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I. Introduction

"The indicators a society chooses to report to itself about itself are surprisingly powerful.
They reflect collective values and inform collective decisions. A nation that keeps a watch-
ful eye on its salmon run or the safety of its streets makes different choices than does a na-

tion that is only paying attention to its GNP [Gross National Product]. The idea of citizens
choosing their own indicators is something new under the sun - something intensely democ-

ratic."

Donella Meadows, 1941-2001

Community health assessment

All across the country, Indian health pro-
grams have the same goal: to elevate the
health status of American Indians and
Alaska Natives (AI/ANs) to the highest pos-
sible level. This is a worthy goal, but one
that raises some questions: what is that
highest possible level of health? How will
we know when we have achieved it? How
can we track our progress toward this goal?
The Indian Community Health Profile can
help individual tribal communities conduct
a community health assessment to answer
these questions for themselves.

A community health assessment (CHA) is a
way of documenting the current status of
health of the community in order to make
plans for improving it in the future. Com-
munity assessments are conducted in fields
as different as economics and social work,
so the approach tends to differ from one
case to another. In the field of public
health, however, one philosophy behind
CHAs is that both the product and the proc-
ess of the assessment will bring about im-
proved community health.! The product—
the final report or other document in which
comprehensive health status information is

compiled—will give the community an ac-
curate picture upon which to base their fu-
ture health planning. The process of con-
ducting the CHA will foster the community
capacity, accountability, and motivation
needed to put future health plans into ac-
tion.

When properly carried out, CHAs can make
an enormous difference in the well-being of
a tribe or community. CHAs can help de-
termine whether there is a good fit between
community health needs and currently
available services. This in turn allows
tribes to make well-informed plans for fu-
ture health services and to write persuasive
requests for financial or other support.
CHAs can also provide a set of baseline
data to which the tribe can refer over time in
order to track its progress toward improved
health. Perhaps most importantly, conduct-
ing a CHA can create the community inter-
est and strategic relationships needed to
make any plans for improving tribal health a
reality.

What are indicators?
Indicators are small pieces of information
that reflect the status of a larger system.
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For example, the gas gauge, the speedome-
ter, and the engine temperature are all indi-
cators of the status of your car. Together,
these indicators can give you a general
sense of how well the car is running. Indi-
cators are most useful when the system you
are interested in would be too difficult or
too big to look at directly, as is the case for
community health. Indicators cannot tell
you everything about the health of your
tribal community, but if they are chosen and
measured well, they can help you make in-
formed decisions about how to improve
health in the future.

Indicators are being used by hundreds of or-
ganizations all across the country to set pri-
orities, monitor progress, and as a means of
educating people about different issues. For
example, the Alexandria Economic Devel-
opment Partnership in Virginia tracks indi-
cators like unemployment rate and the num-
ber of new business licenses to assess the
strength of the economy in their area.? In
the field of public health, the federal gov-
ernment has established 10 Leading Health
Indicators that will be used to measure the
nation’s health between 2000 and 2010.

The Indian Community Health Profile
The Indian Community Health Profile
(ICHP) is a user-friendly health assessment
tool developed specifically for tribal com-
munities of approximately 1000 — 5000
members. Most tribes in the U.S. fall
within this range. Currently, much of the
available data about Indian health pertains

to whole states or to multi-state regions.
These data cannot give smaller tribes the
information they need to identify and ad-
dress the particular health issues that may
be of concern to them. In addition, the In-
dian health data that are currently available
consist largely of birth and death rates,
which are difficult to use in small communi-
ties. The ICHP was designed to address
these shortcomings by providing AI/AN
communities with a useful, useable, and
valid way to measure their overall health
status.

Two Northwest tribal health leaders, offi-
cials from the Indian Health Service (IHS)
and the Centers for Disease Control and
Prevention (CDC), epidemiologists from the
University of California at Berkeley and the
Oregon Health Sciences University, and the
Director of the Northwest Tribal Epidemiol-
ogy Center at the Portland Area Indian
Health Board (NPAIHB) all worked to-
gether to develop the Indian Community
Health Profile. With generous support from
both IHS and the Robert Wood Johnson
Foundation, the Profile was pilot-tested
with three tribes in the Northwest from
1999 to 2002, and was implemented in two
additional tribal communities beginning in
2003.

The Profile consists of a set of fifteen health
status indicators (see “What Are Indica-
tors?”, page 1, and “The 15 Recommended
Indicators”, page 6) that can be used to pro-
vide a broad picture of community health.
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It differs from other health status reports,
such as the IHS publication Trends in In-
dian Health," in several ways:

- It was specifically designed to assess
overall community health.

« It covers multiple domains of health:
physical, mental, environmental, and so-
cial.

» It is not designed to generate standard-
ized data for large area analysis; instead,
it can be customized to meet the needs
of individual tribal communities.

« Rather than trying to measure every as-
pect of health, the Profile contains only
15 indicators, which are benchmarks of
health status in five different domains.

The Profile indicators are models; we rec-

ommend that you use all fifteen to get a

comprehensive view of community health,

but you may add to, delete from, or modify
the indicators to reflect the needs, priorities,
and values of the community.

There are a number of other models that
you may want to consider if you are plan-
ning a community health assessment project
(see Additional Resources at the end of this
chapter). Some of these models feature
more qualitative methods for an in-depth
look at certain health topics; others more
closely resemble the ICHP because they use
indicators or other numeric measures to get
a broad picture of community-level health.
However, the ICHP is the only health as-
sessment model that was designed specifi-
cally for use in tribal communities. Three
tribes have pilot tested the model and their

experiences have been incorporated into this
manual in order to give you the best possi-
ble tool for using indicators to assess the
health of your community.

Is this the right tool for my tribe?

The ICHP and this manual were developed
with a particular audience in mind. While
the model can be adjusted, it is not the right
tool for every community. To help deter-
mine whether the ICHP is appropriate for
your tribe, take a few minutes to consider
the following points about the structure and
purpose of the project:

e The ICHP was designed for use in tribes
of approximately 1000—5000 members.
If your tribe is significantly larger than
this (e.g. 10,000+), you might already
have the capacity to conduct tribal
health assessments and you may prefer
to use traditional health status measures
and research techniques that require a
large population.

e The ICHP provides tribal communities
with a broad picture of their overall
health. If your tribe is interested in
more detailed analyses of a particular
topic (e.g. substance abuse) or a particu-
lar segment of the population (e.g.
youth), this may not be an appropriate
tool for you.

e The idea behind the ICHP is that tribes
will develop a community-specific
health profile process that can be re-
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peated every 3-5 years or so. The first
implementation will provide a set of
standard procedures and baseline meas-
urements. On following occasions, the
updated results can be compared to the
baseline measurements in order to moni-
tor changes in the health status of the
community. If you do not foresee using
your Profile as both a baseline and a
monitoring tool (i.e., evaluating more
than once), you may not want to invest
the time and effort that are required for
the project.

Because it would be impossible to an-
ticipate every technical assistance need
that a tribe may have, this manual was
designed to be used by interested tribes
in partnership with a local or regional
tribal epidemiology center, Indian or-
ganization, university, local health de-
partment, or other agency with public
health research experience and statistical
expertise. If such an agency or depart-
ment already exists within your tribe,
then this point does not apply to you. If
not, ask yourself whether it will be pos-
sible to establish a partnership with an
organization that can provide the tribe
with the level of detailed technical sup-
port needed to supplement the material
in this manual. We have provided some
suggestions of potential partner organi-
zations in the Additional Resources sec-
tion of this chapter, but if you have
doubts about whether such a partnership
would be feasible, we would advise you

against starting the project at this time.
For the community assessment process to
be effective in helping the tribe meet its
health goals, the ICHP tools should only be
used under the conditions for which they
were designed. We urge you to think care-
fully about whether the project as described
above is a good match for your tribe. Chap-
ter II, Project Planning, also addresses the
topic of community readiness for participa-
tion in the Indian Community Health Profile
Project.

Using this manual
This manual is organized into the following
chapters, which reflect the progression of
steps involved in implementing the ICHP:
L. Introduction
II. Project Planning
III.  Creating a Working Group
IV.  Developing an Indicator List
V. Collecting & Analyzing Data
VI.  Reporting & Using the Profile
Results

These chapters will guide you through each
stage of the ICHP and will discuss how to
adapt the Profile for your tribal community.
Each chapter (apart from the Introduction)
contains the following items:

« Working examples or case studies,
adapted from the experiences of the
three tribal communities in which the
Profile Project was piloted.

e A Tools section, with templates or ex-
amples of forms and documents that you
may find useful for implementing the
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ICHP in your community. The tools are
also included on an accompanying com-
pact disc (the Tools CD). For the most
part, the tools are designed to be used by
the people responsible for the day-to-
day work of your community health
profile.

» A collection of Additional Resources
related to the topic(s) covered in the
chapter. This can be found at the end of
each chapter.

The bulk of the material in this manual is
directed toward the people who will be most
directly involved in the details of imple-
menting the ICHP in your tribe. This in-
cludes the project working group (see Chap-
ter III) and the organization or department
with which the tribe will form a partnership
for technical and data assistance. It is our
expectation that these people will read the
manual thoroughly. We recognize, how-
ever, that several steps must be taken before
a working group or partnership are even
formed. Consequently, this and the next
two chapters should also be read in detail by
tribal health leaders and other decision-
makers who must take responsibility for ini-
tiating the project in the community.
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The 15 Recommended Indicators

Socio-demographic

- Rate of high school graduation.

« Proportion of children (0—18) who live with both natural parents, mother only, mother
and another adult, father only, father and another adult, extended family member, or
other.

Health Status

« Prevalence of diabetes among all ages.

» Rate of hospitalization (discharges per 1,000) for injuries and poisonings.

- Rate of years of potential life lost (per 1,000 person-years).

« Prevalence of caries (tooth decay) in 3—4 year old and 7-8 year old children.

Mental Health and Functional Status
» Average number of healthy days for adults and seniors in the previous month.

Health risk factors and positive health behaviors

« Proportion of children (ages 2—16) who have a weight associated with good health (i.e., a
Body Mass Index > 18 and < 25).

» Proportion of pregnancies with prenatal care beginning in the first trimester.

e Proportion of women (ages 18—65) with a Pap smear within the previous 24 months.

« Prevalence of alcohol or other drug use among adolescents.

« Prevalence of tobacco use among adolescents and adults.

» Proportion of adults who regularly engage in physical activity of a duration and intensity
sufficient to promote health.

- Number and prevalence of confirmed cases of abuse and neglect in children (ages 0—18).

Environment
» Presence of tribal ordinances requiring auto safety restraint use, and prevalence of auto
safety restraint use (seat belts, child safety seats) for age groups 0-11, 12—18, and > 18.

These indicators are a model only. We recommended that you use all fifteen of the indica-
tors in order to create a comprehensive picture of community health, but you may add to, de-
lete from, or modify the indicators to meet your needs.
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Additional Resources

Alternate community indicator project manuals

Durch, JS, Bailey, LA, & Stoto, MA (Eds.). (1997). Improving health in the community: A role
for performance monitoring. Washington DC: Institute of Medicine, National Academy
Press. See: www.nap.edu/catalog/5298.html or contact the National Academy Press at 1-
888-624-8373 to order.

Hancock, Labonte, & Edwards. (2000). Indicators that count! Measuring population health at
the community level. Toronto, Canada: University of Toronto Centre for Health Promotion.
Contact the Centre for Health Promotion at 416-978-1809 to order.

Hellman, E. (1997). Signs of progress, signs of caution: How to prepare a healthy, sustainable
progress report card. Toronto, Canada: City of Toronto, Ontario Healthy Communities
Coalition. See: www.healthycommunities.on.ca

Join Together, Inc. (1997). How do we know we are making a difference? A community sub-
stance abuse indicators handbook. Boston, MA. Contact Join Together, Inc. at 617-437-
1500 or publications@jointogether.org to order.

Kingsley, G.T. (Ed). (1999). Building and operating neighborhood indicator systems: A guide-
book. Washington, DC: The Urban Institute, National Neighborhood Indicators Partner-
ship. Contact NNIP at (202) 261-5709 or pubs@ui.urban.org to order.

MAPP (Mobilizing for Action through Planning and Partnerships) — a strategic planning tool
developed by the Centers for Disease Control and Prevention (CDC) and the National Asso-
ciation of City and County Health Officials (NACCHO). The third phase of the MAPP
process—assessment—includes instructions for conducting an indicator-based community
health assessment. See http://mapp.naccho.org/MAPP_Home.asp for more information.

Redefining Progress & Earth Day Network. (2002). Sustainability starts in your community: A
community indicators guide. San Francisco, CA. Contact Redefining Progress at 415-781-
1181 or info@rprogress.org to order.

Redefining Progress, Tyler Norris Associates, & Sustainable Seattle. (1997). The community
indicators handbook: Measuring progress toward healthy and sustainable communities.
Contact Redefining Progress at 415-781-1181 or info@rprogress.org to order.
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Additional Resources

UCLA Center for Healthier Children, Families, and Communities. (Forthcoming). Develop-
ment of an effective community report card. See: www.healthychild.ucla.edu/programs/
programs.asp?reportCard and contact UCLA at 310-794-7201 or chcfc@ucla.edu to or-
der.

Non-indicator-based community health assessment project manuals

Community Tool Box - an online collection of “how-to” tools organized by the University of
Kansas. Includes sections on community assessment and other topics. See:
http://ctb.Isi.ukans.edu for more information.

Minkler, M. (Ed.). (1997). Community organizing and community building for health. New
Brunswick, NJ: Rutgers University Press. Call the publisher at 1-800-446-9323 to or-
der.

PATCH (Planned Approach to Community Health) - A model for planning, conducting, and
evaluating community health promotion and disease prevention programs, developed by
the Centers for Disease Control and Prevention. See: www.cdc.gov/nccdphp/patch for
more information.

Petersen, D.J. & Alexander, G.R. (2001). Needs assessment in public health: A practical
guide for students and professionals. New York, NY: Kluwer Academic Press. Call the
publisher at 1-866-269-9527 to order.

Sources for Technical & Data Support

Regional Tribal Epidemiology Centers

Alaska Native Epidemiology Center Northwest Tribal Epidemiology Center
3700 Woodland Drive, Suite 500 NW Portland Area Indian Health Board
Anchorage, AK 99517 527 SW Hall, Suite 300

(907) 562-6066 Portland, OR 97201

www.anhp.org (503) 228-4185

www.npaihb.org/epi/Epihome.html
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Additional Resources

Great Lakes Inter-tribal Council
Epidemiology Center

P.O.Box 9

Lac du Flambeau, WI 54538
(715) 588-3324

www.glitc.org

Inter-tribal Council of Arizona
Epidemiology Center

2214 North Central Ave, Suite 100
Phoenix, AZ 85004

(602) 258-4822
www.itcaonline.com

Indian Health Service Area Offices

Aberdeen Area

115 4th Avenue Southeast
Aberdeen, SD 57401
(605) 226-7531
Albuquerque Area

5300 Homestead Road NE
Albuquerque NM 87110
(505) 248-4102

Billings Area

2900 4th Avenue North
Billings MT 59101
(406) 247-7147

Nashville Area

711 Stewarts Ferry Pike
Nashville TN 37214-2634
(615) 467-1500

Seattle Indian Health Board
Epidemiology Center

P.O. Box 3364, 611 12th Ave South
Seattle WA 98114

(206) 324-9360

www.sihb.org

United South and Eastern Tribes
Epidemiology Center

711 Stewarts Ferry Pike, Suite 100
Nashville TN 37214

(615) 872-7900

www.usetinc.org

Alaska Area

4141 Ambassador Drive
Anchorage, AK 99508-5928

(907) 729-3689

Bemidji Area

522 Minnesota Ave NW, Room 119
Bemidji MN 56601

(218) 444-0458

California Area

650 Capitol Mall, Suite 7-100
Sacramento CA 95814

(916) 930-3945

Navajo Area

P.O. Box 9020

Window Rock AZ 86515-9020
(928) 971-5811
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Additional Resources

Oklahoma City Area Phoenix Area

5 Corporate Plaza Two Renaissance Square
3625 NW 56th Street 40 North Central Avenue
Oklahoma City OK 73112 Phoenix AZ 85004

(405) 951-3768 (602) 364-5039

Portland Area Tucson Area

1220 SW Third Ave, #476 7900 S.J. Stock Road
Portland OR 97204 Tucson AZ 85746-7012
(503) 326-4123 (520) 295-2405

Health Resources and Services Administration (HRSA) - Public Health Training Centers

The HRSA Public Health Training Centers are partnerships between accredited schools of pub-
lic health (and related academic institutions) and public health agencies and organizations. As
of March 2003, there were 14 of these centers, serving 42 states and the District of Columbia.
For a list of all centers and their contact information, go to: http://bhpr.hrsa.gov/publichealth/
phtc.htm, or contact HRSA representative John Kress at: (301) 443-6864 or jkress@hrsa.org.

Centers for Disease Control and Prevention (CDC) - Prevention Research Centers

The CDC supports 28 Prevention Research Centers (PRCs) across the country. Each PRC con-
sists of a network of academic centers, public health agencies, and community partners con-
ducting applied research and practice in chronic disease prevention and control. For a list of the
PRCs and their contact information, go to: http://www.cdc.gov/prc.

Your State, County, or Local Health Department

There are far too many health departments to list here, but tribal health officials can probably
put you in contact with the ones in your area. If not, the government section of the local yellow
pages should have contact information for the relevant agencies.

Local or Regional Colleges and Universities

Academic institutions can also be a sources of technical or data support for community health
profile projects. If your local or regional college has a school or department of public or com-
munity health, that is a good place to start.

10



I1. Project Planning

This short chapter contains several tools and
suggestions to help you envision your ver-
sion of the Indian Community Health Pro-
file (ICHP) and organize your approach to
it. Please note that some subsequent chap-
ters also include planning tools (e.g. the In-
dicator Development Worksheet in Chapter
IV) but that those tools are focused on spe-
cific aspects of the project. The content of
this chapter is more general in scope.

Conceptualizing the project

Simply reading over the Table of Contents
for this manual is a good way to get a rough
idea of what the ICHP entails. However,
we encourage everyone involved in the
planning of the project to read the entire
manual attentively and familiarize them-

selves with each component before starting
the project. Doing so will help you develop
a good sense of the project’s scope and
should demonstrate the degree to which de-
veloping clear plans and gathering support
for the project in its early stages will facili-
tate a smooth implementation. It will also
acquaint you with the different resources
needed for the project and enable you to so-
licit any necessary support well in advance.

Below is a diagram of how the ICHP is in-
tended to function. This graphic may help
you see how the processes and tasks of the
project relate to one another and how the
project as a whole might inform health plan-
ning at the tribal level. In the diagram,
tribal interest in and support for improved

Figure 1. Flow diagram of the Indian Community Health Profile process.
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I1. Project Planning

health is outside the main cycle to indicate
that it is a gateway step; the rest of the proc-
ess cannot work without the support of the
tribal community. However, as noted in the
Introduction, the process of conducting a
community health profile should in itself
increase the community’s feeling of ac-
countability for its own health and its moti-
vation to improve it.

Readiness

In the Introduction, you were asked to con-

sider whether the ICHP was a good match

for what your tribe hopes to accomplish by
doing a community health profile (see “Is

this the right tool for my tribe?”, page 3).

Now we’d like you to assess whether this is

the right time to implement the ICHP in

your community. Before launching the pro-
ject, make sure you can answer ‘yes’ to all
of the following questions:

e Isthere interest in the project from a
wide range of people in the tribal com-
munity? Consider both the people who
are most likely to run the project, such
as health planners or clinicians, as well
as groups whose involvement will be
less intense but equally important, such
as community leaders, educators, and
tribal members in general.

e Do tribal leaders (Council, tribal elders,
and others) support the idea of imple-
menting the ICHP in the tribe?

e Are tribal leaders and health officials
willing to commit resources toward the

project (e.g. staff time, funds, office
space, access to data, etc.)?

e |sthere a clear vision for how the results
of your community health profile will
be used?

e Does the tribe have some experience
with assessing or monitoring health
status? If technical assistance will be
needed, will the tribe be able to form a
supportive partnership with a tribal Epi-
demiology Center or other regional or-
ganization?

e Are at least some good quality data
about the health status of tribal members
currently available?

e Ifitis anticipated that data from exter-
nal sources will be used, does the tribe
have a good relationship with the agen-
cies holding those data?

In the Tools section of this chapter (page
15) and on the Tools CD, you will find a
Readiness Worksheet based on the above
questions that will help you keep track of
the resources needed to implement the
ICHP in your community at this time. See
also the working example on the following
page for an illustration of tribal readiness.

Timeline

Having read through this manual, consid-
ered the diagram on the previous page, and
assessed the tribe’s readiness to conduct

12
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WORKING EXAMPLE - READINESS

In one of the ICHP pilot sites, tribal readi-
ness was part coincidence and part plan-
ning. Three different individuals at the
tribe—a clinician, a health educator, and a
Tribal Council member—all contacted
ICHP project staff independently to express
their interest in using the model to create a
health profile for their tribe. When they re-
alized that they all thought that the project
would benefit the tribe, they all met with
ICHP staff to coordinate their ideas.

Creating the right environment for the
ICHP at the tribe involved improving inter-
departmental communication and reducing
some misunderstandings between different
divisions within the health unit. The Tribal
Council member mentioned above was able
to provide a formal structure and promise
of support around which different interests
in the project could unite. In addition, the
timing was right for implementing a com-
munity-driven health improvement process
in the tribe. The tribe had recently com-
pacted some of its health services and was
ready to begin strategic planning. An ex-
cellent candidate for project coordinator—a
tribal member who had good connections
with a variety of tribal agencies and experi-
ence in mobilizing community participation
in similar situations—was available to be-
gin work. All of these factors combined
convinced tribal officials and project staff
that the community was ready to participate
in the project.

such a project, you are now in a position to
sketch out a project timeline. While it may
not be possible to be entirely precise about
timing at this stage, even a draft timeline
will give project personnel a sense of how
long each step should take relative to the
others and a set of goals to work toward.

A sample ICHP timeline has been included
in the Tools section of this chapter (page
17) and on the Tools CD. As you can see,
the project workload is weighted somewhat
toward the first six months, when much of
the project planning and preparation for
data collection takes place. When adapting
this timeline for your tribe, consider what
human, financial, and other resources you
have available for the project and bear in
mind any community characteristics that
might complicate the process. For example,
if the tribal community is spread out over a
wide geographic area, you might need to
build in extra time during data collection or
other phases of the project in which com-
munity members are most active. Similarly,
if many people participate in seasonal ac-
tivities that take them away from home
(fishing, pow-wows, Sundance, etc.), it
would be best to collect data at other times.
Remember also to allow time for the unex-
pected, such as your request for tribal coun-
cil approval getting pushed back to a later
meeting.

One activity that is not shown on the sample
timeline but that you might want to include
on your version is keeping the community

13
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informed about the project. Announcing
different project achievements as they are
accomplished or reporting on the progress
of various activities are good ways to re-
mind people about the project and keep
them interested in it. This interest will in
turn support efforts to involve community
members in project priority setting, data
collection, and interpretation of results.

Formalities

In all of the ICHP pilot sites, approval was
obtained from the Tribal Council before
proceeding with the project. In some tribes,
this may be a necessity, in others, it may be
more of a courtesy, but in all cases it is
probably beneficial. Tribal Council ap-
proval lends a great deal of legitimacy to
projects, which will be helpful when you
are asking for community information and
participation. In addition, the process of ob-
taining an endorsement from the Council is
another opportunity to raise awareness
about the project. If you decide to seek
Council approval, we have included a tem-
plate tribal resolution for you to modify
among the tools provided in this chapter
(page 18) and on the Tools CD.

Documentation

We realized the importance of documenta-
tion during the pilot phase of the Indian
Community Health Profile Project. Docu-
mentation may seem like a time-consuming,
low priority task, but it is crucial for several
reasons.

Because there are so many tasks involved in
implementing the ICHP, it can be easy for
those involved with the project to lose track
or get overwhelmed. Good documentation
can help project personnel to keep the dif-
ferent project activities organized and to re-
main aware of what is happening in areas of
the project for which they may not be di-
rectly responsible.

As noted in the Introduction, the idea be-
hind the ICHP is that the tribe will develop
both a tool and a process for collecting
health data that can be used repeatedly in
order to track changes in tribal health status
over time. In order to be able to compare
data from one year to another, the proce-
dures and measurements used need to be as
similar as possible. So the better the docu-
mentation during the first implementation,
the easier it will be to use your community
health profile again in the future.

Good documentation can also serve as proof
that the data collected for your profile are
unbiased. Documenting what procedures
were used, what data sources were accessed,
what assumptions were made, and so on,
will help others take the results of your
community health profile seriously. Since
one of the goals of the ICHP is that profile
results will be used by community members
other than those who participated directly in
the project, documentation of the methods is
necessary in order to help users know in
what ways it is appropriate to use the data.

Finally, you will need documentation of

14
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what was done during the project to help
you evaluate how well the project was con-
ducted and how effective it was at helping
the tribe meet its goals. (See the next head-
ing, “Evaluation”, for more on this topic.)
Good documentation will make it easier to
see which parts of the process worked well
and which need to be improved for the next
time you implement your community health
profile.

This manual contains several tools to help
you document your work as you proceed
through the project. In addition to the tools
pertaining to specific chapters (e.g. the Indi-
cator Development Worksheet in Chapter
IV), you will find an overall Project Activ-
ity Log in the Tools section of this chapter
(page 19) and on the Tools CD. An exam-
ple log entry has been provided and some of
the major ICHP activities are shown, in the
order in which they are discussed in this
manual. This documentation tool will be
most useful if you modify and expand it to
fit your own project.

Evaluation

Michael Quinn Patton, a nationally recog-
nized expert in program evaluation, defines
the practice as: “the systematic collection of
information about the activities, characteris-
tics, and outcomes of programs to make
judgments about the program, improve pro-
gram effectiveness, and/or inform decisions
about future programming.”* Many people
think of evaluation as something that hap-
pens after a program has ended, but evalua-

tion should in fact be an integral part of pro-
ject design. Incorporating evaluation into
your project planning will help you clarify
what you want to achieve and how each
project activity relates to your goals.

There are several different approaches to
program evaluation and it is outside the
scope of this manual to provide detailed in-
structions. However, we do recommend
that you evaluate your community health
profile project and that you plan your
evaluation up front. Doing so will save
both time and money and will help you
keep the project on track. We have in-
cluded a list of program evaluation manuals
and contacts in the Additional Resources
section of this chapter.

As you begin ...

Recognize that conducting a tribal health
profile requires a significant commitment in
terms of time, resources, and motivation.
However, the positive impact of the project
on your community’s health can be enor-
mous and long-lasting. To avoid getting
bogged down in the details, keep these three
overall goals in mind throughout the pro-
ject: you want the process to be participa-
tory for the community, the data collected
to be reliable and valid, and the resulting
product(s) to be used.

References

1. Patton, M.Q. (1997). Utilization-focused
evaluation: The new century text (3rd edition).
Thousand Oaks, CA: Sage Publications
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IHCP Readiness Worksheet

Is there interest in the project from a wide range of people in the tribal community?
Write the names of individuals and groups who have expressed interest in the project
here:

Do tribal leaders support the idea of implementing the ICHP in the tribe?
Record the names of tribal leaders who have pledged their support for the project here:

Are tribal leaders and health officials willing to commit resources toward the
project?

Record the source and nature of the different kinds of support that have been offered
here:

Example: 8 hours/week of RPMS Specialist time offered by Tribal health department

Is there a clear vision for how the results of the community health profile will be
used?
Record the intended use(s) of the results here:

16



Who or what organizations will provide technical assistance for data planning,
collection, and analysis?

Record the names of people and organizations that will provide technical assistance
here:

Are data about the health status of tribal members currently available?
Record the topics, types, and sources of existing data here:

Example: Height & weight of Head Start children; paper records; Sept. 2002 assessment

If it is anticipated that data from external sources will be used, does the tribe have a
good relationship with the agencies holding those data?

List potential data source agencies here and note nature of the working relationship:

17



Sample Community Health Profile Project Timeline

Start 1 mo 2 mo 3 mo

4 mo ’5mo 6 mo 7 mo 8 mo 9 mo 10mo | 11mo | 12mo [ 13mo | 14mo | 15mo |16 mo | 17mo | 18 mo

Obtain Council support/permission for project

Finalize list of indicators

Revise BRFSS/YRBS* survey questionnaires

Obtain permission from data managers/custodians to access data sources

Obtain IRB** a

Develop data abstraction forms/databases

Develop and apply population-based sampling scheme for survey

Prepare survey interviewer training materials

Train survey interviewers

Conduct surveys

Abstract data from existini sources

Analyze data

Develop data reports/summaries

Disseminate results to community members &
professional groups

Make plans for using
results in program
planning, management, &
evaluation (ongoing)

Note: This timeline assumes that the profile will require both original data collection and the use of existing data. The dark bars indicate the approximate start and finish dates and
the approximate length of time needed for each activity.

*  Behavioral Risk Factor Surveillance System (BRFSS) and Youth Risk Behavior Survey (YRBS) — the ICHP pilot sites modified these standard surveys from the Centers for

Disease Control and Prevention to collect tribal-level health behavior data.
** Institutional Review Board (IRB) — an entity which protects the rights and confidentiality of research participants. See Chapter V for more information.
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Template ICHP Tribal Resolution

RESOLUTION #

WHEREAS, the <name of governing body> is the duly elected body of the <Tribe> by
the authority of ; and

WHEREAS, are primary goals and objectives of the <Tribe>; and

WHEREAS, the <tribal health board or other entity> operates under the authority
provided by the <name of governing body> and acts on behalf of the <name of governing
body> for health matters; and

WHEREAS, health status measures are often not available at the community or tribal
level; and

WHEREAS, the Indian Community Health Profile Project was designed to provide a
useful and useable tool with which tribes can measure their overall health status, and;

WHEREAS, the <name of Tribal Epidemiology Center or Indian organization with which
the tribe will partner to conduct the project> will work closely with the <Tribe> to
identify appropriate health indicators and to ensure that the project is conducted in a
confidential and culturally sensitive manner; and

WHEREAS, the identified health indicators may be measured using community surveys,
existing records, or other sources; and

WHEREAS, it is necessary to approve the indicators required in order to complete the
Community Health Profile Project,

THEREFORE BE IT RESOLVED, that the <name of governing body> has reviewed this
project and gives their approval to move forward with the Community Health Profile
Project in collaboration with the <name of Tribal Epidemiology Center or Indian
organization with which the tribe will partner to conduct the project>.

APPROVED:

<Governing Body Chairperson> <Other relevant persons>

<DATE>
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Community Health Profile Project Activity Log

Note: This is NOT a complete list of all the steps required to complete a community health profile for your tribe. For this log to be a
useful documentation and organization tool, you should modify and expand the list to reflect the specific tasks necessary for

your particular project.

Activity Start Date Agrt]gzlggid Person(s) responsible Partners Co[r)na;fete
Example: Develop sampling plan for Tribal Epidemiology Center
) 5/1/02 7/15/02 Crystal, Jim, M’kya Tribal enrollment office 8/3/02

community survey

Tribal land-use planners

Introduction

Assess whether ICHP is appropriate tool
for the tribe

Explore possible partnerships with
outside agencies for technical and data
support

Project Planning

Read through ICHP manual

Complete project readiness checklist

Draft project timeline

Obtain Tribal Council approval for
project

Customize project activity log

Do initial planning for project evaluation

Creating a Working Group

Announce project to community and
invite volunteer participation

Form a working group

20




Set ground rules for how working group
will operate

Choose working group leader or
coordinator

Formalize technical assistance
partnership with outside agency, if
needed

Developing an Indicator List

Revisit the project goals

Define the community

Get community input

Review existing models

Draft a list

Get technical feedback

Collecting & Analyzing Data

Finalize data source (original or existing
data) for each indicator

Abstract data from existing sources

Review data from existing sources for
quality

Design original data collection
procedures

Obtain IRB review or approval

Design database

Collect original data

Conduct analyses (with technical
assistance)

Perform final calculations for indicators

21




Reporting & Using the Data

Identify audience and purpose for
different reports

Create reports (different formats)

Publicize reports

Support use of the project results

Set tentative date for next round of
indicator assessment

Identify key people to regroup for next
round

Evaluation

Assess what worked, what didn’t work,
and why

Assess adequacy of project time,
resources, preparation, etc.

Assess whether changes should be made
to indicator list
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I1. Project Planning
Additional Resources

Program Evaluation Manuals and Tools

Center for the Advancement of Community Based Public Health. (2000). An evaluation
framework for community health programs. Chapel Hill, NC. Call (919) 403-2124 for
copies.

Centers for Disease Control and Prevention. (1999). Framework for program evaluation in
public health. MMWR 48 (No. RR-11). See: www.cdc.gov/mmwr/preview/mmwrhtml/
rr4811al.htm

Callor, Betts, Carter, Marczak, Peterson, & Richmond. (2000). Community-based project
evaluation guide. Tucson, AZ: The University of Arizona Institute for Children, Youth,
and Families. http://ag.arizona.edu/fcr/fs/cyfar/evalgde.htm

Directorate for Education and Human Resources. (1997). User-friendly handbook for
mixed-method evaluations (J. Frechling & L. Sharp, Eds.). Washington, DC: Division of
Research, Evaluation, and Communication, National Science Foundation. www.ehr.nsf.
gov/EHR/REC/pubs/NSF97-153/start.htm

Joint Committee on Standards for Educational Evaluation. (1994). The program evaluation
standards (2nd edition). Thousand Oaks, CA: Sage Publications. Call the publisher at 1-
800-818-7243 to order.

Patton, M.Q. (1997). Utilization-focused evaluation: The new century text (3rd edition).
Thousand Oaks, CA: Sage Publications. Call the publisher at 1-800-818-7243 to order.

Public Health Training Network. Practical evaluation of public health programs workbook.
See: www.phppo.cdc.gov/phtn/Pract-Eval/workbook.asp

University of Kansas. (2003). Community Tool Box: Part J. Evaluating Community Pro-
grams and Initiatives. See: http://ctb.Isi.ukans.edu/tools/EN/part_1010.htm

Program Evaluation Contacts (for further information)

American Evaluation Association - www.eval.org. See also www.eval.org/Affiliates/
affiliates.htm for a list of AEA’s regional affiliates.
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I1. Project Planning
Additional Resources

U.S. Department of Health and Human Services, Administration for Children and Families,
Office of Planning, Research, and Evaluation (OPRE) - www.acf.dhhs.gov/programs/
opre/
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[11. Creating a Working Group

A community health assessment is not
something that can be done by one person.
Not only would the amount of work in-
volved be too much, it would also be impos-
sible for a single person to adequately repre-
sent the diversity of ideas and opinions that
exist in the community as a whole. For
these reasons, it is recommended that you
form some kind of team or working group
to implement the Indian Community Health
Profile (ICHP) in your tribe.

Getting the word out

The first step in this process is obviously to
let people know about the project and invite
their participation. One way of doing so is
to hold a meeting (or participate in regularly
scheduled health department, tribal council
or community meetings) in which you give
a presentation about the ICHP and ask for
working group volunteers. If you are think-
ing about doing this, materials for a brief
talk about the ICHP are provided in the
Tools section of this chapter and on the
Tools CD. You may use this template as is
or draw on the information to develop your
own presentation. Another method is to an-
nounce the project and the need for working
group members in local media (tribal news-
papers, radio station, etc.) and to give inter-
ested volunteers a contact for more informa-
tion.

Forming a group

When forming a working group, there are
three main considerations that must be bal-
anced: diversity, technical expertise, and
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size.

1. Diversity
Since this is a community health profile,
it is a good idea to have working group
members from as many different sectors
of the community as is practical. If your
community is made up of more than one
band or tribe, for example, you should
probably invite at least one representa-
tive from each to participate (see Who
to Include for other suggestions). Hav-
ing a wide range of people involved in
planning and conducting your health
profile as part of the working group will
add energy and new ideas to the project.
It should also give the project credibility
with the community as a whole, which
means that people will be more likely to
participate in the data collection process
when asked, more likely to take the re-
sults of that data collection seriously,
and more likely to take action on those
results.

Note: Having a diverse working group
is important, but there will also be
stages at which input and action on the
project must be provided by non-
working-group members, such as tribal
leaders, technical experts, or tribal
members in general. The times when
external participation is required will be
discussed in the following chapters.

2. Technical Expertise

In addition to representing a range of
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community opinion, working group
members should bring a variety of skills
to the project. Perhaps most impor-
tantly, you will need some people who
are comfortable working with numbers
and statistics. A large part of the ICHP
involves collecting and interpreting
health data, so it is important to make
sure that the data you work with are of
good quality and that the conclusions
you draw from those data are justified.
In some cases, making these judgments
requires special training. Consequently,
it is a good idea to ensure that your
working group either includes people
with the necessary training or has access
to outside support throughout the pro-
ject. Your tribal health department is an
obvious place from which to recruit
working group members or outside ad-
visors with these capabilities. For addi-
tional suggestions of where to look for
data and statistics support, please see the
Additional Resources section of the In-
troduction.

Other kinds of expertise that are espe-
cially useful among working group
members include people skills, a talent
for organization, and the ability to com-
municate clearly in many formats. Peo-
ple skills will be required in order to
mobilize and unite different community
groups to work toward the common goal
of doing a community health profile.
Organizational skills will be necessary
in order to keep track of project goals

and to coordinate all the activities that
are being done to meet those goals. Fi-
nally, communication skills will be
needed to keep non-working group
members informed about the project and
to share the results of your profile with
everyone in the community.

3. Size
The size of your working group is a
third consideration. Adding more and
more people to achieve diversity and to
ensure that the necessary skills are rep-
resented can lead to a very large work-
ing group. Such groups are often diffi-
cult to coordinate and people may end
up feeling like they are not truly in-
volved in the project. On the other
hand, having too few people often
means that group members are over-
worked. The ideal working group size
depends on the size of your community
and the degree to which the desired
range of skills and community diversity
overlap in individuals. The ICHP pilot
site groups ranged from approximately 5
to 10 members.

For an illustration of the process of working
group formation, see the working example
on the following page.

Who to include

Some examples of people you might want
to include in your community health profile
working group follow below. Remember
though, these are only suggestions. You are
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the best judge of what groups and skills will

be necessary for your project.

- Atribal elder

- A youth services provider

- A member of the tribal health depart-
ment or health advisory board

- An RPMS specialist (if your tribe uses
this Indian Health Service data system)

- A public health epidemiologist or statis-
tician (from outside the community if
necessary)

» A health services provider

- Asocial services provider (i.e. a social
worker, drug & alcohol counselor, com-
munity health representative, etc.)

- A staff person from the Indian Health
Service

« Atribal enrollment or tribal administra-
tion employee

- Atribal spiritual leader

» An elected tribal official

From our experience with the ICHP pilot
sites, we learned that the commitment and
enthusiasm of working group members are
enormous assets to the project. When
working group members are mutually sup-
portive, dedicated to the goals of the pro-
ject, and able to participate consistently,
tasks tend to get accomplished in a timely
manner and have good results. On the other
hand, when turnover among working group
members is frequent, when the bulk of the
work is left to just a few people, or when
working group members lose interest, the
project tends to move slowly and the final
results can be poor. So it is important to
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WORKING EXAMPLE - GROUP FORMATION

One health planner in a Northwest Tribe
initially heard about the ICHP from the IHS
Area Office. She then spent some time in-
vestigating the project and obtaining the
support of various tribal officials for the
idea of using the ICHP tools to create a
health profile for the community. An In-
dian organization in the region promised to
collaborate with the Tribe on the profile,
but the health planner still needed to form a
working group at the tribal level to coordi-
nate the project. How did she find working
group members?

She decided to start by approaching the
tribal Chairperson, the Health Director, and
the heads of the tribe’s education, youth,
and social services departments for sugges-
tions. She knew that all of those agencies
would be called upon to participate in the
project at some stage and wanted to invite
their support and participation early on.
The planner also did some research and net-
working to identify people who had been
involved in tribal research or planning pro-
jects in the past. These individuals brought
a wealth of knowledge and experience with
community-based activities to the working
group. Finally, she held an open commu-
nity meeting to announce the opportunity
for community members to participate in
the working group. Among the many inter-
ested volunteers, she selected only 3 or 4 in
order to keep the working group to a rea-
sonable size.
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emphasize to potential working group mem-
bers that the project entails a significant
commitment of both time and energy.

Similarly, it is important to ensure that your
working group will have the support of
tribal leadership, tribal health officials, and
the community at large. The most dynamic
working group in the world would find it
difficult to overcome a lack of political will,
institutional support, and community inter-
est in order to complete the project success-
fully. If you used the Readiness Checklist
from Chapter Il, you should already have
assured yourself that this support is in place.
If not, we suggest you consider the matter
seriously now. For sources of further infor-
mation on engaging communities in health
improvement efforts, see the Additional Re-
sources section of this chapter.

Working together

In many working groups, it is helpful to set
some ground rules for communication and
joint activities. For example, many tribes
value consensus decision-making, so your
group may want to establish a policy of giv-
ing everyone an opportunity to speak before
major decisions are made. Other ground
rules that many groups adopt include start-
ing and ending group meetings on time, tak-
ing turns to facilitate or moderate the meet-
ing, and documenting actions to be taken
and persons responsible at the end of each
meeting. Take a little time at your first
meeting to think about how you want your
group to operate.
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It is also useful to choose a group leader or
coordinator in many group work situations.
This person does not necessarily have to di-
rect the work of others, but she or he can
help coordinate the different project activi-
ties, help keep the group focused on its
goals, and serve as the point of contact for
people outside the working group who want
further information about the project.

If a tribal epidemiology center, a regional
Indian organization, or other outside agency
will be providing technical support for your
community health profile project, it is a
good idea to develop a Memorandum of
Understanding (MOU) to clarify the roles
and responsibilities of each party. Even if
the project will be done entirely within the
tribe, you may want to draft an MOU so the
different departments involved know what
to expect. A template MOU, which can be
modified to fit your project, has been pro-
vided in the Tools section of this chapter
and on the Tools CD. You may also want to
consult some of the books and articles re-
lated to collaborations in public health,
which can be found in the Additional Re-
sources section of this chapter.
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I\/Ieetlng Our Goals

The goal of all Indian Health programs is:

To elevate the health status of American Indians
and Alaskan Natives to the highest possible
level.

Are we there yet?

The goal of the Indian Community Health Profile Project is:

To give American Indian and Alaskan Native
communities a useful, usable, and valid way to
assess their overall health status.

Northwest Portland Area Indian Health Board 30



One Slze Doesn t Flt AII

Indlan health data typlcally
only avalilable at the state or
regional level

= Usual measures not
appropriate for small
communities

* Various tribal settings
across the nation are all
unique

AND ....

Northwest Portland Area Indian Health Board 31



Health Created at Community Level

# “Community health 1s | s -
profoundly affected by | -
the collective
behaviors, attitudes,
and beliefs of
everyone who lives In

the community.”
Healthy People 2010

If health Is created at the community level, health
status should be measured at the community level.

Northwest Portland Area Indian Health Board 32



The Indian Commumty Health Profile

The ICHP IS ar mstrument for assessmg
overall community health, which

#+Uses a broad definition of health

+Generates data that are useful and useable at the
community level

#+Contains 15 recommended health indicators

+\Works within the context and interest of
communities

+Engages the community In systematic approach
to eliminating health disparities
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What are Indicators?
A. Small bits of information that reflect the
status of a larger system.
B. Tools to make conditions visible when we
can’t examine a system directly or as a
whole.

C. Information that doesn’t tell us everything,
but can tell us enough to make good

decisions possible.
D. All of the above
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The 15 Recommended Indlcators

Grouped Into flve domams of health
* Soclo-demographic

* Health Status

»* Mental Health and functional Status

»* Health Risk Factors and Positive Health
Behaviors

#* Environment

Northwest Portland Area Indian Health Board e} 3]



Socm demographlc

= Rate of hlgh school graduatlon

* Proportion of children (0-18) who live with
natural parents, mother only, mother and
another adult, father only, father and
another adult, extended family member, or
other.
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Health Status

- Drevalence of dlabetes

» Rate of hospitalization for injuries and
noisonings.

» Rate of Years of Potential Life Lost (YPLL)

* Prevalence of caries (tooth decay) in 3-4
year old and 7-8 year old children

* Average number of healthy days for adults
and seniors In the past month

Northwest Portland Area Indian Health Board S



I\/Iental Health & Functlonal Status

»= Average number of healthy days for adults
and seniors In the past month.
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Health Risk Factors & Positive Health Behaviors

Proportlon of chlldren ages 2- 16 Who have i
weight associated with good health (i.e., a body
mass index (BMI) <85th percentile).

% Percentage of pregnancies with prenatal care
beginning In the first trimester.

* Rate of Pap smears within the past three years
among women aged 18-65.

* Prevalence of alcohol and other drug use among
adolescents.

 Prevalence of tobacco use among adolescents and
adults.
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Health Risk Factors & Positive Health Behaviors
* Proportion of adults who regularly engage in
physical activity of a duration and intensity
sufficient to promote health.

* Number and rate of confirmed cases of child abuse
and neglect.
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Environmental
* Presence of tribal ordinance requiring auto safety

restraint use and prevalence of auto safety restraint
use for infants, youth, and adults.
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Note:

* The Indian Community Health Profile is not
designed to collect standardized data for area level
analysis; It is designed to be useful to Indian

communities as a tool to assess and monitor their
overall health status over time.

* The 15 Indicators are recommended but not
required; communities may add to, delete from, or
modify the indicator list to meet their needs.
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Is Your Communlty Interested’?

= An ICHPP Toolklt IS avallable to help trlbal
communities plan and conduct their own
health profile.

* The Toolkit Is designed to be used by tribal
communities In partnership with regional
Tribal Epidemiology Centers or Indian
organizations that can offer technical and
logistical support for the project
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Are You Interested?

= A tribally-based working group iIs needed to
conduct and coordinate project activities at
the community level

»= Working group members should have a
variety of backgrounds and skills, and
perspectives on the community
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MEMORANDUM OF UNDERSTANDING

The <<tribe name>> Tribe
And
<<Tribal Epidemiology Center or other agency name>>

This Memorandum of Understanding (MOU) is made and entered into between the <<tribe
name>> Tribe and the <<Tribal Epidemiology Center or other agency name>>,

PURPOSE
The purpose of this MOU is to establish a general framework:

(A) For coordination and cooperation between the <<tribe name>> Tribe and the
<<Tribal Epidemiology Center or other agency>>to work on the Indian Community
Health Profile Project and related activities, and

(B) Upon which the staff of the Tribe and the <<Tribal Epidemiology Center or other
agency>> can jointly plan and carry out mutually beneficial programs and activities
consistent with each organization’s mission and objectives.

This agreement begins on <<date>> and ends on <<date>> when it will be subject to
renewal, revision and/or termination as agreed upon by the participants.

BACKGROUND

<<INSERT brief description of Tribe>>.

<<INSERT brief description of tribal epidemiology center or other agency>>.

The Indian Community Health Profile (ICHP) was designed by staff at the Northwest
Portland Area Indian Health Board as a “user friendly” set of health status measures
suitable for a tribal community of approximately 1000-5000 members. The instrument is
intended to provide the “average” Indian community with a feasible method of assessing

its overall health status and monitoring that health status over time.

STATEMENT OF MUTUAL BENEFITS

. Promotes opportunities for communities in defining their current overall health status,

implementing activities to improve overall health status, and measuring overall health
status on a regular basis to determine the amount of improvement.

. Ensures that the <<tribe name>> Tribe has access to a useful, usable, and valid way to

assess their overall health status.

. Promotes opportunities for community engagement in a systematic approach to

eliminating health disparities.
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V. COORDINATION AND COOPERATION
A. The <<tribe name>> Tribe will:

1. Obtain Tribal Council and/or Health Advisory Committee support or
permission to proceed with project, as necessary.

2. Develop a tribal implementation and evaluation plan and identify a process that
supports inclusion of all stakeholders in the project.

3. Develop a project budget to include project costs, e.g., staffing, survey
instrument, survey administration, etc.

4. Develop a project staffing plan. Participate in the recruitment, hiring and
training of staff and volunteers, if budget permits.

5. Participate in seeking additional funds to fund the implementation of the
project, if needed.

6. Select indicators and identify data sources for each indicator selected.

7. Obtain permission from Tribal Council and/or Health Advisory Committee,
and data managers to access outside data sources. Provide <<Tribal
Epidemiology Center or other agency>> staff with access to data sources, if
needed.

8. Provide information to assist in the development of a sampling frame for a
population-based survey, if needed.

9. Participate in the development and review of survey questionnaires, if needed.
10. Seek permission from schools to administer the YRBS-like survey, if needed.
11. Administer survey (if needed), analyze data, and create report.

12. Ensure that all <<Tribe name>> data are kept in a completely secure and
confidential manner.

13. Conduct professional and community forums to explain results of the profile.
14. Develop plans to address health priorities identified in the profile.
B. <<Tribal Epidemiology Center or other agency>> staff will:

1.  Work with Tribe in the development of an implementation and evaluation plan.
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2. Participate in the development of a project budget to include project costs, e.g.,
staffing, survey instrument, and survey administration.

3. Participate in seeking additional funds to fund the implementation of the
project, if needed.

4. Assist in the selection of indicators and assist Tribe in identifying primary and
secondary data sources for each indicator. Provide support for implementing
each of the indicators selected by the Tribe.

5. Examine samples of each source of existing data and assist in designing data
abstraction forms.

6. Assist Tribe to develop survey questionnaires, if needed. Revise questionnaires
as necessary and assist site in developing and executing sampling scheme.

7. Prepare or obtain survey interviewer training materials and program, if needed.
Train interviewers, or serve as a broker to obtain services for the Tribe.

8. Assist Tribe in conducting survey, analyzing data, and preparing report.

9. Assist Tribe to calculate indicators and to conduct professional and community
forums to explain profile results.

SIGNATURES

Tribal Chairperson or Health Director Date
<<Tribe Name>>

Director Date
<<Tribal Epidemiology Center or other agency>>
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[11. Creating a Working Group
Additional Resources

References on community engagement, community mobilization, and collaborations in

public health

Abatena, H. (1997). The significance of planned community participation in problem solving
and developing a viable community capability. Journal of Community Practice, 4(2), 13-
34. Contact a college or university library, or call the journal at 919-962-6455 to order.

Academy for Educational Development (AED), Porter Novelli, & Johns Hopkins University.
(1993). Coalitions and public health: a program manager’s guide to the issues. Wash-
ington DC: Academy for Educational Development. Contact AED at www.aed.org or
202-884-8000 to order.

Butterfoss, F.D., Goodman, R. M., & Wandersman, A. (1993). Community coalitions for
prevention and health promotion. Health Education Research, 8(3), 315-330. Contact a
college or university library to obtain a copy.

Butterfoss, F.D. et al. (1996) Community coalitions for prevention and health promotion:
Factors predicting satisfaction, participation, and planning. Health Education Quarterly,
23(1) 65-79. Contact a college or university library to obtain a copy. Note: this journal
recently changed its name to Health Education & Behavior.

Centers for Disease Control and Prevention. (1997). Principles of community engagement.
Atlanta, GA: CDC, Public Health Practice Program Office. Available online at: www.
cdc.gov/phppo/pce/index.htm

Community empowerment, participatory education, and health—part 1. (1994). Health Edu-
cation Quarterly (Special Issue), 21(2), 141-280. Contact a college or university library
to obtain a copy. Note: this journal recently changed its name to Health Education & Be-
havior.

Community empowerment, participatory education, and health—part 1l. (1994). Health
Education Quarterly (Special Issue), 21(3), 281-417. Contact a college or university li-
brary to obtain a copy. Note: this journal recently changed its name to Health Education
& Behavior.
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[11. Creating a Working Group
Additional Resources

Minkler, M. & Wallerstein, N. (1997). Improving health through community organization
and community building. In: Health behavior and health education: Theory, research,
and practice (K. Glanz, F.M. Lewis, & B.K. Rimer, Eds.). San Francisco, CA: Jossey-
Bass Inc. Contact a college or university library, or call the publisher at 877-762-2974 to
order.

Taylor-Powell, E., B. Rossing and J. Geran. (1998) Evaluating Collaboratives. The Univer-
sity of Wisconsin Extension Department, Madison Wisconsin. Available online at: http://
cf.uwex.edu/ces/pubs/pdf/G3658 8.PDF
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V. Developing an Indicator List

Six steps for developing your list

As you will see in the case studies for this
chapter, there is more than one way to go
about choosing your indicators. However,
we believe that the six steps below are all
necessary components of the process. If the
steps outlined below seem daunting at first,
remember that the time that you invest in
developing, getting feedback on, and refin-
ing your list of indicators will make a big
difference for the ease of data collection and
the clarity of your final report or other prod-
uct.

1. Revisit your overall goal or purpose
What is the tribe hoping to accomplish by
implementing the Indian Community Health
Profile (ICHP)? How do you envision the
profile results being used? You will already
have considered these questions during
planning, but it is important to remind your-
self of the project’s ultimate goals at each
stage, so that you set priorities, evaluate
data, and report on the profile results in
ways that will help you meet those goals.

2. Define the community

Who exactly makes up the community for
which you hope to develop a health profile?
Is the community for this project everyone
who lives on the reservation or tribal lands?
Is it only those residents who are enrolled
tribal members? Defining your community
at the outset will help the working group de-
cide where to look for data and how to cal-
culate the selected indicators. Defining
community for the project as a whole does

not prevent the group from choosing to fo-
cus some of the indicators on just one group
within the community (e.g. youth).

3. Obtain community input

The goal for this step is to solicit commu-
nity input on which health issues should be
addressed in your community health profile.
It is not necessary that you finish this step
with a fully defined list of explicit indicator
suggestions in hand. Instead, the aim
should be to develop a good understanding
of which health issues are important in the
community in order to guide your working
group as they narrow down the potential in-
dicators.

Most of the ICHP pilot sites chose to call a
community meeting, or a series of them, to
get input from tribal members. See the first
working example in this chapter for exam-
ples of how such meetings fit into the over-
all process of indicator selection. You are
the best judge of how such a meeting should
be conducted in your tribe, but here are a
few suggestions to help the process go
smoothly:

Start broadly - introduce the project, its
goals, the working group members, and
explain the purpose of the meeting.
Introduce the idea of indicators and de-
scribe how a set of indicators can be
used to provide a broad, quantitative
overview of community health.

Ask people to brainstorm about what
health issues are currently important for
the tribe and what issues they think will



V. Developing an Indicator List

WORKING EXAMPLE - COMMUNITY INPUT

The means by which community input was
incorporated into the indicator selection
process differed in each of the ICHP pilot
sites. In one of the smaller tribes, a long
initial list of indicators was generated at an
enormous community-wide meeting. The
project working group then tried to group
the suggestions into categories and pick the
1 or 2 indicators that they felt best repre-
sented each category. A second large com-
munity meeting was held for people to re-
view and respond to the working group’s
work, and the final list was submitted to
the Tribal Health Committee for approval.

In a different site, a public meeting was
held, but did not generate many specific
ideas for potential indicators. Instead, the
project working group, which had been as-
sembled to represent a wide variety of
tribal health and social services, developed
the indicator list. It was submitted to the
Tribal Health Committee for approval and
then announced to the community through
various tribal media (e.g. newspapers).

As you plan your indicator selection proc-
ess, take some time to consider what meth-
ods will be feasible for gathering commu-
nity input and which will serve your pro-
ject goals best in the long run.
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be important five, 10, or 20 years down
the road. Write down all the ideas on a
chalkboard or on flipcharts, where peo-
ple can see them.

- Have the participants help you group the
issues they identified into different do-
mains or areas of health. If people find
it difficult to come up with groupings,
you may want to use the headings from
the ICHP recommended indicators list.

« Once you have a list of health concerns
organized into different topic areas, ask
people to reconsider the list and make
sure that no important issues or areas of
health have been neglected. Add the
new suggestions as necessary.

- If many topics have been identified,
consider working with participants to
prioritize the health concerns identified
within each domain. One relatively
straightforward method of prioritization
is to ask participants to vote on which
three issues or concerns they would
choose to represent each area or domain
of health. Record the number of votes
for each issue within a given domain,
and use those as an indication of com-
munity priorities.

- Wrap up the meeting by thanking atten-
dees for their participation, outlining
what the project’s next steps will be,
and letting people know how they can
contact the working group to receive
further information about the project.

Even if it is several weeks after the commu-
nity meeting when the list of indicators is
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finalized, it is important to let community viously conducted surveys or Government
members know how their input was incor- Performance and Results Act (GPRA)
porated by distributing or publicizing the measures. Doing so might give you new
final list. A second community meeting ideas and let you know what to avoid. For
could be held to announce the indicators, or example, if any other health data collection
the list could be published through tribal IS going on in the community, it would be a
media (newspapers, radio, etc.). pity to duplicate efforts by collecting the

same information. The process of finding
4. Review existing models and reviewing existing data sources will
We highly recommend that you assess the also allow you to make connections with
15 ICHP recommended indicators to see if people and groups who may be helpful to
any correspond to the health concerns iden- you as the project progresses.

tified by tribal members in the previous
step. The ICHP was designed by a group of 5. Compose your own indicator list
tribal leaders and Indian health experts with Based on your project goals and the input

a great deal of public health experience received from community members, and

among them. The recommended indicators keeping in mind both the ICHP recom-

represent several important domains of mended indicators and any other health in-

community health (physical, mental, social, dicators being used locally, your working

behavioral, & environmental), include group should now come up with its own

many of the health issues that dispropor- rough list of potential indicators. Each of

tionately affect American Indians and the chosen indicators should be:

Alaska Natives (Al/AN) today, and are fea-

sible for use in tribes of 1000-5000 mem- - Relevant to your project goals

bers. While you are of course free to mod- - Important and understandable to

ify the indicators to meet your needs, they community members

are an excellent resource that should not be - Readily measurable or have existing

overlooked. A list of the 15 recommended data available

indicators can be found in the Introduction. - Valid - truly measure what you want to

In addition, a list of the indicators and re- measure

lated data sources used by the ICHP pilot « Reliable - consistently measure the

sites can be found in the Additional Re- same thing

sources section on page 64. - Calculable without complicated statisti-
cal analysis

Similarly, you should review any existing - Worded positively where possible (e.g.

sources of health indicator data that are al- number of children with a healthy body

ready available for your tribe, such as pre- weight, rather than the number of over-
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V. Developing an Indicator List

weight children)

- Leading - capable of highlighting issues
that the tribe will have to address in the
future, even if they are not currently
acute problems. For example, instead of
counting the number of people with di-
agnosed cardiovascular disease (CVD),
count the number at risk for CVD be-
cause of high blood pressure, over-
weight, sedentary lifestyle, and so on.

An essential part of developing an indicator
list is identifying potential data sources.
Without at least an idea of what information
you will need to calculate an indicator and
where you might find or collect it, you will
find it difficult to evaluate whether a pro-
spective indicator meets the criteria listed
above. So as you add each new indicator to
your list, take the time to discuss explicitly
how you plan to calculate each measure and
where the relevant data can be found or col-
lected.

If you choose to use any of the ICHP rec-
ommended indicators, you are one step
ahead; an Indicator Development Work-
sheet with suggestions of potential data
sources and calculation methods for each of
the ICHP indicators is included in the Tools
section of this chapter, page 56, and on the
Tools CD. If you are developing some indi-
cators of your own, you can still use this
worksheet format to help plan your strategy
for each measure. Further details about data
collection and indicator calculation can be
found in Chapter IV. But whether or not
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you choose to add any new indicators, you
should still have your indicator list re-
viewed for validity and feasibility, which is
the next step.

6. Seek technical feedback

No matter how important the topic or how
many people voted for it, an indicator is of
little use unless it can be measured in an ac-
curate and meaningful way over time. For
this reason, it is essential to have your pro-
posed list of indicators and indicator data
sources reviewed by people with some ex-
pertise in statistics or epidemiology and a
good knowledge of local data sources. If
your working group includes such individu-
als, the review can be done in-house, at the
same time as step #5. If your tribal epide-
miology center for another organization will
be helping you with the technical review,
you have the option of including them for
the discussions in step #5 (“Compose your
own indicator list,” page 52), or asking
them to review the draft indicator list after-
wards.

What is the right number of indicators?
As was the case for deciding how many
people to include in the working group, bal-
ance is the key to answering this question.
You will need enough indicators to be able
to get a sense of how the community is do-
ing in each domain of health that was iden-
tified as important. At the same time, hav-
ing too many indicators means that your
working group will be overburdened and
the impact of your profile results will be di-
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minished by the amount of information your
audience will have to digest. For tribal
communities of approximately 1000 - 5000
members, we think 15 - 18 indicators is
about the right number.

Challenges

Following these six steps should help you
produce an indicator list that is both techni-
cally sound and reflective of community
health priorities. However, the process of
selecting indicators is not always straight-
forward.

It can be difficult to come up with a list of
indicators that reflects everyone’s priorities
and satisfies all the relevant criteria. For
example, there may be some topics that the
working group thinks are important, but that
community members are not concerned
about or feel are too sensitive to include in
the profile (e.g. child abuse, suicide, or in-
come). On the other hand, there may be
some issues that have really captured the
community’s attention (e.g. fetal alcohol
syndrome), but that the working group or
technical experts think cannot be measured
accurately at the tribal level. In such situa-
tions, political and interpersonal skills will
be necessary in order to make sure that all
parties have their voices heard and that the
final list of indicators is acceptable to all.

Settling on a final list of indicators can also
be challenging because the process of indi-
cator selection overlaps fairly heavily with
that of data collection. As noted earlier, it is

WORKING EXAMPLE - CHALLENGES

One of the ICHP recommended indicators is
the rate of hospitalizations for injuries and
poisonings. You have decided to adopt this
indicator and have identified a linkage with
a highly-regarded outside data source as the
primary means by which you will collect the
necessary information. However, it often
takes a considerable amount of time (and a
formal application) to access outside data,
so your project is well past the indicator se-
lection stage by the time you actually re-
ceive the data. When you examine the infor-
mation, you realize that only those hospitali-
zations that were paid for by Contract
Health are included. Community members
who were hospitalized for an injury but who
paid out of pocket or with private insurance
will not be counted, and you have reason to
believe that this is a large number of people.
What can you do at this point?

One option is to use the indicator as it was
originally written and simply plan to em-
phasize the limitations of the data you will
report. Another is to find a different source
of data, such as questions about past-year
hospitalizations on a community survey.
Finally, you could acknowledge that good
data were not available for the indicator as
written and report instead an alternate meas-
ure of the burden of injuries in the commu-
nity, such as the rate of injury-related visits
to the tribal clinic. Once again, the decision
rests with your project working group and
its technical advisors.
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often necessary to examine samples of data
to determine whether or not a particular in-
dicator is feasible as written. In some
cases—especially when you plan to collect
your own data—this makes it difficult to de
cide when to stop revising your indicator
list and start data collection in earnest. See
the text box on the previous page for a con-
crete example of this situation.

In spite of these challenges, selecting and
refining your indicators can be one of the
most exciting phases of a community health
profile project. Enjoy it!

56

Indicator List



Indicator Development Worksheet

This worksheet provides suggestions of data sources and calculation methods for the 15 Indian Community Health Profile (ICHP)
recommended indicators. Blank lines are included at the end of the worksheet for your profile working group and its technical
advisors (a tribal epidemiology center or other organization with public health expertise) to use when planning new indicators or
variants of the recommended ones.

Please note: for the purposes of the examples in this worksheet, the community of interest was assumed to be tribal members living on
a reservation. If you have defined community differently for your project, you will have to change some of the suggested calculations,

and in some cases the data sources, to reflect the community for which you are creating a health profile.

Rate of high school graduation

Calculation Data source(s) Notes
A. Total number of graduates from reservation high schools in years School records; tribal This calculation will produce a
X+4,Y+4andZ +4 education office rate* per 1,000 students. It does
- - x 1,000 not count students who receive a
Total number of graduates from reservation middle schools GED, or those who take more or
in years X,Y,and Z less than 4 years to graduate.
B. Number of survey participants aged 18 - 25 who report having a Representative** survey This calculation is restricted to ages
high school diploma % 100 of adult tribal members 18-25 in order to approximate the

Total number of survey participants aged 18 - 25

living on reservation

current graduation rate for the tribe.

Proportion of children (0-18) who live with (a) both natural parents, (b) mother only, (c) mother and another adult, (d) father only, (e) father and
another adult, (f) other.

Calculation

Data source(s)

Notes

A

Number of survey participants who report each
category of living arrangement

Total number of survey participants

x 100

Representative survey of
adult tribal members

It is usually not feasible to survey
young children directly, so using a
youth survey as the data source here
will restrict the age range for which
this indicator can be stated.
Consider surveying the caretakers
of younger children if it is
important to the tribe to have data
for that age group.
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Prevalence of diabetes

Calculation

Data source(s)

Notes

A

All tribal members on reservation who are active users of
the tribal or IHS clinic and have been diagnosed with diabetes

All tribal members on reservation who are active users of tribal or IHS clinic

x 100

RPMS or tribal clinic
records

Only active clinic users (i.e. those
people who have sought medical
attention) are included in this
calculation, which may result in an
overestimate of the true prevalence
of diabetes in the community.

Number of survey participants who report having diabetes
Total number of survey participants

x 100

Representative survey of
tribal members living on
reservation

It is usually not feasible to survey
young children about their medical
diagnoses, so using a survey as the
data source for this indicator will
restrict the age range for which
diabetes prevalence can be stated.

Rate of hospitalization for injuries or poisonings

Calculation

Data Source(s)

Notes

A

All tribal members on reservation who are active users
of tribal or IHS clinic and whose records indicate hospitaliztion
for injury or poisoning in past year (ICD-9-CM codes 800 - 999)

All tribal members on reservation who are active users of
the tribal or IHS clinic

x 1,000

RPMS or tribal clinic
records;

Linkage with hospital
discharge database

This calculation produces a rate per
1,000 people.

Before using RPMS or tribal clinic
records as the data source, find out
whether these records are regularly
updated with data from all hospitals
in the area that might treat injured
tribal members. If accurate data
cannot be obtained from RPMS or
clinic registries, consider a linkage
with your state’s hospital discharge
data, or consider reporting the rate
of clinic visits instead of the rate of
hospitalization.

Number of survey participants who report hospitalization for injury
or poisoning in past year

Number of survey participants

x 100

Representative survey of
tribal members on
reservation

It is usually not feasible to survey
young children about their medical
diagnoses, so using a survey as the
data source for this indicator will
restrict the age range for which
injury rates can be stated.
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Rate of YPLL (Years of Potential Life Lost)

Calculation

Data Source(s)

Notes

A

S (65-age at death for each tribal member on reservation
who has died within time period of interest)

Total number of tribal members aged 65 and under on reservation
intime period of interest

1000

IHS or tribal death
records;

Linkage with state vital
statistics data

If a person dies at age 65 or older,
zero (0) years of potential life are
assumed to be lost.

This calculation produces a rate per
1,000 people.

If tribal death records are not
complete or up-to-date, it may be
necessary to do a linkage with state
death records in order to get
accurate death information for tribal
members.

Prevalence of caries (tooth decay) for 3-4 year olds and 7-8 year olds

Calculation Data Source(s) Notes
A. Number of 3-4 year old dental patients ever diagnosed with caries Tribal or IHS dental clinic | Itisagood idea to assess what
Total number of 3-4 year old dental patients records proportion of children in these age
groups regularly goes to the dental
. ] ) ] clinic before doing this calculation.
Number of 7 -8 year old dental patients ever diagnosed with caries « 100
Total number of 7 -8 year old dental patients
B. Number of 3-4 year olds examined who were found to have caries On-sight dental exam of a | If IHS or tribal dental records are
Total number of 3-4 year olds examined x 100 representative group of 3-4 | not complete or up-to-date and you
and 7-8 year old tribal have the necessary resources, a
] . members on reservation direct dental assessment of eligible
Number of 7 -8 year olds examined who were found to have caries « 100 children may be a better data source

Total number of 7 - 8 year olds examined

for this indicator.
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Average number of healthy days in past month for adults and seniors

Calculation

Data Source(s)

Notes

A

Total number of daysin past month when survey participants reported that
both their physical and mental health were good

Total number of survey participants

Representative survey of
adult tribal members on
reservation

This indicator is based on a self-
report measure developed by the
Centers for Disease Control and
Prevention.! Data for this indicator
can only be collected by means of a
community survey.

Proportion of children (ages 2-16) who have a weight associated with good health

Calculation

Data Source(s)

Notes

A

Number of active clinic users aged 2 - 16 with a recent
Body Mass Index (BMI) measure = 18 and <25

Total number of active clinicusers age 2-16

x 100

RPMS or tribal clinic
records

Only those children who are active
clinic users and have had recent
height and weight measurements
taken will be included in this
calculation. If a significant
proportion of tribal children do not
fall into this category, consider a
different data source.

Number of survey participants whose reported height & weight
resultina BMI of =18 and <25

Total number of survey participants

x 100

Representative survey of
tribal youth on reservation

Very young children are often not
able to report their height and
weight accurately, so using a survey
as the data source will restrict the
age range for which this indicator
can be reported.

Number of youth whose measured height & weight result ina BMI <25
Total number of youth measured

x 100

Direct assessment of a
representative sample of
youth (e.g. Head Start
enrollees, elementary or
high school students)
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Proportion of pregnancies with prenatal care beginning in the first trimester

Calculation

Data Source(s)

Notes

A

Number of female tribal members on reservation who have been pregnant
inthe last X years and who started prenatal care inthe first trimester

Number of female tribal members on reservation who have been
pregnant inthe last X years

x 100

RPMS;
Tribal clinic, MCH clinic,
or WIC clinic records.

If using these data sources, find out
whether they will include data on
women who receive prenatal care
from an outside organization or
give birth off the reservation.

If only a small number of
pregnancies occur each year in your
tribe, several years of data will be
necessary in order to make this
calculation meaningful.

Number of female survey participants who report a pregnancy within the
past X years for which they started prenatal care inthe first trimester

Representative survey of
tribal members on

If only a small number of
pregnancies occur each year in your

Number of female survey participants who report a pregnancy x 100 reservation tribe, several years of data will be
within the past X years necessary in orde_r to make this
calculation meaningful.
Rate of women age 18-65 who have had a Pap smear in the past 2 years
Calculation Data Source(s) Notes
A RPMS or tribal clinic This calculation produces a rate per
registry 1,000 women.
Number of 18-65 year old active female users of tribal or IHS clinic . .
who have received a Pap smear in past 24 months Only active clinic usersare
- - ——x 1,000 included in this calculation, which
Number of 18 -65 year old active female users of tribal or IHS clinic .
may lead to an overestimate of the
proportion of women in the tribe
who have had a recent Pap smear.
B. Number of female survey participants aged 18 - 65 who report Representative survey of
a Pap smear within the past 2 years % 100 adult tribal members on

Number of female survey participants aged 18 - 65

reservation
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Prevalence of alcohol and other drug use among adolescents

Calculation

Data Source(s)

Notes

A

Number of youth survey participants who report using alcohol or drugs
at least once within the past month

Representative survey of
tribal youth on reservation

Anonymous or confidential surveys
usually provide more accurate data
about teenage substance use than
clinical data sources.

Depending on the level of

x 100
Total number of youth survey participants substance use in which the tribe is
interested, you might want to
change the frequency of drug use in
the numerator of this calculation to
2 or 3 times a month.
Prevalence of tobacco use among adolescents and adults
Calculation Data Source(s) Notes
A. Number of youth survey participants who report smoking cigarettes or _ Anonymous or confidential surveys
chewing tobacco within the past month % 100 Representative survey of | usually provide more accurate data
Total number of youth survey participants tribal youth on reservation | about tobacco use than clinical data
sources.
.. . . Representative survey of
Number of adult survey participants who report smoking cigarettes or :
d P adult tribal members on
chewing tobacco within the past month :
x 100 reservation

Total number of adult survey participants

Proportion of adults who regularly in physical activity of a duration and intensity sufficient to promote health

Calculation

Data Source(s)

Notes

A

Number of survey participants who report at least 30 minutes of moderate
exercise 5 times a week or 20 minutes of vigorous exercise 3 times a week

Total number of survey participants

x 100

Representative survey of
adult tribal members on
reservation
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Number and rate of confirmed cases of child abuse and neglect

Calculation

Data Source(s)

Notes

A Number of confirmed cases of child abuse or neglect among
tribal youth on reservation

Number of confirmed cases of abuse and neglect among
tribal youth on reservation

- - x 1,000
Total number of tribal youth on reservation

Tribal or other court
records;

Tribal or other child
protection agency records

Child abuse is typically under-
reported, so this calculation may be
an underestimate of the true amount
of abuse or neglect.

The rate produced in calculation is
per 1,000 children

Number of youth survey participants who report having ever experienced
physical or or sexual abuse at the hands of an adult

Total number of youth survey participants

x 100

Representative survey of
youth on reservation

Anonymous or confidential surveys
usually provide slightly more
accurate data about abuse and
neglect than law enforcement or
social service data, but
underreporting is still a concern.

It is usually not feasible to survey
young children about these topics,
so using survey data will restrict the
age range for which this indicator
can be reported.

Presence of tribal ordinance requiring automobile safety restraint use; prevalence of restraint use

Calculation Data Source(s) Notes
A . . Tribal code or other tribal
None for presence of tribal ordinance
government documents
B. Number of survey participants who report™ always" or" mostly" Representative survey of
wearing seatbelts and making children wear seatbelts or use child safety seats adults and youth on
— X100 | reservation
Total number of survey participants
C. Representative,

Number of car drivers and passengers observed to be
wearing safety restraints

Total number of drivers and passengers observed

x 100

observational survey of
motor vehicle occupants
on reservation
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Calculation Data Source(s) Notes

Calculation Data Source(s) Notes

* Arate is a fraction in which the numerator (top number) is those people who have the disease or other characteristic of interest and
the denominator (bottom number) is those people who are at risk for having the disease or characteristic.

** A representative survey is one in which a relatively small group of people are selected for participation in such a way that they
represent the entire community. This means that the data from the survey can be generalized to the whole community.

References

1. Centers for Disease Control and Prevention. (2000). Measuring healthy days. Atlanta, GA: CDC. Accessed 12/15/02 at:
http://www.cdc.gov/nccdphp/hrgol/pdfs/mhd.pdf
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V. Developing an Indicator List
Additional Resources

ICHP Pilot Site Indicators & Data Sources

Indicator

Tribe A

Tribe B

Tribe C

Socio Economic

School Attendance Rate

School records

School records

* | High School Graduation Rate School records School records
Male Presence in Household Population-based survey Population-based survey
* | Family Structure Population-based survey Population-based survey Population-based survey
Population-based survey Population-based survey Population-based survey
Employment Status and Tribal Census data and Census data
Health Status
Teen Birth Rate Contract health data
Prevalence of Asthma Population-based survey Population-based survey
* | Years of Potential Life Lost Ir_elélgra:j%e with state death Ir_elélgra:j%e with state death Tribal health records
* | Prevalence of Caries in Children gceﬁgo?tlsﬂr(ta ;:udreElementary Dental and Head Start data | Dental Clinic
*

Prevalence of Diabetes

Community Health Nurses

Population-based survey

Population-based survey

Rate of Hospitalizations for Injury and Poisoning

Data linkage

Population-based survey

Population-based survey

Rate of Hospitalizations for Alcohol-related
Injuries

Data linkage

Mental Health and Functional Status

Suicide Ideation and Attempts

Population-based survey
and youth survey

*

Average Number of Healthy Days for Adults and
Seniors

Population-based survey

Population-based survey

Population-based survey

* Signifies that the indicator is one of the 15 ICHP recommended indicators
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Health Risk Factors, Positive Health Behaviors

Prevalence of Alcohol and Drug Use

Population-based survey
and youth survey

Population-based survey
and youth survey

Population-based survey
and youth survey

Prevalence of Tobacco Use

Population-based survey
and youth survey

Population-based survey
and youth survey

Population-based survey
and youth survey

Number and Rate of Confirmed Cases of Child
Abuse and Neglect

ICW, Tribal Police

Unknown as of to date

Tribal Court Records

Proportion of Adults and Youth who Regularly
Engage in Physical Exercise

Population-based survey
and youth survey

Population-based survey
and youth survey

Population-based survey
and youth survey

Number of Hours Spent Viewing TV, computer,
Video Games

Population-based survey
and youth survey

Percentage of Pregnancies with Prenatal Care in
First Trimester

Population-based survey

Population-based survey
and RPMS data

RPMS records

Rate of Cancer Screening in Adults (Pap in all
sites; breast and colon in Tribe A)

Population-based survey

Population-based survey

Population-based survey

Prevalence of Children who Have a Weight
Associated with Good Health

Head Start and Elementary
School Measure

MCH and youth survey
data

RPMS

Environment

Number and Rate of Alcohol-related Arrests

Tribal police data and
Court records

Number and Rate of Violent Crimes (including,
domestic, and youth violence)

Tribal Police Data

Presence of Tribal Ordinance Requiring Auto
Safety Restraints Use, and Prevalence of Auto
Safety Restraint Use (adult, youth, infant)

Tribal Police Data and
Population-based survey

Tribal Police Data and
Population-based survey

Tribal Police Data and
Population-based survey

Tribal Health Service Use

Population-based survey

Source of Drinking Water

Population-based survey

Type of housing

Tribal Census

* Signifies that the indicator is one of the 15 ICHP recommended indicators
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V. Collecting and Analyzing Data

By this point, your working group has de-
veloped a list of indicators that will provide
a broad picture of health at the community
level. The next step is to collect the infor-
mation needed for each indicator. In this
chapter, we present the two primary means
by which the Indian Community Health
Profile (ICHP) pilot sites gathered their in-
formation and we discuss some of the things
you will need to keep in mind for each
method. Please note, however, that we do
not provide step-by-step instructions about
how to abstract data from existing records,
design a community survey, or conduct data
analysis. For this level of support, your
working group will need to make use of the
technical experts to whom it has access
(either internally or externally). You may
also wish to consult the list of data collec-
tion and analysis manuals that is included in
the Additional Resources section of this
chapter.

New data vs. existing data

In the ICHP pilot sites, information was
gathered in two primary ways: from exist-
ing records and through original surveys or
assessments. There are advantages and dis-
advantages to each method. Gathering in-
formation from existing records is generally
much cheaper and much quicker than col-
lecting your own data, and the process can
help you build relationships with the com-
munity agencies that hold the information.
In many cases, however, the information
you want may not have been collected be-
fore. If it has, it may not be organized in
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the way you need (e.g. you can find the rate
of tobacco use on the reservation, but not
for youth specifically). It can also be diffi-
cult to find out how and from whom the in-
formation in existing records was collected,
details that are crucial for judging the qual-
ity of the data.

Planning and conducting your own data col-
lection, whether it be a community survey
or a dental assessment of preschool-aged
children, means that you will have a better
chance of getting the information that you
want in the format that you need and for the
time period in which you are interested.
Community health surveys are particularly
valuable because they can represent the
whole tribe, not just the people receiving
medical services, and they can provide in-
formation about health behaviors and atti-
tudes that you simply cannot get any other
way. These advantages are part of the rea-
son that several of the ICHP recommended
indicators were designed to be measured
through community-based surveys.

Doing original data collection is often ex-
pensive and very time-consuming. Signifi-
cant input from survey design or statistical
experts is required for the resulting data to
be of high quality. For most community
health assessment projects, a mix of original
and existing data is used. Your working
group and its technical support partners will
have to decide which type of data is most
appropriate for each of the indicators they
have chosen. Further details about working
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with both kinds of data are provided below
to help you make this decision.

Considerations for using existing data
Finding it

If you want to use existing information in
your tribal health profile, you have to find it
first. There are many places to look and
people to ask for health data pertaining to
your tribe. Suggestions of potential data
sources for the 15 recommended ICHP indi-
cators can be found in the Indicator Devel-
opment Worksheet in the Tools section of
Chapter IV and a list of more general ideas
is provided below:

Medical or Clinical Data

« Clinical databases used by the Indian
Health Service (IHS) or your tribal
health department, e.g. RPMS
(Resource and Patient Management Sys-
tem).

- Records from hospitals, clinics, or
health maintenance organizations that
serve tribal members.

- County or state health department files,
e.g. hospital discharge data or death re-
cords.

- Health projects or research studies that
the tribe has conducted in the past.

« Special disease registries or information
systems, e.g. the National Cancer Insti-
tute’s SEER (Surveillance, Epidemiol-
ogy, and End Results) Registry.
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Legal and Social Service data

- Tribal, state, or county law enforcement
and court records.

- Records of social service agencies, e.g.
Child Protective Services or Elder Af-
fairs office.

Socio-demographic Data

- Tribal or national census.

- School records from Head Start through
high school or from the tribal education
office.

- Tribal enrollment, administration, and
housing office records.

- Tribal labor force reports.

- Local BIA (Bureau of Indian Affairs)
office information.

Assessing the quality of existing data

Once you find information that seems to fit
your needs, you’ll need to review it to en-
sure that it can be used with confidence.
This is an important step, because your pro-
file will only be as accurate as the informa-
tion on which it is based. Again, you’ll
want to ask the technical experts available
to your working group for a definitive
evaluation, but there are two main sources
of data error that you should keep in mind.

Selection bias

Selection bias occurs when there is a sys-
tematic problem in how subject were cho-
sen to participate in a study or otherwise
provide data. Here are some general ques-
tions to ask when assessing whether the data
you hope to use suffer from selection bias:
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WORKING EXAMPLE - Assessing the quality
of existing data

You have chosen to include an indicator re-
lating to gang membership in your commu-
nity health profile. You think you can use
existing data to satisfy this indicator be-
cause a survey including questions about
community violence was recently con-
ducted at the tribal high school and your
working group has access to the data. Spe-
cifically, you know that 36% of the partici-
pants in the survey answered ‘yes’ to the
question: “During the past 12 months, have
you been a member of a gang?”

This may seem like the very information
you are looking for, but consider how the
question was asked before you accept the
statistic. How certain are you that the stu-
dent participants understood “gang” to
mean the same thing you do? If any of the
students were thinking of a gang simply as
a group of friends, you don’t want to use
that number for your indicator. Similarly,
do you think the participants understood the
question to be asking about gang member-
ship at any time during the past 12 months,
or during the whole past year? A student’s
answer might change depending on which
time period she or he had in mind.

Sometimes, the questionnaires or criteria
used to collect existing data will have been
pilot tested to test for possible bias. If so,
you can have more confidence in the data.
More often, however, you are unable to dis-
cover how well the statistic you are inter-
ested in—gang membership in this case—
has been measured. In this situation, it is
up to working group members and techni-
cal experts to judge whether or not the data
are acceptable for use in your Profile.
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If you are hoping to use information that
comes from just a portion (sample) of
the people in the population of interest,
was that sample selected in a way that
would adequately represent the commu-
nity for which you are creating a health
profile? For example, if you want to
pull records from a clinical source like
RPMS, are you confident that the people
in the RPMS database are a good repre-
sentation of the whole community and
not just those people who regularly seek
health services?

Avre the data you hope to use based on
enough people or records? Statistics
that are derived from only a few people
are not very meaningful. For example,
the results of a community survey might
tell you that in 2002, 75% of pregnant
women started prenatal care in the first
trimester. This sounds good, until you
find out that a total of only eight preg-
nant women were selected to participate
in the survey. As a general rule, be cau-
tious about using information that is
based on fewer than 25 people or cases.
More specifically, ask your technical
advisors to judge whether the data are
based on enough people or cases for you
to generalize the results to the commu-
nity as a whole.

Were people selected to participate in
data collection in such a way that no one
group inadvertently became more likely
to be asked to provide data than any
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other? For example, if you are planning
to use data from a household telephone
survey, be aware that people who did
not have working phones at the time of
the survey were obviously not eligible
for selection. If people without tele-
phone are somehow different than peo-
ple with phones in a way that relates to
the study topic (e.g. health status), then
the survey data will contain significant
selection bias.

Continuing with the above survey exam-
ple, did most of the people who were
selected to participate actually go on to
provide data? If not, do the non-
respondents differ from respondents in
any important way? In one of the ICHP
pilot sites, for example, Indian commu-
nity members responded to a survey at a
higher rate than non-Indians. Be cau-
tious about using data from a survey in
which the overall response rate was low
and in which participants and non-
participants were not similar.

Information bias

Information bias occurs when there is a sys-
tematic problem in how information is ob-
tained from study subjects. Here are some
general questions to ask when assessing
whether the data you hope to use suffer
from information bias:

When were the data collected? If the
most recent data about violent crime on
the reservation are eight years old, they
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won’t paint a very accurate picture of
the current situation. Even if you have
longitudinal data—repeated measure-
ments of the same variable over time—
try to make sure that the most recent
piece of information is as up-to-date as
possible.

Are the questions or criteria that were
used to generate the data you are inter-
ested in clear, understandable, and not
slanted in a way that would influence
the results? If, for example, you are
hoping to use the results of a previous
community skin cancer screening for
one of your indicators, are you certain
that the criteria for diagnosing skin can-
cer were clear and followed consistently
by all examiners? See the working ex-
ample on the previous page for an illus-
tration of this concept in relation to sur-
vey data.

Considerations for collecting new data
What methods should be used?

There are many ways to collect your own
data about the health status, behaviors, and
beliefs of people in the community. Since
most of the ICHP indicators relate to what
proportion of the community has a particu-
lar health condition or engages in a particu-
lar health-related behavior, the ICHP pilot
sites relied primarily on community surveys
and direct assessments when collecting their
own data. All three pilot sites conducted
surveys with both youth and adults, and a
few sites carried out direct measurement ac-
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tivities as well (e.g. going to schools to
measure students’ heights and weights, or
stationing observers at an intersection to
count how many people are wearing seat-
belts).

If you are planning a survey with either
youth or adults, we suggest that you con-
sider the survey instruments used in the Be-
havioral Risk Factor Surveillance System
(BRFSS) and the Youth Risk Behavior Sur-
veillance System (YRBSS), conducted by
the Centers for Disease Control and Preven-
tion. Many tribes conduct their own ver-
sions of these surveys, and the ICHP pilot
sites modified the BRFSS and YRBSS
questionnaires to help them collect the in-
formation needed for their indicators. Be-
cause the BRFSS and the YRBS question-
naires probably cover a wider range of
health topics than your chosen indicators,
you might want to look for partners in the
community who would help you mount the
surveys in return for access to some of the
data. For more information on the BRFSS
and YRBSS, please see the Additional Re-
sources section of this chapter.

Planning for quality data

When collecting your own data, the best
way to reduce bias is to design your project
carefully and monitor the process closely.
We strongly recommend that you make use
of the statistical, epidemiological, or survey
design expertise of your technical advisors
in order to ensure that every step of your
data collection produces good quality infor-
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WORKING EXAMPLE - Original Data

You are planning to conduct a survey of
adult community members to collect data
for your health profile indicators. Your
profile working group has defined the
community as anyone living on the reser-
vation, regardless of race or tribal mem-
bership. So you will need some kind of
list of all people living on the reservation
from which to select a representative
group of survey participants. Where can
you find such a list?

A list of patients from RPMS or your
tribal clinic database will only include
those people who regularly use health ser-
vices, and the health status of those people
tends to differ significantly from non-
users. In addition, many clinic users may
not actually live on the reservation, but
just return to get health care. If that is the
case, you may end up selecting many peo-
ple from the list who are not actually part
of the community as it was defined for
your project. Using a geographic list (such
as a register of all residences on the reser-
vation) is another option, but it can be re-
source-intensive and the planning be-
comes complicated by the need to go from
selected residences to selected individuals.

One of the ICHP pilot sites faced a similar
situation and chose to use an RPMS-based
list. It was a very reasonable choice, but
one consequence was that the site had to
be very careful when presenting the re-
sults to explain exactly to whom the data
did and did not apply. If you are planning
some survey data collection, your working
group’s technical advisors should be able
to help you decide among the different op-
tions for selecting participants.
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mation. The same general principles that
you would use to judge existing data (see
page 68) apply when you are making plans
to collect new data. These principles are re-
stated below in the form of things to keep in
mind when planning for quality data.

Selection bias
How do you plan to select the people
who will participate in your data collec-
tion? Make sure that the group of peo-
ple from which you will choose partici-
pants is a good representation of the
community. See the working example
on the previous page for more details on
this topic.

How many participants will you need to
be able to have confidence in the accu-
racy of your results? Make sure that
you sample enough people and select
them in a way that does not unintention-
ally favor one group over another. The
statisticians or survey specialists with
whom you are working can help you
calculate the number of participants or
cases needed, but remember to recruit
even more to allow for those who de-
cline, drop out, or cannot be located.

How will the data be collected? If you
are conducting a survey, which method
do you think will result in the best re-
sponse rate: face-to-face, over the tele-
phone, or self-administered? If you plan
to use survey interviewers, would com-
munity members or outside personnel be
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better received by participants?

Information bias
What questions or criteria will you use
to collect the information you are inter-
ested in? Make sure that the questions
pr criteria are clear, not constructed in a
way that would make some responses
more likely than others, and that they
ask for the information you really want.
If you are doing a survey, you should
also ensure that the language you use is
at the right level, neither too compli-
cated nor too simple, for the intended
respondents.

How will you ensure that the data are as
complete as possible and contain a mini-
mum of errors and inconsistencies?
Monitor the data collection process
closely to check whether all the infor-
mation is being recorded accurately. It
is also an excellent idea to provide train-
ing for anyone involved in collecting the
data or entering it into a database.

In addition to these considerations, there are
many logistical and administrative decisions
to make when collecting your own data.
However, these decisions are not covered in
detail here. See the references provided in
this chapter’s Additional Resources section
for more information on those topics.

Human subjects protection
If you are hoping to collect new data for
your community health profile project, one
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of the most important things to think about
is how to protect the rights and confidential-
ity of the people from whom you want to
collect data. In some cases, it may be re-
quired that your plans for data collection be
formally approved by an Institutional Re-
view Board (IRB), a committee that reviews
research activities to ensure that people will
be well-informed about the risks and bene-
fits of their participation. Whether or not
your project requires IRB review depends
on several things including who will be par-
ticipating and what you want to do with the
data. But even if your data collection proc-
ess does not require official review, many
IRBs are willing to read over proposals in-
formally and offer their suggestions.

Each IHS Area, as well as many universities
and research institutions, administers an
IRB. To find out whether the data collec-
tion activities you have in mind will need
formal IRB approval, or to ask for advice,
contact the IHS IRB in your area. A list of
these Boards and their contact information
is provided in the Additional Resources sec-
tion of this chapter.

Calculating the indicators

Once all the relevant data have been col-
lected, it will be necessary to make a few
final calculations in order to produce the
number, proportion, or rate specified in
each indicator. For the most part, these cal-
culations are very straightforward and this
step should be a snap after all the work that
has been done to collect the data. If you
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have chosen to use any of the 15 ICHP rec-
ommended indicators, suggestions for how
to calculate the final figures are included in
the Indicator Development Worksheet in
Chapter IV. If you have added your own
indicators, the technical or data experts with
whom you are collaborating should be able
to assist you with the final calculations.

Documentation

As a final activity after all the data have
been collected and all the calculations have
been performed, we strongly suggest that
you document both the indicator results and
all the steps that were taken to produce the
results. This documentation will be an ex-
cellent resource when you are developing
reports (see the next chapter), when differ-
ent community agencies are making use of
the data, and when the tribe wants to imple-
ment its community health profile again in
the future. A blank Indicator Documenta-
tion Page has been provided in the Tools
section of this chapter and on the Tools CD
for you to copy and use. An example of a
completed Indicator Documentation Page is
included in both places as well. Although
some of the information on these pages will
overlap with your Indicator Development
Worksheet, the tools differ in that the
Worksheet is a preliminary planning aid,
whereas the Documentation Pages are in-
tended as a final, formal record of the indi-
cator methods and results.



Indian Community Health Profile
Indicator Documentation Page

Use this format to record the final definitions, data sources, and results for each of the indicators
that make up your community health profile.

Indicator:

Justification:

Definitions:

Data sources:

Calculation:

RESULT:

Assumptions:

Limitations:

Other notes:
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Indicator Documentation Page

* * * * * EXAMPLE * * * * * *

Indicator: Rate of high school graduation

Justification: This indicator was chosen because high school graduation is a strong predictor
of future educational attainment, employment, and financial stability.

Definitions: For this profile, community is defined as all residents of the <name> reservation,
regardless of tribal membership status or race. The rate was calculated per 1,000
and the years for which it was calculated were 2002-2004.

Data sources: Tribal education office data, cross-checked with records from <name> high
school and <name> middle school on the reservation.

Total number of graduates from reservation high school
in 2002,2003,and 2004

X
Total number of graduates from reservation middle school
(grade 8)in1998,1999,and 2000

Calculation: 1,000

= (327 /414 ) x 1,000

RESULT: From 2002 to 2004, the rate of high school graduation on the <name>
reservation was approximately 790 per 1,000; OR

For every 1,000 students eligible to enter the <name> high school from 1998
to 2000, approximately 790 entered high school and graduated in four
years.

Assumptions: The number of new students who moved into the catchment area for the
reservation high school during the relevant time period is roughly the same as
the number of students who moved out of it.

Limitations: Students who take more or less than 4 years to graduate and students who do not
graduate but who complete a GED are not included in this measure

Other notes: In a representative survey of adults (over 18) living on the reservation conducted

in 2003, 68% of women and 63% of men reported that they had a high school
diploma.
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Additional Resources

A selection of guides for data collection and analysis

Fowler, F.J., Jr. (2002). Survey research methods (third edition). Thousand Oaks, CA: Sage
Publications. Consult a college or university library, or call the publisher at 1-800-818-
7243 to order.

Gertsman, B.B. (1998). Epidemiology kept simple: An introduction to classic and modern
epidemiology. New York, NY: Wiley-Liss. Consult a college or university library, or
call the publisher at 1-877-762-2974 to order.

Oregon Department of Human Services. The data difference. The data users guide: Using
data for better decisions. Salem, OR: Oregon Department of Human Services, Data Us-
ers Task Group. Available online at: www.hr.state.or.us/pubs/dataguide.pdf

Salant, P., & Dillman, D.A. (1994). How to conduct your own survey. New York, NY:
John Wiley & Sons, Inc. Consult a college or university library, or call the publisher at
1-877-762-2974 to order.

Salant, P. & Walker, A.J. (1995). Guide to rural data (revised edition). Washington, DC: Is-
land Press. Consult a college or university library, or call the publisher at 1-800-828-
1302 to order.

Statistics Canada/Statistique Canada. Statistics: Power from data! Available online at:
http://www.statcan.ca/english/edu/power/toc/contents.htm

Trochim, W.M. The Research Methods Knowledge Base (2nd edition). Available online at:
http://trochim.human.cornell.edu/kb/index.htm> (version current as of February 10,
2002).

Voss, P., Tordella, S., & Brown, D. (1987). Role of secondary data. In: Needs assessment,
theory, and methods (D. Johnson et al., Eds.). Ames, IA: lowa State Press. Consult a
college or university library, or call the publisher at 1-800-862-6657 to order.

76



V. Collecting and Analyzing Data
Additional Resources

Indian Health Service Area IRBs

This list of IHS regional Institutional Review Boards (IRBs) was taken from the IHS website

on May 17, 2005. http://www.ihs.gov/MedicalPrograms/Research/areairb.cfm

Aberdeen Area IRB

Contact: Dr. Elaine Miller

Phone: (605) 226-7341

Email: Elaine.miller@ihsabr.ihs.gov

Albuquerque Area IRB

Contact: Dr. Roger E. Gollub
Phone: (505) 248-4539

Email: Roger.gollub@mail.ihs.gov

Billings Area IRB

Contact: Diane Jeanotte

Phone: (406) 247-7125

Email: Diane.jeanotte@mail.ihs.gov

IHS Headquarters IRB

Contact: Dr. Phillip R. Smith
Phone: (301) 443-6258

Email: Phillip.smith@mail.ihs.gov

Navajo Area IRB

Contact: Beverly Becenti-Pigman
Phone: (928) 871-6650

Email: not available

Phoenix Area IRB

Contact: Dr. Kenneth Simpson
Phone: (602) 364-5045

Email: ken.simpson@mail.ihs.gov
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Alaska Area IRB

Contact: Dr. David Barrett
Phone: (907) 729-2062
Email: dbarrett@anmc.org

Bemidji Area IRB

Contact: Jennifer J. Jenkins

Phone: (218) 759-3396

Email: Jennifer.jenkins@mail.ihs.gov

Cherokee Nation IRB

Contact: Dr. Paul Weathers

Phone: (918) 456-0671 x2557
Email: Paul.weathers@mail.ihs.gov

Nashville Area IRB

Contact: Dr. Palmeda Taylor

Phone: (615) 467-1534

Email: palmeda.taylor@mail.ihs.gov

Oklahoma Area IRB

Contact: Samuel Hope

Phone: (405) 951-3829

Email: Samuel.hope@mail.ihs.gov

Portland Area IRB
Contact: Dr. Joshua Jones
Phone: (503) 228-4185
Email: jjones@npaihb.org



V. Collecting and Analyzing Data
Additional Resources

Tucson Area IRB

Dr. Lois Steele

Phone: (520) 383-7211

Email: Lois.steele@mail.ihs.gov

BRFSS and YRBS information

The BRFSS (Behavioral Risk Factor Surveillance System) is an ongoing, nationwide, tele-
phone survey of the health-related behaviors of U.S. residents, coordinated by the Centers
for Disease Control and Prevention (CDC). The survey questionnaire consists of standard,
core items and a set of additional questions that differ from state to state. More information
about the BRFSS, including training guides and the latest questionnaires and data, can be
found at: www.cdc.gov/brfss/index.htm.

All three of the ICHP pilot sites used a modified version of the BRFSS as part of their data
collection process. One of the modifications made by each site was to change the method of
survey administration from telephone to in-person interviews. To support this change, In-
dian Community Health Profile Project staff worked with BRFSS experts at the CDC to de-
velop a training manual for the survey interviewers. A copy of this manual can be obtained
by contacting ICHPP staff at: (503) 228-4185 or langus@npaihb.org or tlutz@npaihb.org.

The YRBSS (Youth Risk Behavior Surveillance System) is a nationwide, biannual survey of
youth in grades 9-12 and is also coordinated by the CDC. Like the BRFSS instrument, the
YRBSS questionnaire contains some standard items as well as set of additional, state-
specific questions. More information about the YRBSS, including the latest questionnaires
and data, can be found at: www.cdc.gov/nccdphp/dash/yrbs/index.htm.
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V1. Reporting & Using the Profile Results

“The fact that you are measuring something, even if it is very important, doesn’t mean that
anyone will care about it. And even if your indicator can make people care about what you
are measuring, it is a big step getting from concern to action. You need to get the right peo-
ple (those in a position to do something) to care and then somehow compel them to act. My
feeling is that indicators are simply tools that need to be used as part of a strategic plan for

helping to effect change.”

- Member of the Santa Monica, CA Taskforce on the Environment

Your working group and its partners have
identified community health priorities, de-
veloped indicators to measure and describe
those priorities, and collected and analyzed
data to complete the indicators. You are
now ready to report and take action on the
results of your tribal health profile. This
chapter provides suggestions for reporting
on your indicator results and introduces
some issues to consider when putting the
new information to use.

Developing a report

As you will recall from the first two chap-
ters, the Indian Community Health Profile
(ICHP) was developed in order to give
tribes a tool with which to collect good-
quality health data that could then be em-
ployed in efforts to improve community
health. Accordingly, you were asked at the
very beginning of the project to make plans
for exactly how the profile results would be
used. The time you spent making those ini-
tial plans will serve you well now, because
the plans will help you identify the audience
for your report, anticipate what the audience
needs to know and clarify the message you
want to convey.
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A note about the number of reports: if your
tribe resembles the ICHP pilot sites at all,
you probably had more than one use in
mind for the project results. You also most
likely collaborated with several groups of
stakeholders in the community to plan and
conduct the profile. If so, you will need to
develop a few versions of your report in or-
der to reach different audiences and accom-
plish each of your project’s distinct goals.
A good first step for planning the different
versions is to schedule meetings with some
of the primary intended users of the profile
results (e.g. tribal health planners) to dis-
cuss what reporting format would help them
make best use of the information.

No matter what the purpose or who the au-
dience, you should endeavor to make your
reports clear, interesting, and to the point.
Beyond that, however, your reports should
be tailored to your audience and purpose.
For example, if one of the goals of your
community health profile project was to en-
courage individuals to take greater interest
in and responsibility for their health, think
about developing a brief report for commu-
nity members that highlights the main find-
ings in a visually appealing way (e.g.
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graphs) and that includes a little background
information on the health topics covered in
your profile. Some technical information
will probably be necessary in order to ex-
plain who the indicator results apply to and
what their limitations are, but try to describe
this with as few specialized terms as possi-
ble.

If another goal of your community health
profile project was to provide health admin-
istrators with a solid basis for long-range
planning, you can create a second version of
the report aimed at a more specialized audi-
ence. This version should include more de-
tails about the project methodology and an
in-depth analysis of the data. Methods
should be detailed and clear enough so that
someone could repeat your project and ob-
tain the same results as you did. If you ever
want to repeat the study in the future, you
will be glad to have a detailed report of your
methods.

Remember that your reports do not all have
to be written documents. Sometimes it is
easier to arouse interest and get your point
across in person, so think about creating an
oral presentation of the project results
(perhaps with a visual backup like over-
heads or Microsoft PowerPoint® slides).
You could also consider creating a website
to showcase the community health profile
results. Posters and brochures are other re-
porting options, especially if you want to
highlight one particular result or aspect of
the project.

When working with the ICHP pilot sites, we
developed template information sheets for
sites to use when reporting the profile and
indicator results to tribal members and other
general audiences. There is one information
sheet for each of the ICHP recommended
indicators except “family composition” and
“overall community health profile.” These
templates are included as Tools in this chap-
ter and are on the Tools CD. If you are
working on a more technical report, you can
draw on or even insert the Indicator Docu-
mentation sheets that you completed in
Chapter V. For other examples of commu-
nity indicator project reports, see this chap-
ter’s Additional Resources section.

Publicizing the results

Producing reports is one thing; getting peo-

ple to read and react to them in the way you

want is another. The quote at the beginning
of this chapter demonstrates the importance
of making the right people aware of the re-
sults of your community health profile pro-
ject. Here are a few suggestions for pro-
moting your reports:

- Have key tribal officials (such as the
Chairperson or the Health Director) read
the final draft of the reports and ask
them to provide an endorsement or a
comment about the report’s importance.
Quote this comment when advertising
the reports or print it on the report’s
cover page.

- Hold a community-wide event to an-
nounce the completion of the project,
present some of the results, and intro-
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duce the different reports you have cre-
ated. Such a forum is also a good op-
portunity to begin planning for how to
put the profile data to use (see the next
heading).

- Publicize the reports in local newspa-
pers, on the radio, or even TV. Post fly-
ers about the reports in the tribal health
department, or insert a notice in the
clinic newsletter.

- Have working group members attend
meetings of local community and pro-
fessional groups to promote the version
of the report that is most relevant for
that group or to give an in-person pres-
entation of the results.

- Actively follow up with groups and in-
dividuals to whom you have given re-
ports or made presentations. Remind
them of the goals of the project, answer
any guestions they might have, and ask
them to let you know in what ways they
are using the information or data pro-
duced by the project.

Next steps

At this point, the project working group has
achieved much of what the ICHP was de-
signed to help tribes accomplish. Having
chosen indicators to reflect community pri-
orities, gathered good quality data, and
summarized the results in various formats,
you have produced useful and useable base-
line data on the overall health status of the
tribal community. And if you reflect back
now on the number of relationships that
were created, the amount of knowledge that

WORKING EXAMPLE - Using the results

As tribal and ICHPP staff worked to ana-
lyze survey data collected in one of the
ICHP pilot sites, it became clear that non-
ceremonial tobacco use was very common
among survey participants. Further analy-
ses showed that the Indian members of the
community were significantly more likely
to smoke than non-Indians, and that most
smokers began at a young age.

These results prompted tribal health plan-
ners to step up efforts to reduce the preva-
lence of tobacco use among Indian commu-
nity members. They developed a new to-
bacco program for this population with two
main components: a community-based pre-
vention and education campaign; and an in-
dividualized smoking cessation intervention
to help people quit. The prevention cam-
paign targeted elementary and junior-high
aged children and their parents, since the
survey data indicated that many smokers
had become addicted before high school.
The smoking cessation program was avail-
able to all ages, but had both an adult and a
youth track with materials, messages, and
strategies appropriate for each group.

Using the survey results as justification of
the need for such a program, the tribe ap-
plied to the state for financial support.
Their proposal was fully funded and the
state representative was so impressed with
the tribe’s application and program that he
invited them to speak at a national tobacco
conference. The tribe declined, preferring
to wait a few years until they could demon-
strate the effect of their program by re-
measuring the tobacco indicator on their
community health profile.
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