to improve access to quality health care and health
status.

e The gradual expansion of Medicaid eligibility should have tremendous impact on the role of
Medicaid providing payments for health care coverage of the low income AIAN population.
When we look at the distribution of income by race and ethnicity, 40 percent of Blacks,
Hispanics and AIAN have incomes below 133 percent of the federal poverty level which is
the expansion to occur first. About 80 percent of those populations have incomes below
400 percent of the federal poverty level and should have Medicaid coverage with the last
planned expansions.

e The expansion of the exemption from cost sharing will be important. AIAN with income
levels up to 300 percent of the federal poverty level who are Medicaid eligible will not have
cost sharing for health care services they use.

e The racial diversity of the health care workforce is designed to improve. I thought it was
great that the Indian Health Care Improvement Act included provisions to expand the
workforce to make sure that there are providers within the American Indian community to
treat AIAN once they receive coverage we will need to keep a close eye on those as we
move forward.

e For the first time there is a national plan for quality of care with required reporting by race
and ethnicity. We need to think how do we get IHS, CMS and all of the other agencies ready
to track quality of care indicators by race and ethnicity,

e There is a National Prevention Strategy with required reporting. And again we need to
think how do we get the agencies ready to track prevention care indicators by race and
ethnicity? For the National Prevention Strategy, one of the things we will have to see is how
the [HS knows about preventive care of users who have dropped from their Active User
population and not received care from the [HS in 3 years.

e Given the challenge with high diabetes prevalence and renal dialysis in the AIAN
population and the large number of IHS and Tribal providers with renal dialysis units, the
recent provisions for all-inclusive prospective payment of End Stage Renal Disease and the
case-mix adjusted composite payment file will be important to investigate.

One of the things that we were not able to include in Health Care Reform except for a few
demonstration projects, is provisions addressing the socioeconomic determinants of health. It is
still questioned that to improve health it is necessary to address the social context of income,
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education, poverty, neighborhood, employment opportunities, social support and stress, because
they contribute to the racial disparities in health. We need to do a better job documenting how
changing the disparities in socioeconomic determinants translates into higher health status so that
we can make the case to our legislators to address those issues in a health reform bill.

Audience Discussion

MS. GREENBERG [Linda Greenberg, Agency for Healthcare Research and Quality, formerly with
the CMS]: Thank you that was a wonderful panel and it stirred up a lot of thoughts. A couple of
clarifications are important for people in the audience. For one thing, CMS gets their Medicare
race and ethnicity data from the Social Security Administration (SSA). It is not something that
CMS collects. What is missing in today’s discussion is how to improve the race/ethnicity data that
CMS gets directly from SSA. It would have been very helpful if SSA senior leaders attended today’s
meeting to hear the discussion or if there were communications with SSA to improve their
race/ethnicity data to allow CMS to conduct more complete and accurate analyses of AIAN
beneficiaries’ access to care. If SSA used the OMB race/ethnicity classification, then CMS would be
able to provide more comprehensive analyses on minority Medicare beneficiaries and you would
have more comprehensive information to report.

Cara, to get back to your question about the response rate for that one-time mail survey in 1997 to
obtain more accurate race information about Medicare beneficiaries. Fortunately | brought my
paper that [ published in 2000 on this issue. The survey had a 40 percent response rate. The
survey was sent out to 2.1 million beneficiaries whose race code on the Medicare enrollment
database was either “unknown” and “other”; again, this race information was provided by SSA.
Among the 858,520 beneficiaries who responded to the survey, two percent of the respondents
identified themselves as American Indian. The number of beneficiaries in the Unknown and Other
race categories decreased from 978,000 in 1993 to 473,000 in 1997.

Because of these survey results, | am puzzled by the first slide that you presented Carol, which
showed that only a couple of hundred AIAN in the Medicare Enrollment Data Base. I do not
believe that your low estimates are fully reflective of the AIAN Medicare population. This clearly
needs further investigation.*

*Note: Following the Symposium it was re-confirmed after the Symposium that in the data
given to CRIHB and used for the Medicare 2009 report that 99.9% of the AIAN Medicare
beneficiaries (about 300 AIAN) in that report were identified as AIAN through the IHS
Registry linkage. In future data releases from Medicare it is important to have both groups of
AIAN those identified through the SSA and Beneficiary Survey of 1995, and those identified
through the IHS Registry linkage - and to analyze Medicare data for them separately. We
have requested data for all AIAN again, and hope to receive data for both groups this time .
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[ also wanted to comment on the effectiveness of the IHS - Medicare data linkages that Carol spoke
of. When the IHS and CMS began exchanging information to enhance the recognition of AIAN in
the Medicare Enrollment Data Base (EDB), there were about 34,000 AIAN identified in the
Medicare Enrollment Data Base in 1998. After the data linkage began with IHS, that number
quadrupled in a very short amount of time and as you showed in the time trend figure in your
Medicare report. The number of AIAN beneficiaries for 2006 was 160,000 so the data linkages
between the CMS and IHS administrative databases have been very effective.

Now, I no longer work at CMS, so I can freely recommend and encourage CMS to continue
administrative data linkages. One suggestion is to link tribal registries with CMS enrollment
database. A number of tribes have been willing to share that information with state Medicaid
programs. If tribes were willing to share that information with Medicare, then they would have a
better system for accurately identifying American Indians.

MR. LITSEY [Richard Litsey of the Senate Finance Committee]. I had a question about one of your
slides about Disability. Before I worked here on the Hill I worked in Houston in the Social Security
Administration. We dealt with disability issues. And when you say twice as many Native
American Medicare beneficiaries are Disabled as all Medicare beneficiaries, was that based on
Social Security definition of Disability?

MR. CROUCH: Yes.

MR. LITSEY: Exactly. And I would contend that for the Native American population the rate of
Disability is probably a lot higher than that. Unfortunately, it's not quantifiable perhaps because
one of the things that happens with Native Americans is if they apply for Disability, and are turned
down by the Social Security Administration they don't appeal. We found that out early on in 2000
and reported it at an Indian Law Conference in Denver. It is important to support Native
Americans in through the appeal process.

MR. CROUCH: I'd like to make a comment. | was really thrilled with the idea of some of the work
Joan that you're doing at the University of Colorado American Indian Research Center for Health
with the Phoenix Indian Medical Center on diabetes care. This is the next level of research we
would do well to follow with the research designs that you used. The risk adjustment and
comorbidities are very interesting. And we really need to think about these studies with policy
implications and propose them as the research to do next.

CAPT. LYON [Jim Lyon with the CMs Tribal Affairs Group]: I have a few comments. One is on the
use of the Active User definition for the IHS AIAN population which several people have
mentioned. I would recommend using the ‘registered’ and ‘living’ population instead of just Active
Users because the registered and living is a broader group of AIAN eligible for IHS services than
Active Users.

Page 77



Session lll: Medicare

Another comment is that using tribal registries in electronic data matching is difficult. Even when |
was with the [HS and we got tribal registries it was almost impossible to do any kind of a data
match because many are manual hard-copy registries and not electronic.

Another comment I would like to make is about the potential dangers of trying too hard to get
clean, well defined data. I'm always leery of statisticians trying to clean data. I've had experience
with hospitals and clinics cleaning data to report to the Joint Commission for Accredited
Healthcare Organizations (JCAHCO). At the last hospital in the IHS where [ was working we had
to prepare data for our Joint Commission Survey. When I went to collect cases to report it was
immediately apparent that the data had been cleaned so extensively by people moving data
between systems (IHPES and ORYX) that it was useless. The data that I looked at showed
childhood immunizations. For the five years prior to the date that I looked at in the Santa Fe
Service Unit the data had been cleaned to such an extent that it showed that only one child had
received an immunization. If there was one data element missing that was needed to qualify the
case for the ORYX system, that case was kicked out even if that thing had anything to do with an
immunization. The data going to the Joint Commission was useless.

The last thing that I wanted to bring up was also something to do with counting numbers and the
issue of racial American Indians. Somebody had mentioned something earlier about the Bureau
of Indian Affairs numbers. Well, according to the Bureau of Indian Affairs, my grandfather was
half Cherokee, half Shawnee, and a quarter Creek.

[And the Session ended in laughter]
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MR. CROUCH: Well], it is late in the afternoon. And although this data effort has been really a
central focus for me, [ will push you just one more time to see if there are any more burning
questions you want to raise or not. If not, I won't push you anymore. Mark Trahant told me after
lunch that he has been ‘tweeting’ this event. And believe it or not there are people out there in
cyberspace who are tweeting back on this subject in America.

MR. CROUCH: So you may be the center of the universe after all. Who knows?
MR. WIGGINS: It's a tiny universe.

MR. CROUCH: Right. It's a tiny universe. With that I will dismiss the group. I say thank you to
Kitty Marx's Tribal Affairs Group from CMS for sponsoring and planning this Symposium with our
small planning committee. | thank all of you that came from the Hill, from academia, from the
Indian world and the TTAG, because this has been very helpful. We have a transcript and there
will be a Summary Report of the Proceedings that we will email in electronic format to all
Participants in about a month. We'll carry back your recommendations to the TTAG to see that
they move your data and studies improvement strategies into an implementation phase. For those
of you who want a second dose, there will be a chance to hear and discuss what is being done to
improve the data at CMS Day September 22nd at the National Indian Health Board annual meeting
in Sioux Falls, South Dakota. Thank you everyone.
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In this section we consolidate information from preceding sections to provide the CMS Tribal
Affairs Group and the CMS TTAG with the information they need to:

e Recommend how to improve the data on AIAN and IHS healthcare system providers

e Recommend topics for health care studies with CMS data that is available

e Recommend topics for health care studies with CMS and other data that could be made
available

Recommendation 1. Medicaid, CHIP and Medicare enrollment procedures need to identify and
keep data on four groups of American Indians and Alaska Natives (AIAN).

To the three original groups specified by the CMS TTAG, a fourth group is added because of federal
health care legislation passed in 2009 and 2010 with special provisions for four different groups
of AIAN (Table 1): 1) Racial AIAN, 2) Tribal AIAN, 3) IHS User AIAN, and 4) AIAN entitled to
special Medicaid/CHIP or Medicare eligibility, coverage, or cost-sharing provisions because of
their ‘federal Indian status’ recognized with entitlements from other federal agencies: like the
Bureau of Indian Affairs or Internal Revenue Service.

Medicaid and Medicare data needs to include all U.S. Census defined AIAN in their racial category
for AIAN. Medicaid and Medicare reported data includes only the minimal OMB required racial
definition for AIAN which represents only half the AIAN population in the U.S. Census. By
excluding Hispanic-American Indians and Multi-racial AIAN from the AIAN category, the Census
indicates that half of the AIAN are excluded by definition from the Medicaid and Medicare ‘AIAN’
racial-ethnicity group. Health Care Reform legislation (Affordable Care Act, ACA P.L.111-148)
includes a provision for data collection, analysis and quality to ensure that any federally
conducted or supported health program will collect and report sufficient data to generate
statistically reliable estimates by racial .. . subgroups. Symposium participants made it clear that
when considering disparities in health there is no evidence that any group of AIAN living in the
U.S. that is more or less vulnerable to disparities and should be excluded from racial-based
definitions of AIAN. The exclusion of half of AIAN population from the data reported however
reduces the statistically reliable estimates available on AIAN in Medicaid and Medicare data
substantially.
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Table 1. Newly recommended definitions of AIAN for Medicaid, CHIP and Medicare.

Racial AIAN

Tribal AIAN

Other AIAN Recognized by
Federal Agencies

Indian Health Service (IHS) AIAN
Annual User population

Required for reporting of
Racial Disparities in patient care
and health outcomes of care

Required to determine
AIAN entitled to special
Medicaid /CHIP or Medicare
eligibility, coverage, or
cost-sharing provisions

Required to determine
100% FMAP claims and IHS
Program data for Medicaid /CHIP;
And required for Indian Health Care
Improvement Act reporting of
Medicaid /CHIP & Medicare patient
care and health outcomes

People who self-declare American
Indian (Native American) or Alaska
Native as any of their race(s),
regardless of the Hispanic ethnicity
they declare

Enrolled members of
federally recognized tribes

People with documented benefits as
an ‘American Indian’ or ‘Alaska
Native’ from any federal agency
(Bureau of Indian Affairs, Internal
Revenue Service, Indian Health
Service, efc)

AIAN with at least one medical or
dental service encounter or claim
with an IHS funded healthcare
facility in the year

Medicaid and Medicare data dictionaries need to include definitions for Tribal AIAN who are
enrolled in federally recognized Indian tribes, other AIAN recognized by federal agencies, and for
[HS AIAN. Medicaid and Medicare enrollment processes then need to capture this information.
Legislation of 2009 and 2010 require that state Medicaid and CHIP programs identify Tribal AIAN
and other AIAN eligible for income and assets exclusions during the determination of eligibility.
Furthermore certain low income AIAN are eligible for exemption from cost-sharing through co-
payments, premium payments or deductibles. AIAN who use IHS providers are exempt from
default enrollment in state Medicaid and CHIP managed care programs. This information needs to
be captured by data systems at enrollment as well. CMS needs clear regulations or guidelines so that
the states that process Medicaid and CHIP eligibility and coverage determinations do so with consistent
definitions for AIAN. The questions that AIAN applicants for Medicaid and Medicare enrollment need
to answer to determine if they are enrolled in federally recognized Indian tribes and other AIAN
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entitled to federal agency benefits for Indians, and any documents they need to provide, need to be
defined by CMS as well.

The IHS AIAN annual user population applying for Medicaid and CHIP not only needs to be
identified for special eligibility, coverage and cost sharing provisions for Indians, but also for
100% FMAP and IHS Program data in the Medicaid/CHIP programs. Yet in the absence of clear
definitions, states vary in how they identify AIAN using IHS and Tribally provided services eligible
for 100% reimbursement by the federal Medicaid program. CMS needs clear regulations or guidelines
so that the states that process Medicaid and CHIP claims for [HS Program data do so with consistent
definitions for AIAN.

In Medicare data the Active (current) User IHS AIAN population needs to be defined as well as the
‘ever’ user IHS AIAN population because the Indian Health Care Improvement Act (IHCIA)
included in Health Care Reform P.L.111-148 requires that the Government Accounting Office
evaluate the effectiveness of coordination of health care services provided to Indians through
Medicare, Medicaid and CHIP, by the IHS or using funds provided by the state (Dual Eligible
Medicaid-Medicare enrollees) or local governments, or Indian tribes. Still other provisions
require that the integrated data repository of the CMS shall include, at minimum, claims and
payments data from certain programs including [HS and the Contract Health Services program.
Thus an explicit definition of IHS AIAN enrollees is needed for Medicare as well as Medicaid and
CHIP, and the Indian status needs to be captured in the Medicare Enrollment Data Base.

Specific Recommendations Made by Participants concerning Medicaid and CHIP:

e Establish with CMS TTAG technical advisors the definitions of 1) Racial AIAN, 2) Tribal
AIAN, 3) IHS User AIAN, and 4) Other AIAN entitled to special Medicaid/CHIP or Medicare
eligibility, coverage, or cost-sharing provisions that the CMS data systems should record
and track and recommend the definitions to the CMS TTAG for approval.

e Communicate with appropriate CMS staff who are designing and implementing the
Enterprise Data Architecture, Medicaid Management Information System (MMIS), Medicaid
Statistical Information System (MSIS), and the research data how the same desired
definitions can become part of the Data Dictionaries for CMS Medicaid, CHIP and Medicare.

e Become participants of the Health Information Technology Standards Panel (HITSP)
cooperative partnership between the public and private sectors. The Panel was formed for
the purpose of harmonizing and integrating standards that will meet clinical and business
needs for sharing information among organizations and systems.

e Review the Office of Inspector General recommendations on Medicaid Statistical
Information System (MSIS) revisions to inform the CMS TTAG on whether they can and
should become involved in that process for revising MSIS.
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Investigate the Social Security Administration system for checking citizenship of state
Medicaid applicants for applicability to an Indian Health Service check of AIAN and IHS
User AIAN status.

Specific Recommendations Made by Participants concerning Medicare:

IHS operated facilities () Need to distinguish those facilities

Tribally owned and operated

Urban Indian Health Organization

Communicate with the Social Security Administration to have collection of Racial AIAN data
improved at the time of Medicare enrollment

Promote another special Beneficiary Survey of people in the Unknown or Other race
categories of Medicare Master Enrollment Data Base

Have a ‘Race Source Code’ data field added to the annual Medicare data derived from the
Master Enrollment Data Base to indicate whether the AIAN enrollee was ever in the IHS
AIAN user population

Have a ‘Years as [HS Active User’ data field added to the Master Enrollment Data Base
during the on-going [HS data linkage to indicate which years the AIAN enrollee was an
Active User in the IHS AIAN user population

Have an ‘IHS Active User’ data field added to the annual Medicare data derived from the
Master Enrollment Data Base to indicate whether the AIAN enrollee was currently in the
[HS AIAN user population (IHS AIAN Active User)

Table 2. Newly recommended definitions of IHS health care delivery system providers
for Medicaid, CHIP and Medicare.

IHS Direct Service facilities
whose services are directly

operated by the IHS from those that
are operated by tribes or tribal Tribally Operated Health Programs

facilities (T) consortia

Urban Indian Health O izati

Needed to distinguish facilities for roan indian e'a roanizations
Urban Indi P ther t ; (Most are in IHS system,
rban Indians from other types o
facilities (U) P some are also Federally Qualified

clinics in cities
Health Centers)
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Recommendation 2. Medicaid, CHIP and Medicare provider enrollment processes need to
identify and keep data on at least three groups of IHS health care delivery system providers

[1/T/U].

The IHS classifies provider facilities in their health care delivery system as IHS operated, Tribally owned
and operated, or Urban Indian Health organization operated. In Medicare and Medicaid online and
electronic data, the enrollees served, services provided and payments made to these three groups of
providers need to be represented. Definitions and their rationale are provided in Table 2. CMS has setup a
system of National Provider Identification Numbers (NPIN) and IHS has a known system of [/T/U facilities
that are Medicaid and Medicare providers. The CMS needs clear regulations or guidelines so that the states
that process IHS Program data do so with consistent identifiers for I/T/U facilities.

Specific Recommendations Made by Participants concerning 1/T/U providers:

e See that the CMS TTAG recommends that I[HS and CMS data systems coordinate
information classifying the National Provider Identification Numbers of /T /U facility and
professional providers.

e Communicate with appropriate CMS staff designing and implementing the Enterprise Data
Architecture, Medicaid Management Information System (MMIS), Medicaid Statistical
Information System (MSIS), and the research data files to see how the same desired I/T/U
facility and professional provider definitions can become part of the Data Dictionaries for
CMS Medicaid, CHIP and Medicare data.

e (CMS Regional Native American Contacts, state Medicaid IHS/Tribal Liaisons, Medicare
Provider data bases, and the IHS need to keep coordinated information on the I/T/U facility
and professional providers use the information in a data so that paid claims data for each
[HS AIAN enrollee can be classified by 1/T /U facility or professional provider type
providing the service

Recommendation 3. Perform descriptive studies of the existing Medicaid, CHIP and Medicare
enrollment, service use and payment data.

The following are specific recommendations made by participants concerning Medicaid, CHIP and
Medicare existing data:

e Perform analyses of existing Medicaid, CHIP and Medicare data for each of the issues being
addressed by the CMS TTAG Committees: Transportation, Long-term Care, Crossing State
Borders, Citizenship, etc. With input from the Committees identify what the data gaps are,
and the strategies to close these gaps as the Enterprise Data Architecture Group, Medicaid
Management Information System, and Medicaid Statistical Information System incorporate
Indian specific provisions in their evolving data systems.
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A For each issue that the Committees identify in their report designate measurable
indicator(s) that could be followed over time to quantify how large a problem the
issue is and whether it is decreasing over time.

A Designate the data for the measure that would need to be collected, stored and
analyzed, and demonstrate how that could be done.

e Determine the trends over time in the Medicaid, CHIP and Medicare enrollment, service use
and payment data by [HS Area.

A Starting with the year already analyzed and reported, update the most useful
analyses already done to the most recent year possible. For example, update
Medicaid and CHIP IHS Program data for the states from 2004 data already analyzed
to 2009 to determine which states have improved and which states need more
support to collect IHS Program data reliably and completely as possible.

Recommendation 4. Perform studies of quality and effectiveness of care that also examine
disparities in treatment and outcomes of care for AIAN.

Medicaid, CHIP and Medicare data has been widely used to validate measures for quality and
effectiveness of care of chronic health conditions like those in Table 3, and prevention of avoidable
complications of those conditions resulting in unnecessary hospital admissions and readmissions.
Such studies are needed for AIAN to determine if there are disparities in quality and effectiveness
of care for selected conditions of highest priority for AIAN, like Cancer, Heart Conditions, Diabetes,
and Depression.

Medicare data includes a ‘Chronic Conditions Warehouse’ of data designed to evaluate the health
status and quality of care for beneficiaries with specific chronic conditions like diabetes and heart
disease. This data combines not only inpatient care, but outpatient, laboratory, medication and
medical device data. What is important for AIAN is that recently the data was expanded to include
100% of Medicare beneficiaries that have the chronic conditions, and not just a 5% sample as in
past years. Now there is likely to be a sufficient number of Medicare beneficiaries in the data who
are AIAN to perform much needed studies of quality and effectiveness of care. Medicare data can
be used to evaluate measures of health status, and after controlling for differences in such things
as age, gender and co-morbidities. With such data we can better understand what those
differences mean across the different regions of the country, and how differences in patient care
may contribute to those health status differences.

The CMS Chronic Condition Data Warehouse (CCW) data now includes records from 2005 for all
Medicare beneficiaries with these conditions. With 5 years of Medicare data now available for IHS
AIAN, a group of sufficient size could be made for study of the quality of care of several of these
conditions. Clinical case-mix adjustment (co-morbidity) groups appropriate for the conditions are
included in software provided by the CMS CCW data warehouse. Once these conditions are
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studied in Medicare with pre-merged and prepared enrollment, hospitalization, ambulatory care,
medication, medical device, and assessment data files for Aged and Disabled enrollees with
continuous coverage, similar studies could be designed for use with Medicaid/CHIP data that has
not been pre-merged and prepared, and whose enrollees are rarely enrolled continuously for 5

years.

Table 3. Chronic Conditions with CMS data for studies of quality and effectiveness of care.

Acute Myocardial Infarction
Alzheimer's Disease, Related Disorders, or Senile Dementia
Atrial Fibrillation
Cancer, Colorectal
Cancer, Endometrial
Cancer, Female Breast
Cancer, Lung
Cancer, Prostate
Cataract
Chronic Kidney Disease
Chronic Obstructive Pulmonary Disease
Depression
Diabetes
Glaucoma
Heart Failure
Hip / Pelvic Fracture
Ischemic Heart Disease
Osteoporosis
Rheumatoid arthritis / Osteoarthritis

Stroke / Transient Ischemic Attack

Specific Recommendation Made by Participants for quality and effectiveness of care studies:

e Determine disparities in case-mix adjusted quality and outcomes of Diabetes care across
[HS Areas for Medicare beneficiaries. Analyze for IHS AIAN and whites with diabetes whites

who live in the same counties
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Concluding Recommendations

Recommendation 5. Perform studies that examine disparities in CMS costs of care for different
groups of AIAN.

For there to be equitable coverage of care for AIAN versus whites and for IHS AIAN across IHS
Areas, the adjusted amounts of Medicaid/CHIP and Medicare payments when combined with IHS
payments should be comparable. However, the Data Project reports indicated that there were
disparities with whites (Medicaid state-by-state report) and that payments varied a great deal
across [HS Areas (Medicaid and Medicare reports by IHS Area). Studies are needed that adjust for
as many of the possible confounding factors to determine how equitable are payments for AIAN
versus whites and for IHS AIAN across IHS Areas.

Specific Recommendation Made by Participants:

e Determine disparities in adjusted per capita payments across [HS Areas for bundled
services covered in the Federal Employees Health Benefits (FEHP) packages. Analyze for
[HS AIAN, Racial AIAN and white enrollees in Medicaid/CHIP (and just IHS AIAN in
Medicare) living in the same counties. Adjust at least for age, gender, extent of State
Medicaid benefits coverage (mandatory or mandatory/optional), enrollee coverage (Full
Medicaid, Fee-for-Service), with and without case-mix adjustment for co-morbidities

Determine the Medicare policy impact on I/T/U Dialysis providers of the ruling developed in July
2010 on bundling a single Prospective Payment for End-Stage Renal Disease Dialysis. Analyze the
amount of services delivered and payments received by I/T/U Dialysis providers for End-Stage
Renal Disease Dialysis prior to bundling. Estimate the Bundled Payment for those same services
delivered
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American Indian and Alaska Native Data Symposium:

Agenda

9:00 8 9:15

Session |

9:15 0 9:30
9:30 0 9:50
9:50 3 10:10

10:10 8 10:45

10:45 0 11:00

Session Il

11:00 3 11:15
11:150811:35
11:35 9 11:55

11:550 12:30

12:30 0 1:30

Developing Medicaid and Medicare Data

National Museum of the American Indian, Room 4018

Fourth Street & Independence Ave., S.W. Washington, DC 20560

Friday, July 30th, 2010

Welcome — James Crouch MPH, California Rural Indian Health Board (CRIHB)
Opening Blessing

Introductions

State-by-State Medicaid and CHIP Data

Overview of the Report: Carol Korenbrot Ph.D., CRIHB
Discussant: Matthew Snipp Ph.D., Stanford University
Discussant: Matthew Broaddus, Center for Budget Policy Priorities (CBPP)

Audience Discussion

Break

Indian Health Service Area Medicaid and CHIP Data

Overview of the Report: Carol Korenbrot Ph.D., CRIHB
Discussant: Ed Fox Ph.D., Squaxin Island Tribe, Health and Human Services
Discussant: Cliff Wiggins, Indian Health Service, Data Technical Work Group

Audience Discussion

Lunch (On your own - The Mitsitam Café features authentic Native foods)
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Session Il Medicare Data

1:30 0 1:45 Overview of the Report: Carol Korenbrot PhD, CRIHB

1:45 0 2:05 Discussant: Joan O’Connell Ph.D., University of Colorado Denver, Centers for American
Indian and Alaska Native Health

2:05 8 2:25 Discussant: Cara James Ph.D., Kaiser Family Foundation (KFF)

2:25 0 3:00 Audience Discussion

3:00 Wrap-up & Adjourn: James Crouch MPH, CRIHB
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American Indian and Alaska Native Data Symposium:
Developing Medicaid and Medicare Data

Biographies of the Presenters

(in order of presentation)
Overviews

Carol Korenbrot is the Research Director of the California Rural Indian Health Board (CRIHB). She was a faculty
member of the University of California San Francisco, School of Medicine, Institute for Health Policy Studies for
over 20 years when she left her Professorship in 2005 to work exclusively with CRIHB. With CRIHB, Dr. Korenbrot
established the California Tribal Epidemiology Center and a Native American Research Center in Health for health
services, health policy research. Studies done with CRIHB beginning in 1998 investigated health and health care
needs of California Indians. The studies documented disparities in mortality, morbidity and preventable
hospitalizations of California Indians, and variation in funding by Medicaid and the Indian Health Service (IHS) of
California’s Tribal Health Programs. Two of those studies received awards, one from the IHS and the other from the
AcademyHealth, the national association for health services and health policy research. Since 2007 she has worked
under the guidance of the Centers for Medicare and Medicaid Services (CMS) Tribal Technical Advisory Group to
characterize the enrollment, use and costs of Medicare and Medicaid for AIAN nationally.

Session |, Medicaid State by State

C. Matthew Snipp is the Burnet C. and Mildred Finley Wohlford Professor of Humanities and Sciences in the
Department of Sociology at Stanford University. He is also the Director of Stanford’s Center for the Comparative
Study of Race and Ethnicity, and the Director of the Secure Data Center within Stanford’s Institute for Research in
the Social Sciences (IRiSS). Before moving to Stanford in 1996, he was a Professor of Sociology at the University
of Wisconsin -- Madison. He has been a Research Fellow at the U.S. Bureau of the Census and a Fellow at the
Center for Advanced Study in the Behavioral Sciences. He has published 3 books and over 70 articles and book
chapters on demography, economic development, poverty and unemployment. His current research and writing
deal with the methodology of racial measurement, changes in the social and economic well-being of American
ethnic minorities and American Indian education. For nearly ten years, he served as an appointed member of the
Census Bureau’s Racial and Ethnic Advisory Committee. He also has been involved with several advisory working
groups evaluating the 2000 census, three National Academy of Science panels focused on the 2010 and 2020
censuses. He also has served as a member of the Board of Scientific Counselors for the Centers for Disease Control
and the National Center for Health Statistics as well as an elected member of the Inter-University Consortium of
Political and Social Research’s Council. He received his Ph.D. in Sociology from the University of Wisconsin--
Madison.

Matt Broaddus is a Research Associate in the Health Division of the Center on Budget and Policy Priorities (CBPP)
which he joined in 1999. His policy, research, and analytical work are conducted in the areas of Medicaid and
state Child Health Insurance Programs (CHIP). He graduated from Stanford University with an MA in Sociology with
a concentration in social stratification and organizational studies. He is author of the, “State Children's Health
Insurance Program financing and the need for significant federal funding increases as part of reauthorization, 6
published in the Journal of Ambulatory Care Management. Among his numerous reports analyzing recent policies of
Medicaid and CHIP are “The Federal Government Will Pick Up Nearly All Costs of Health Reform’s Medicaid
Expansion”, “The Recovery Act Provides Much-Needed, Targeted Medicaid Assistance To States”, and “Childless
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Adults Who Become Eligible for Medicaid in 2014 Should Receive Standard Benefits Package.” His work involves
national level data sets from the Census Bureau, the Centers for Medicare and Medicaid Services (CMS) and the
Agency for Healthcare Research and Quality (AHRQ) to document the health care needs of the low-income
population.

Session Il, Medicaid by IHS Area

Ed Fox has a PhD in Political Science from University of Washington, his 1993 Dissertation was on Universal Health
Care. He is the Director of the Health Program of the Squaxin Island Tribe in Washington State. He helped
establish the Nevada Indian Health Board in 2005 where he served as the Board’s first Director. Previous to that
he was the Director of the Northwest Portland Area Indian Health Board from 2000 to 2005. He was the Board’s
Policy Analyst from 1995 to 2000. Ed was an alternate Delegate to the initial CMS Tribal Technical Advisory
Committee from 2003 to 2005. Together with Verné Boerner, he is author of the ground-breaking report,

“Medi cai d and | nd iwkchbrings@ogethdr tata Rdmanghy sittnMedicaid Management
Information Systems on AIAN to ascertain the level of support the states provide Indian Health Programs.

Cliff Wiggins is a statistician by profession with emphasis on health economics. He holds baccalaureate and
YIaGSNDa RSINBSAE T NERablindlaKdGdditioyfahti@ifing Bt thdiUdiveRit of GirgiMaliHE  /
joined the Indian Health Service (IHS) as the Statistical Officer in the Phoenix Area Office in 1980. In 1984 he
joined IHS Headquarters where he coordinated development and implementation of agency-wide resource
allocation policies. In 1990, Cliff joined the staff of the Director, IHS where he coordinates project teams, studies
costs and benefits of Indian health care, and monitors economic performance indicators. He has co-chaired
various Tribal/IHS workgroups including projects to benchmark IHS services with typical health insurance
benefits. Cliff monitors IHS workforce characteristics, contracting and compacting, health care trends at large,
and forecasts impacts of these forces on Indian health programs. Over a 33 year career he has also participated
in health care reform designs, restructuring of the agency, application of new business practices in the IHS, and
in promoting the mission of IHS.

Session lll, Medicare

Joan O & C 0 nisroretHe faculty of the Colorado School of Public Health in the Centers for American Indian Alaska
Native Health and the Department of Community and Behavioral Health. Dr. O’Connell received a master’s in
health sciences from Johns Hopkins Bloomberg School of Public Health and her Ph.D. in economics from the
University of Colorado at Boulder. She is currently funded by the National Institutes of Health (NIH), the Indian
Health Service, the Substance Abuse and Mental Health Services Administration (SAMHSA), and other
organizations to conduct research that focuses on economic issues related to chronic disease, primarily in the fields
of diabetes, cardiovascular disease, oral health, and mental health. The majority of her research involves health
concerns of AIAN. Her research has been published in a wide variety of journals including Health Economics, the
American Journal of Public Health, Preventing Chronic Disease, Diabetes Care, Pediatrics, Disease Management,
Addiction, and Alcoholism: Clinical and Experimental Research.

Cara James is the Senior Policy Analyst for the Race, Ethnicity and Health Care group, and the Director of the
Barbara Jordan Health Policy Scholars Program at the Kaiser Family Foundation (KFF). Her research interests
include racial/ethnic minority health, care for the disabled and other underserved populations. She authored an
Issue Brief entitled, “A Profile of AIAN and Their Health Coverage” with Karyn Schwartz and Julia Brendt. She
received her Ph.D. in Health Policy from Harvard University. As a doctoral student, Cara co-authored one of the
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background chapters for the Institute of Medicine’s report Unequal Treatment, and was part of a Consumer
Assessments of Health Plans (CAHPS) survey team that developed a national survey to measure patient assessments
of care at dialysis facilities.
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INDIAN COUNTRY & HEALTH CARE REFORM
Mark Trahant

The data story: How much? How many?

And, by the wladlan? whooés an

WASHINGTON, D.C. i Every agency that serves AIAN must answer these questions
in order to fuel the decision-making process: How much will it cost? How many people

are served? And, by the way, who is an Indian?

None of the answers are easy. The demand for federal services is growing as
resources shrink. And in the health care arena the key to sustainable funding is
Medi care and Medicaid (including the Child

definitions are complicated by multiple factors.

Consider eligibility: More than 560 tribal communities with members living on or near
reservations or spread out in urban areas. Each tribe defines its membership but that
data is rarely collected for use in health
U.S. Census allows each individual to define his or her own status by checking a box.

(Some 5 million by this count.)

The Indian Health Service has another definition that adds descendants of enrolled
members to the mix. And it collects data through its area offices, not states. Many IHS

boundaries and reservations cross state lines, further confusing the data.

Medicaid coll ects some American I ndian Al a
a single race, excluding those who are multiracial or also consider themselves
Hispanic. And, coming soon, there will be new rules from the Internal Revenue Service

as part of the Patient Protection and Affordable Care Act because of the American

Indian exemption from insurance mandates (as well as a new definition for urban
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Indians).

The Office of Management and Budget has yet another definition of American Indian

and Alaska Native, one that is supposed to be the federal standard.

If you are still following this, on top of that grid, there are 36 states with different
administrative structures (remember that Medicaid is a state-federal partnership
providing medical insurance for the poor and for long-term care) each with its own
process for collecting data. One result: Eleven of the 36 states collect little data about
Native Americans and 7 collect none at all.

As Matthew Snipp, a soci ol ogy professor atmeSstthenf or

data isé. 0 But, he added, Aitds not wunique
arise for any group when you try t Amenean s ur

Indian Alaska Native Data Symposium held last month at the National Museum of the

American Indians.

Few private health insurance plans, for example, collect the type of information that

would be useful in this framework.

Of course data isnét whatoés really importa
policy and funding and thatés where Medica
that game.

Edward Fox, Squaxin Island Tribe, a consultant with Kauffman and Associates and

aut hor of the paper, fAMedicaid and I ndian
expenditures exceed I ndian Health Service
Tucson Area office Medicaid is 156 percent of t he | HS total; at

Phoenix 94 percent and Alaska 91 percent.

Health care reform should boost financial support across the Indian health system

because of the expansion of eligibility to include those to 133 percent of the federal

poverty level and, for the first time, covering single adults.

The data has another purpose: To help understand i and to correct 1 the health

Appendix B. Data Story, Mark Trahant Page 98


http://stanford.edu/dept/soc/people/msnipp/index.html
http://www.npaihb.org/images/resources_docs/weeklymailout/2010/july/week4/AIAN%20Data%20Symposium%20Draft%20Agenda%207-30-2010.pdf
http://www.npaihb.org/images/resources_docs/weeklymailout/2010/july/week4/AIAN%20Data%20Symposium%20Draft%20Agenda%207-30-2010.pdf
http://www.kff.org/healthreform/upload/8061.pdf

disparity between American Indian and Alaska Native populations. What strategies,
backed up by the data, work best to reduce diabetes? Or better are there clues to how
to prevent the disease in the first place? And what do you compare those numbers

against as a metric for success?

But 1 tdés dhsa waytehs. |l té6s why the countr

Native community have to get this right.

And, by the way, who is an Indian? That question soon takes on criminal proportions
when the IRS judges the Native American exemption to the health insurance mandate.
But unlike the Census form, there will likely be a penalty for claiming a tribal affiliation

when one doesnot exi st .

Mark Trahant is a Kaiser Media Fellow examining the Indian Health Service and its relevance

to the national healthcarer ef or m debate. He i s a nrBambckr of
Tribes and writes from Fort Hall, Idaho. Comment at www.marktrahant.com His new book is

fifhe Last Great Battle of the Indian Wars, 6 t he st ory of Sen. Henry

Gerard.
Additional resources:

Office of Management and Budget, Directive 15 outlines the collection of information on race

for federal agencies.

Tribal Technical Advisory Group charter for working with the Centers for Medicaid and

Medicare.
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