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Today’s Discussion

o Underrepresented
populations — defined

o Getting started (if you haven't)
o Where can you find datae

o Demographics poll example
o What will you do nexte




NOFO/FOA Definitions

FL3:

For the purposes of this funding opportunity,
“underrepresented populations” is infended

to be inclusive of but is not limited to: State:

o underrepresented racial and ethnic ...ensure that the state or territory’s
groups (i.e., Hispanic or Latino, American EHDI system activities are inclusive
Indian or Alaskan Native, Asian, Black or of and address the needs of the
African-American, Native Hawaiian or populations it serves, including
Pacific Islander, two or more races (OMB), geography, race, ethnicity,

o nationality, language, locality, sex, sexual disability, gender, sexual orientation,
orientation, gender identity, disability, family structure, socio-economic
socio-economic status, status.

o and those who have adoptfed children MCHB/HRSA-20-047 (states), page 11

who are DHH, efc.
MCHB/HRSA-20-051: FL3 NOFO, page 3




HRSA State Program Goadl

By the end of year 2, develop @
plan to address diversity and
inclusion in the EHDI system to
ensure that the state or territory’s
EHDI system activities are
inclusive of and address the
needs of the populations it
serves, including geography,
race, ethnicity, disability, gender,
sexual orientation, family
stfructure, socio-economic status.

MCHB/HRSA-20-047: NOFO, page 11, #5




Starting where you are...

1.

Determine/document your
Aim (purpose/goals/policies)
for collecting demographics
data

What do you have, what do
you neede

Do your research: talk to
other EHDI Programs, family-
based organizations; what
worked, what didn't




Starting where you are...continued

4. How will you get the
data, who is responsible
for compiling ite

5. Use the data to inform
your focus!

6. Continue to evaluate
progress, continuous
Improvement




Types of data to consider

o Age

o Gender, gender identity and sexual orientation

o Residence (Urban, Suburban, Rural)

o Race/Ethnicity (standard categories already in place
o Language in the home

o Household Income

o Other disabilities

o State/territory/province/country

o Role (in supporting families, some other role; parent, caregiver, etc.)

o Freeform comments




Where can we find data@¢
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Many different places...

Sealch
o ERDI Program \

o State Department of Public Health — Epidemiology, Vital
Records

o CDC EHDI Data (Annually by state/territory), aggregated
demographics

o US Census Bureau

o Data Resource Center for Child & Adolescence Health
(National Survey of Children’s Health Interactive Data Query)




Percentage of Children Screened®, Diagnosed”, and Enrolled in Early

Intervenition® in 2018: by Maternal Race
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Mewbhorn Hearing Screening Diagnostic Testing Early Intervention
W White Mon-Hispanic W White Hispanic White Ethnicity Unknown
M Black Non-Hispanic Black Hispanic Black Ethnicity Unknown
W Asian W Mative Hawaiian or Pacific Islander B American Indian or Alaskan MNative

W Other
N/A: Not applicable - The number of infants reported is too small to draw any conclusions about this group.

2018 EHDI
Demographic
Data

https://www.cdc.gov/ncb

ddd/hearingloss/201 8-

data/documents/2018-

HSFS Demoaraphic-

Summary.pdf



https://www.cdc.gov/ncbddd/hearingloss/2018-data/documents/2018-HSFS_Demographic-Summary.pdf

Step 1:Select Birth/Maternity

Public Health Indicator Based Information System (IBIS)

b Example: Utah’s Public
Health Data System

Submit the Query Definition Query Builder for Birth Query Module for Utah Counties and Local Health Distric

Tapics Index Births/Maternity . -
i Reset to Default Selections L W
Health Topics = M Description
Improving the well-being of mothers, infants, and children is an impertant public health goal far the United States. Their well-being determines t Select a Different Measure To Overview
behaviors, and health systams Indicators that affect the health, wallness, and quality of life of women, children, and families. 1 Query Th birth data in this 1B1S-Q query module come from the Utah Birth Cartificate database. The database

1. Healithy People 2020 Topics and Objectives, Maternal, Infant, and Child Health, accessed on B/11/2014 from hitp.|jwww healihypeople govi:

Why It's Important:

::Z::rx::::mm List ?.f.m’[fﬁﬁ?: to narrow your guery and display your results. When you are done forming your guery, s‘l’e p 5 : S e | e C 'I' d iS p | O y by
Mother's race/ethnicity

st 3 . tep 3: Select mother's race and medicald status
e p . Step 4: Select mother's characteristics

Step 4: Select mother's characteristics
Fartility Rates - - Step 5: Select infant characteristics
— O rrOW Step 5: Select Infant characteristics

Step 6: Select health care system characteristics

Who Is at Risk

View This Query Definition's XML

How It's Tracked

Indicator Reports (data tables, maps, charts, more detailed information;

eryable Datasets

c

Prenatal C: Step 6: Select health care system characteristics

Step 7: Select resident or occurent births

.
Infant Bt S e | e C TI O n = dent or occurent births

Pre-term Births (<37 wesks)

Al rths to Utah mothers regardless of witere they occ

ers regardless of where they

. . Step 8: Select mother's geographic area
Fatal Mortality (20 weeks or more gestation) b Ye O r Step B: Select mother's geographic area
9: How to display the data

Infant Mortality (age 364 days or less)
Step 9: How to displ
(Crouped By Chart: None. Map: Default

ped By: Mother's Race/Ethnicity. Chart: None. Map: Default 2015)
Neanatal Martality (age 0-27 days)

(G

To display a map, you must select Geographic Area in Display By {category) and Mone in Group By (series)

Pastneonatal Mortality (age 28-364 days) =
o ] Do By amgery) > (o Ry

Birth Defects (prevalence per 10,000 live births)

Public Health Indicator Based Information System (IBIS) Eubmit the Query Definition Query Builder for Birt Chart »

‘?} Utah's Public Health Data Resource Rocer to Default Selectons Overview Map B [Default 2015 *
[CTEel /% FPath: IBIS-PH» Topic
pelect a Different Measure To Overview
Submit Reset

The birth data in this 1BIS-C

cations * | Data Portal * || Resources

Saved Query Definitions List [l Rl
Follow the steps to narrow your query and display your results. When you are done forming your quary,

Births/Maternity

Description

Improving the well-being of mothers, infants, and children is an important public health goal for the United States. Their wel
health behaviors, and health systams indicators that affect the health, wellness, and quality of life of women, children, and f:

Si 2 . S | .I_ 1. Heatlthy People 2020 Topics and Objectives, Maternal, Infant, and Child Health, accessed on B/11/2014 from http: //www .
ep <:s¢eleC Ste P 4:

e Query Definition
ealth Topics

lew This Query Definition's XML

) U —
births by NOrmrow S
county, LHD . ———
! ! Indicator Reports (data tables, maps, charts, more detailed information S e | e C TI O n ::::ca" Indian er Alaska Native

Native Hawaiian or Other Pacific Islander

(Other Racial Entries NEC
Q able Datasets by ro C € 3 ice (Ethnicity
n All
Count of Births O d American Indian or Alaska Native

Asian

Race, and
Medicaid

|“

# Count of Births (state, county, and local health districts [LHDs]) . . Black or African American
* Count of Births (state, county, and LHDs by mother's race and Medicaid status) M e d I C O I d Hispanic/Latino
Count of Births (Utah Small Areas) i
*® Lount of Births [Utah small Areas) . . Native Hawaiian or Other Pacific Islander
#® Count of Births (Utah Small Areas by mother's race and Medicaid status) White
Birth Rate (number of live births per 1,000 persons in the population) Two or More Races
#® Birth Rate (state, county, and LHDs) S O U S Unknawen
= Birth Rate Trend Analysis (state, county, and LHDs} edicaid status
® Birth Rate {Utah Small Areas) —_— "
I — Medicaid
# Birth Rate Trend Analysis (LUtah Small Areas)

Not Medicaid




Step 1: Select Geography, Level, and State

Example: Georgia Census Data

United States

Ce

— Bureau

Search

All Tables Maps Pages

Topics Show Summary Levels Show Geographic Components . .
Seography e Step 3: Review data, can refine
vears vegr oo more through the customize
suners :ﬂ:ion [ ] commonwealth of the Northern Mariana Islands TO b | e O pﬂ O ﬂ

Codes ate

|| connecticut

COUI"IW United States
| | Delaware c Search Advanced Search
Tract e B3
Block Group L District of Columbia Tables Maps Pages Microdata Help FAQ Feedback
Block LJ Florida 3570 Results FILTER | DOWNLOAD  ACS DEMOGRAPHIC AND HOUSING ESTIMATES
Georgia Survey/Program: American Community Survey Product; 2019: ACS 1-Year Estimates Data Profiles v CUSTOMIZE TABLE
Zip Code Tabulation Area (Five-Digit) TS
United States RACE .
Search

Survey/Program: Decennial Census

Census

Years: 2020, 2010 Georgia
Table: P1

Tables Maps Pages

Label Estimate Margin of Error Percent Percent Margin

W SEXAND AGE

EXPLORE DATA

ANNUAL ESTIMATES OF THE

10I71 1 '908 Total Population in Georgia RESIDENT POPULATION: APRIL 1, W Total population 10,617,423 bl 10,617,423

Source 2020 Decennial Census o~ 2010 TO JULY 1,2019 - FOR FULL Male 5,170,126 8,608 48.7%
https://www.census.gov/programs-surveys/decennial-census/about/rdo.htm| ESTIMATES DETAIL, VISIT

. https://www.census.gov/programs- Female Sl b ] s

Tabl ste p 2 . B rOWS e surveys/popest.html Sex ratio (males per 100 females) 94.9 0.3 )

ables Survey/Program: Population Estimates Under 5 years 639,713 45784 6.0%

Years: 2019
the data

Survey/Program: Decennial Census Table: PEPANNRES

Years: 2020, 2010 _I_- d 1010 14 years 758,925 +12,425 7.1%

Table: P1 O p I O n S O n ACS DEMOGRAPHIC AND 1510 19 years 746,150 110,303 7.0%
HOUSING ESTIMATES 20 to 24 years 714,400 9,108 6.7%

ANNUAL ESTIMATES OF THE RESIDENT POPULATION: APRIL 1, 2010 TO JULY 1, 20 S e | e C 'I' O n e Of S O

ESTIMATES DETAIL, VISIT https://www.census.gov/programs-surveys/popest.html Yl ; o 2510 34 years 1,458,506 +12386 13.7%

Survey/Program: Population Estimates Years: 2019, 2018, 2017, 2016, 2015, 2014, 2013,

) :
3510 44 years 1,401,934 110,196 13.2%
2012,2011, 2010
interest (this ex o

Table: PEPANNREE Table: DPOS 4510 54 years 1397014 9,743 13.2%

.
IS A( :S ) 550 59 years 685,356 12102 6.5%

ACS DEMOGRAPHIC AND HOUSING ESTIMATES Annual Survey of Manufactures: 60 10 64 vears 614,130 +11.884 5.8%

Survey/Program: American Community Survey
Years: 2019, 2018, 2017, 2016, 2015, 2014, 2013, 2012, 2011, 2010
Table: DP05




ﬁ = Explore the Data = NSGCH intersctive Data Guery (2016 — Fresent] = Dala Search Resulis

Curreat Search Criteria Edit Search Criteria

Survey: 2018-2019 National Survey of Children's Health Select a Region to Compare W
Starfing Point: Child and Family Health Measures

Racelethnicity of child ~

State/Region: Natienwide
Topic: Physical, Oral Healt

Question: Hearing problem}  Children who have deafness or problems with hearing

Survey Items: Survey instrument item numbser for children 0-3 years: A5a; for children 5-11 years: A7d; fior children 1217 years: A7e
Warizble in public use data fileK2043B

Eunent SE arﬂh Denominator: Children age 017 years

Mumerator: Has problemns with hearing; Does not have problems with hearing

Survey: 2018-2019 W

Revisions and Changes: There have been no substantive changes to this measure since 2016.

Start Ing Point: Eh”‘“ Additional Notes: The measure was derived from a single item.

E,ta‘[el."ﬂeg| o Matig Treamment of Unknown Values: Mizssing valuss may be due to non-responze (i.e. 2 skipped item) or & “don’t know” responze. The way these items are handled can b
vary by measure. For NPMs and NOMs, having missing values for all items in an indicator will lead to the case being given a missing value an the overall measure.
P ; 4 For some other measures, if there is a missing value on any of the items, the case will be ==t 1o missing. How missing values are handled is documented inthe
T':'Fﬂ'l: . Ph'_'f's |ﬂﬂ|| Org "Additional notes” field above when required.
Missing values are not included in the denominator when caleulating prevalence estimates and weighted population counts displayed in the Imteractive Data Query

G Lestion: Hearin O [ resultstable. Inthe majority of cases, the proportion of missing values is less than 2%. Exceptions are noted in the form of a Data Alert at the bottom of a results
table. The exclusion of these values does not change the prevalence estimates (%) and only marginally affects the weighted population counts (Pop. Est.). To leam
Sub G roup: = EE'E‘J'IE"\ about the impact of the missing values on the population count estimates, click here.

History and Development:

About NSCH

The Mational Survey of Children's Health (NSCH), funded and directed by the Health Resources and Services Administration’s (HRSA) Maternal and Child Health

[] e 't h 2 h | |.|:| Bureau (MCHE), is designed to provide annual national and state-level information on the health and well-being of children ages 0-17 years in the United States. The
LS. Census Bureau administers the survey, oversees the sampling, and produces a final data set of survey results. HRSAE Maternal and Child Health Bureau
(MCHB) develops survey contant in collaboration with the US. Census Bureauw and 2 Technical Expert Panel. The Technical Expert Panel consists of exparts in
survey methodology and children's health, federal and state stakehclders, clinicians and researchers. In 2016, the NSCH underwent a significant redesign which
combined content from both the MSCH and the Mational Survey of Children with Special Health Care Meeds (MS-CSHCM). Further information on that redesign can

Black, non-}  he found in “The Design and Implementation of the 2016 Matienal Survey of Children’s Health”. S
The MSCH iz conducted 25 a household survey, and one child per housshold is selected to be the subject for the detailed age-specific questionnaire. The WW . C h I |d h e O ”-h d
respondent to this questionnaire is a parent or guardian who iz living in the home and has knowledge of the sampled child. Survey participants complete sither

web-based or self-administered paper-and-pencil questionnaires. Data from the NSCH is used for scientific research, federal pelicy and pregram development, znd
state-level planning and performance reporting. Information is collected on factors related to the health and well-being of children, including access to and D rOWS e /S U rvey/res
utilization of health care, receipt of care in a medical home, systems of care for CSHCMN, family interactions, parental health, school and after-school experiences,

and neighborhood characteristics. 4 = =
More information about the survey can be found in the “About the National Survey of Children’s Health” section of this website and HRSA's MCHE wehbsite. D 50 &r ] &g 79 4

Close

Other, non-ll
Pop. Est. 114,030 7,825763

C.I. = 85% Confidence Interval.
Percentages and populaticn esfimaies (Pop.Est) are weighted to represent child population in US.

DATA ALERT: Missing values for this subgroup were imputed separately in each individual year. The estimates were calculated

using a single imputation.



https://www.childhealthdata.org/browse/survey/results?q=7650&r=1&g=794

Current Search Criteria Edit Search Criteria

Survey: 2018-2019 National Survey of Children's Health ] Select a Region to Compare hd
Starting Point: Child and Family Health Measures D O TO
Stata/Reninn Natinnwids —y Age in 3 groups w
Current Search Criteria Edit Search Criteria
Survey: 2018-2019 National Survey of Children's Health Select a Region to Compare by

Starting Point: Child and Family Health Measures
State/Region: Nationwide Age in 3 groups b
Topic: Physical, Oral Health and Functional Status

Question: Hearing problem Change Question, Topic or Survey
sub Group: Age in 3 groups

Does the child have deafness or problems with hearing?

6-11 years old
Sample Count 270 18,056

T ren | e https://www.childhealthd
= R T ata.org/browse/survey/res
1217 years ol ultseq=7650&r=1&g=/87

Sample Count 314 24358

Pop. Est. 346,365 24,558,836

C.l. = 95% Confidence Interval.
Percentages and population estimates (Pop.Est.) are weighted to represent child population in US.

Deafness or problems with hearing
Children age 0-17 years
Nationwide



FL3 Examples

Role in Supporting D/HH Families

11 .88%5'75% 1.92%

A R4

® Family of a child who is D/HH

= Educator

= E| Provider

Family-based Organization (FBO)

Advocacy Group

D/HH Adult

= EHDI| Coordinator/Staff

m Medical Provider (ENT, Physician,
Nurse, Audiologist, Hospital/Birthing

Center)
m Student




FL3 Example

| identify ase: (select all that apply)

Answer Choices
White
Hispanic, Latino or Spanish origin
Prefer not to answer
Black or African American
Asian or Asian American
American Indian or Alaska Native
Middle Eastern or North African
Native Hawaiian or Other Pacific Islander
Not listed here or prefer to self-describe:

Al Family of
Responses DHH Child
80% /4%
9% 14%
6% /%
4% 6%
3% 2%
1% 2%
1% 1%
1% 0%
0% 0%




What language(s) are used in your home? (check all that apply)

Family of DHH
Answer Choices All Responses child
English 97% 95%
ASL 28% 47%
Spanish /% 13%
Other or Prefer to Describe: 4% 6%
French 1% 3%
Arabic 1% 2%
Tagalog 0.37% 1%
Chinese 0.37% 0%

Viethnamese 0.00% 0%




WHAT DATA ARE YOU
COLLECTING ON

UNDERREPRESENTED
POPULATIONS?

Or thinking about collecting?




SORTEg |
"\

ARRANGED

,-”-1'-'

PRESENTED
VISUALLY l

EXPLAINED
WITH A STORY
B

Wrap Up

v

v

v

v
v
v

What type of data do
you want to examine
and why

Consider what you
already have

Where else can you
find data?¢

|dentify areas of need
Gather it and share it

Monitor for continuous
improvement




What will you
do by next
weeke

v What questions do you
have about
underserved or
disparate populations in
your state/territory?

v What data will you
examine?¢

v Where do you think
you'll focus your effortse




Resources

DHHS/HRSA Policy Statement on Workforce Diversity and Inclusion.
https://www.hhs.gov/quidance/sites/default/files/hhs-guidance-documents//diversity.pdf

US Census Bureau. https://www.census.gov/

Data Resource Center for Child & Adolescence Health. hitps://www.childhealthdata.org/
CDC EHDI Data (Annually by state/territory). https.//www.cdc.gov/ncbddd/hearingloss/ehdi-data2019.html

2018 CDC EHDI Demographic Data (2018 HSFS). https://www.cdc.gov/ncbddd/hearingloss/2018-
data/documents/2018-HSFS Demographic-Summary.pdf

NCHAM eBook Chapter 31, EHDI Information Management. https://www.infanthearing.org/ehdi-
ebook/2015 ebook/31-Chapter3linfoManagement2015.pdf

Utah Public Health example. https://ibis.health.utah.gov/ibisph-view/

More Than Numbers: A Guide Toward Diversity, Equity and Inclusion in Data Collection, from Schusterman Family
Philanthropies. https://www.schusterman.org/sites/default/files/More%20than%20Numbers-
%20A%20Guide%20Toward%20Diversity %2C%20Equity %20and%20Inclusion%20%28DEI%29 %20in%20Data%20Colle ctio

n.pdf

The Cultural and Linguistic Competence Assessment for Disability Organizations, from the National Center for
Cultural Competence. https://nccc.georgetown.edu/assessments/clcado.php

Equity vs. Equality and Other Racial Justice definitions, from Annie E. Casey Foundation.
https://www.aecf.org/blog/racial-justice-definitions

Racial Equity, Getting to Results, from Local and Regional Government Alliance on Race & Ethnicity.
https://www.racialequityalliance.org/tools-resources/



https://www.hhs.gov/guidance/sites/default/files/hhs-guidance-documents/diversity.pdf
https://www.census.gov/
https://www.childhealthdata.org/
https://www.cdc.gov/ncbddd/hearingloss/ehdi-data2019.html
https://www.cdc.gov/ncbddd/hearingloss/2018-data/documents/2018-HSFS_Demographic-Summary.pdf
https://www.infanthearing.org/ehdi-ebook/2015_ebook/31-Chapter31InfoManagement2015.pdf
https://ibis.health.utah.gov/ibisph-view/
https://www.schusterman.org/sites/default/files/More%20than%20Numbers-%20A%20Guide%20Toward%20Diversity%2C%20Equity%20and%20Inclusion%20%28DEI%29%20in%20Data%20Collection.pdf
https://nccc.georgetown.edu/assessments/clcado.php
https://www.aecf.org/blog/racial-justice-definitions
https://www.racialequityalliance.org/tools-resources/

THANK You

Vicki Hunting, FL3

Center
vicki@handsandvoices.

org
515-988-8512



mailto:vicki@handsandvoices.org

