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Presentation Objectives

@ Introduce Charles B. Wang Community Health
Center (CBWCHC) History and Background

® Describe Genetic Literacy Project Background,
Goals and Activities

m Genetic brochures
m Pre-counseling workshops

® Describe Genetic Literacy Project Replication
Process
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® Share Genetic Literacy Project Evaluation Results
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About CBWCHC

) E?(dcerally qualified non-profit community health center in

@ Started in 1971 to provide primary healthcare services to the
Asian American community

Services
Internal Medicine Health Education
Women’s Health Social Work
Pediatrics Mental Health
Dental Facilitated Enrollment

Mission
Be a leader in providing quality, culturally relevant and
affordable health care and education

Advocate on behalf of the health and social needs of
underserved Asian Americans

Charles B. Wang 3

Community Health Center |



Who CBWCHC Serves

The Health Center mostly serves the Asian American community

in the New York City metropolitan area who are:

m Low-income
m Uninsured
m Under-insured

Source: 2000 Census Data

45% of households in
Chinatown earned <$20,000/
year in 2000*

51.8% of Asian mothers who
gave birth in NYC were on
Medicaid in 1999*

Charles B. Wang
Community Health Center




Why is Genetics Education
Necessary Among Asian Americans?

) Pregnant women and their partners
need to be more informed of benefits of
perinatal testing and genetic counseling

® Asian communities often left out due to
cultural, socioeconomic and literacy
barriers

© In North America, over 50% of
thalassemia patients are Asian’

© 5.3% of all Asian mothers in New York
City receive prenatal care either late or
not at all, compared to 2.6% of Non-
Hispanic White mothers?

© ~17% Asian Americans in the United
States lack health insurance, compared
to ~10% Non-Hispanic Whites.3

e825

2Bureau of Vital Statistics data compiled by Bureau of Maternal, Infant and Reproductive Health, New York City Department of Health and Mental Hygie
February, 2009.
3 US Census Bureau http://www.census.gov/prod/2008pubs/p60-235.pdf
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Project Goals & Objectives

 Increase genetic literacy and
access to genetic services
among Asian American
pregnant women and women of
reproductive age in NYC

« Use a community-based
participatory approach

« Share and disseminate
information with other Asian
communities through
partnerships with
organizations
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Why CBWCHC wants to your organization
to replicate the Genetic Literacy Project:

To introduce our program materials to other
organizations for the benefit of the
community/users.
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To receive feedback from other
organizations on the Replication Tool Kit
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How will CBWCHC help your site replicate
the Genetic Literacy Project:

® CBWCHC will recommend your
organization to your local March of Dimes
Foundation chapter to apply for funds to
conduct the replication process.

® CBWCHC will provide your organization
with a Replication Tool Kit that has all
project materials, samples of evaluation
tools, and reference information.
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The Contents of the
Replication Tool Kit:

@ Introduction Video
@ User's Guide

® Program Materials
®)

Evaluation Materials

@ Original Instruments used at
CBWCHC
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Replication Tool Kit:

@ The introduction video will give an overview
of project background and an example of a
genetics 101 workshop
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Replication tool Kit:

USER’S GUIDE

) " Table of Contents
I h e U S e r S G u I d e 1- Background of the MOD CGEN Project

A. Explanation of the MOD CGEN Project
B. Goals and Mission of the MOD CGEN Project
C. About CBWCHC

] L]
W I | | r V I i. Name of Project Director and Local Evaluator
D. Funder/Partners

E. Acknowledgements

QMg oW e

C. Original Program Staff
3- Program Abstract
th iginal
I g 4. Program
A. Rationale and History
1v. Design [pre/post. intervention/control]
v. Evaluation Measures and Instruments

Title
- i. Objectives
o implemen R
i. Program Outline
vi. Data collection Procedure
O B. Summary of Process and Outcomes Evaluation Process
[ C. Evaluation Materials in Kit — Original Matenials

Overview
. Target Population
1. Program Materials
a. Description of Program Materials
6- Frequently asked questions during pre-counseling workshop.
7- Lessons Leamed

2- Contact Information
. Ormginal Program Site
Onmiginal Intervention Sample
Approach to Program
. Program Components
A C. Implementation
either brochures -
b) 5- Evaluation
A Ornginal Evaluation Design and Methods
1. Location
A. Experience to-date of implementing pre-counseling workshops
B. Replication of program in other community health centers
C. Experience to-date of devaluation of pre-counseling workshop
D. Suggestions from the Genetic Counselor

= 7 A. March of Dimes
information abou : ST
. Resources Required for implementation
11. Recruitment and Incentives
ui. Consent
8- Arttachments
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Replication Tool Kit:

Program Materials

Brochures

# Amniocentesis: What it can do for you and
your baby

m Maternal Serum-Triple Screen

@ The Benefits of Genetic Testing &
Counseling

@ Thalassemia
@ Family Health History
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Replication Tool Kit:

Program Materials
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Family Health History Maternal Serum-Triple Screen Amniocentesis GenetiJ{‘;ﬁﬁ;eé“éfJnse.ing
& .
Your Health Abou?tz;zsir?g}(zl #sfi ;ZLIIJyKEI:;,Face How It Can Help You & Your Baby FEACTE AT R

® Amniocentesis, Maternal Serum-Triple Screen, The Benefits
of Genetic Testing & Counseling, Family Health History, and
Thalassemia are available in Chinese/English

® The Benefits of Genetic Testing & Counseling, and
Amniocentesis are available in Korean/English

@ Consumer tested with women of reproductive age at focus
groups
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Brochure Example:
Amniocentesis: how it can help you and your baby

Amniocentesis
How It Can Help You & Your Baby FERIE KEG A
You will learn: Y‘Jﬁ‘ﬂwﬁﬁ }La gﬂ ﬁé
* What ammiocentesis is
*  What happen: dunng and after anmiocentesis .
®  What the ncks of amniocentesis are ﬁ*/]\ﬂj T ﬂ'ﬂ# !
®  Who should get anmiocentesis o HaRisFiiE
o MHFAEFENLH
What is Amniocentesis? o fHFEAEHEAEH LN
Ammniocentesis is a test done between 4 to & T F 4 -
5 months of pregnancy that can let you * EWMXIFIEF R
know if your baby has certamn birth SRR AR ?
defects or some inherited health problems fro *ﬁﬁ o
that rn in your family. Wk AES s
AEEARBEILET S
Ammiocentesis can find some but not every kind of problem in o 201 o ‘1 e A
vour baby. Even if vour test results are normal, there 15 stll a RIS R TS
chance that your baby could have a mental or physical disorder. BFEARLEEELE SR
e 1] 2 A5 4% R
What Happens During Amniocentesis? HESERCFHEYN
A thm needle is put mto vour abdomen. which 1s used to take A e 3
out a small amount of fluid that is around wvour baby. mF KR AT
Ultrasound is used by the doctor to find an area where there 1s a F)H— M8 T B ST N8y

lot of fhud far from the baby’s body. A small amount of fluid 15 e )
taken out and sent to a lab where tests will be done. =L FURAF R
Amniocentesis 15 often done m a hospital. It takes about an hour
and you can go home right after.

What iz Ultrasound?
Ultrasound 15 a common
premmancy test. It uses
sound waves to show a
picture of the baby on a
screen. The baby's body
1z measwed and checked
for major physical
problems.

L3 SEE
fed Layfz i

A L&Y B1R + AT NE AL
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Brochure Example:
Amniocentesis: how it can help you and your baby

What Kind of Problems Can Amniocentesis Find?

Once the fluid 15 taken out of vour womb special tests are done to
look for problems i your baby. The chart below shows what the
tests look for:

1) Alpha-fetoprotein (AFP) Test
AFP is a substance made by the baby. The amount of AFP in

vour fluid is measured to look for birth defects. M ¥7k m iHI B t H.‘l ﬂ' “ E ji] 11 2

Test Results—What Thev Mean ¥ AT L "“ M EILET FEREA BN
If your AFP levels are higher than normal, 1t 15 a sign that your |8 o ft8

baby may have physical problems such as open newral tube
defects, which are physical problems in the baby’s brain and 1. FHEA(AFP) M
spinal cord. FAE R BT L

2) Chromosome Test MBILEFTAEEE 7«;"_- i
Chromosomes from your baby’s skin cells found m the fluid Wil M ¢
are looked at to see if their shape and number are normal. L

Test Results—What Thev Mean Ry @E Ui T (e

If the shape and number of chromosomes are abnormal. 1t may 2. PR -
be a sign of Down Syndrome or other problems in your baby. 5
Words to Know s LR LT 28 .

Birth defect: A physical or mental problem that appears m the baby at
bath or durmgz sarly childhcod It can be caused by abnommal zenes
passad on to the baby from the parants, or by injwry or infaction.

{4 ~H!H‘~H¥u !

Chromosomes: Struchurss inside cells that canry genes. Wa have 46 R E A BE L -

chromosomes (amanged in 23 paws).

Down Syndrome: A genetic dizorder that causes :low mental
devalopment and phyzical problems Pregnant women who ars age 35
and over have z higher nisk of gziving birth to children with Down
Syndrome.

Genes: Genes are the units of inhentance. They are passed on fom
parents to chuld. They zive mformation on how your body grows and 0 A1 B
fimetions. Genes determme features like heizht, eve color, hair color and R ThiE -
2ven some types of illnesses. R RN
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Brochure Example:
Amniocentesis: how it can help you and your baby

Should You Get Amniocentesis?

If you ars pregnant and said “ves” to any of the question: below, Iﬁﬁﬁiﬁﬁﬂﬁ‘i Zk*A ﬁ ?
you should think about amniocentesis. ATy R B {& & 453 %

bWill_’ you be 35 years old or older when the baby 15 ‘
o1l

Have you alrzady had a baby with a birth defect?

Is thers 2 history of gzenetic dizorders in the fanuly?

Have you had more than two mizcamages?

Have you had an abnormal result from blood tests done

zarlier in the pregnancy?

Have you had an ultrazound that shows z possible
inherited problem 1n the baby?

0O oooo o

What Happens After Amniocentesis
After the test. take 1t easv. Rest and do not do any hard physical
activity for one to two days. Your doctor will give you specific
advice on what to do.

What if the Test Results Are Not Normal? m**‘“ﬁ*t%*ﬂf# ﬁi%&"tﬂ”éx ?

If your test results are not normal. your doctor may refer youto a
generic counselor.

n |

DM RS S o

A genetic counselor 15 a Tamed expert in medical genetics who
works with people who may be at risk for a genetic disorder or an
abnormal pregnancy. The genetic counselor can explain the
meaning of the test results and discuss testing or pregnancy
management options. The genetic counselor can give you
mformation to help you make informed decisions about your

pregnancy.

Risk: of Amniocentesis

After ammiocentssis, most women
will have mmor cramps for a short 1
time but thiz is commen. There 15 a
very small chance of complications
and muscamiage. If you have fever,
bleedinz from youwr vazma, pam, or
other unusual symptoms, see a doctor
right away.
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Replication Tool Kit:

Program Materials

@Workshops

m Master Curriculums for Staff
— Advanced Maternal Age
— Thalassemia
— Abnormal Maternal Serum Triple Screen Test

m Workshop Curriculums for the

community/users
— Advanced Maternal Age
— Thalassemia
— Abnormal Maternal Serum Triple Screen Test
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Replication Tool Kit:
Program Materials
Master Curriculum

m 1. Serve as a refresher about
basic genetics, genetic disorders,
prenatal tests and genetic
counseling

m 2. Help the health educator plan
for patient education sessions:
m Key topics to cover

m Key concepts and facts for the
patient to know

m Suggested talking points and
activities

Charles B. Wang
Community Health Center

Health Educator Guide

What is Genetic Literacy?
The ability to obtain, process and understand
information about genetics.
The ability to relate this information to your health
and the health of your children.
The ability to make health decisions based on this
information.

Purpose of This Guide:
This resource addresses common issues that
primarily concern pregnant women or women of
reproductive age.
It contains information that can be used for
prenatal or genetics education geared to this
group. Some of the information can be adapted
for community and family members.
It is important for women and their partners to get
informed so that they feel more comfortable and
confident about making decisions when it comes
to their health and their children’s health.

This resource will help you enable patients to do this.

A

rstand what

/ Undel
Understand what AMA / genetic

( is and its significance | / counseling is and
/ it can help

for pregnant women i how
\\age 35 and OVV‘ /
- |

Patient
Learning
Objectives

A
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Know how
chromosomal
abnormalities are
detected

Gain a basic
understanding of
genetics
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Replication Tool Kit:

Program Materials

Master Curriculum for AMA
Resource Outline

Topic: Advanced Maternal Age (AMA)
Why pregnant women age 35 and over should be aware
Topic: Basic genetics
Chromosomes and genes
Heredity, i.e., passing on of chromosomes from parents to child
Topic: Common birth defects caused by chromosomal problems
Down Syndrome, Trisomy 13, and Trisomy 18
Topic: Chance of a chromosomal abnormality at 35 years and older
Chance or probability
How chance of chromosomal abnormalities increases with age
Topic: Options for women - what they can do
Prenatal testing and amniocentesis
Genetic counseling
References for health educator
FAQs
Glossary

Charles B. Wang
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Repllcatlon Tool Kit:  mmwEe
Program Materials =, y

“Genetics 101” Workshop

®@ Patients who were of advanced maternal
age, had thalassemia or an abnormal triple
screen were referred to the genetic counselor
® Workshop is given by bilingual health educator | s
® Topic is based on patient’s reason for eI %

referral to the genetic counselor

® Provides patient with basic genetics
concepts and information related to her
reason for referral

@ Patient workshops increase patients 90
knowledge of genetics before seeing the - — | &)2;2)3;
genetic counselor at the health center s | 3# i))

- = ——
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P a tl en t Pregnant patients/patients of reproductive age
with AMA, Thalassemia or Abnormal

WOI’ k f / ow Triple-Screen referred to

Genetic Counselor

7 Ny

Intervention Control
Patient fills out Patient fills out
pre-counseling survey pre-counseling survey

[

Patient. attends _ Patient meets with
workshop (intervention) Genetic Counselor

with Health Educator
n___— / X
: -

Charles B. Wang
munity Health Center

Patient meets with
Genetic Counselor
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Replication Tool Kit:

Program Materials

Advanced Maternal Age Curriculum
® Genetic counseling for AMA

© Basic knowledge about chromosomes

© Chromosomes and genes

© Some common birth defects are caused by
chromosomal problems.

® Down syndrome

@ Trisomy 18

® The risk for a chromosomal disorder in women 35
years or older

Chromosomes and genes  ©: 77 68 .. .o 4 Genetic counseling for AMA
©  There are 46 ct (organi B8 08 89 5 A3 13

in 23 pairs) in the nucleus of everycell, 7 & ¢ 10 11 12

and they consist of genes that come B8 22 39 BB 55 B3

from the mother and father. 3 M ) ~
R i £ Why should women who are age 35 years or older

Bl Half of the pair comes from the father.  s5 ;5 5 33 = - » - .
B e ) L 1 1 at time of delivery consider genetic counseling?

therefore alsc come in pairs

£ _The 1% to 222 pairs are autosomes. The 23 pair are labeled as § Women who are age 35 years or older at time of delivery are
LI e T Dl at an increased risk for clromosomal abnormalities in their
unborn child.

B FEMiepaefEi o (§50R23%) - EfeaEXkE
A RIAYEEA <

B ﬁgj;‘%@.ﬁﬂﬁ: fé& - ﬁ:q:_ ﬂ%ﬁﬁl"a’s&%& » S— AR E ) i 5 l":ﬂ-: ueet ) ‘ﬁl?"'}':| tIE ks ,‘T.l" \_;‘yfs‘;":_{\-
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Replication Tool Kit:

Program Materials

Maternal Serum-Triple Screen Curriculum )

O
)
O
B
O

O

)
R

B

What is maternal serum-triple screen?
What kind of disorders are tested for?
Basic knowledge about chromosomes
Chromosomes and genes

Neural tube defects

Down syndrome

Trisomy 18

How accurate are triple screen results?
What happens after the triple screen?

Charles B. Wang
Community Health Center

Maternal serum — triple screen

ZE R = Y E R

i The Test Measures 3 Different

Substances in the Mother’s Blood )“\
3 ma&ﬁmmﬁmmmwzmxﬁwmnfg
I AFP --FEiE(H )) ‘;’? )
1 HCG ---#iF R [EER 32 )> ’) ,)g
I uE3 ---jEifEiE= &
u T HE— ;) .9).
‘What happens after the triple screen?
BEZR  IREEAETRE ?
E Kmm:memmhwmmmmmdmmm
© TUltrasound

© Amniocentesis

I Your test results may show that ‘aby has a higher nsk for one of the followi
o : may your baby gher OWIRE
1 Neural Tube Defects
1 Dowr Syndrome
1 Trisomy 18
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Replication Tool Kit:

i o 240 £ 4360
Program Materials e v, |
¥ Alpha-thalassemia trait

Thalassemia T

Types of thalassemia

' Beta-thalassemia trait

§ What is Thalassemia?
% Thalassemia 1s a type of blood disease -

75 . . i Iteil:1 g g(e,ngl;ic condition, which affects human

® What is thalassemia? : % m}%ﬁ‘pmﬁ%ﬁ&theMiddkEast,

® Why is hemoglobin important? | |

- . B A A g R 00 ?

® How do you get thalassemia? n AL AR,

© Basic knowledge about chromosomes B S

@ Chromosomes and genes ‘));?)g)

7 - S L ) RN

® The function of genes R & 44 zHi 4 ;)i>)5>
2 Sovintedrcsssve i AUS

@ Types of thalassemia A ¢ M el ,))’,)2))’

@ How do you know you have it? L P2

@ Thalassemia and pregnancy N ! Risks of geting thalasemis

© Risks of getting thalassemia H Oty oe et caris tlenis i

® What do | do if | carry thalassemia trait? C e R

‘\ 0 ' 50% chance in each pregnancy for

your baby to get the trait
1 ¥ B FRIER  (RRYE R Rt

-~ 7
£ 50% chance in each pregnancy for
5
' q MMim i EAMATHERES0%

~

thalassemia trait

Charles B. Wang

a normal baby which means no
i USRI - fRIBEERTEREY
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Replication Tool Kit:

Program Materials
Topics included in all 3 workshops

® What is amniocentesis?
® How is the test performed?
® What kinds of problems can amniocentesis detect?
® What are the risks of an amniocentesis?
® What do | do if the amniocentesis result is abnormal?
¥ Why is family history so important to your health?
® What is genetic counseling?
® Who should get genetic counseling?
® What can a genetic counselor do for you and
your family? R ARE?
© What happens after genetic counseling? = imeaie=,

screen for genetic birth
defects.

& A small sample of the
amniotic fluid surrounding the
fetus 15 extracted and
examined.

B miﬁtﬁg% S AR, A

SR 52
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Replication Tool Kit:
Workshop Evaluation

®@ The Replication Tool Kit also includes all
evaluation materials used by CBWCHC to
evaluate the effectiveness of the workshop.
m Pre/post surveys
#m Genetic Counselor Assessment

@ Evaluation analysis of “Genetics 101"
workshop materials showed statistically
significant positive outcomes for the users.

Charles B. Wang 26
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Evaluation of workshops:
Methods-

® We compared two cohorts -- patients who received pre-
counseling workshops (Intervention Group) vs. those who did
not (Control Group).

® Data was collected from June 1, 2009 to November 20, 2009.
$10 Bakery cards were used as incentives to recruit patients.

N

® Data was collected using short pre and post workshop
guestionnaires administered to all eligible and consenting
patients. The questionnaires addressed the following
areas:
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m Patient knowledge/awareness of basic genetic concepts and their
importance on health

m Patient attitude toward genetic counseling
m Patient self-efficacy regarding genetic counseling and testing
m Patient satisfaction with the genetic counseling

m Quality of communication between the patient and the genetic

counselor and health educator
Charles B. Wang 27
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Workshop Findings:
Change in Knowledge -

Reasons for seeing a genetic counselor

(N=86, intervention n =44, control n=42)

[1Pre [ Post

w

>

S

=)

o

g 2.20

5 2

5 1.67
- 1.32

‘s

H*

@ 1 |

< Intervention* Control*

*Statistically significant difference (p<0.05) found between the pre and post surveys.

The change in the intervention group was found to be statistically greater than that for the control
group. Charles B. Wang
Community Health Center
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Workshop Findings:
Change in Self-Efficacy

Average Score (N=86, intervention n =44, control n=42)

. Intervention O Pre E Post
Strongly 4.18 4.20
agree 3 1 1
? 223
2
Strongly 4
disagree '
Confident in ability to handle problems Motivated to get genetic testing*
in pregnancy*
Stoncfy 5 Control
rongiy
agree 4 390 4.24 3.98 4.05
3
Strongly 2
disagree 1 :
Confident in ability to handle problems in Motivated to get genetic testing
pregnancy*

*Statistically significant difference (p<0.05) found between the pre and post surveys for both intervention
and control groups. However, the change in the intervention group was statistically greater than that in

the control group for both categories. Charles B. Wang 29
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Workshop Findings:
Change in Attitude

Average Score (N=86, intervention n =44, control n=42)

Would consider seeing a genetic counselor in the future:

5 ] Pre [ Post
Strongly
agree
A 203 414
3.20
3
2
Strongly
disagree 1
Intervention* Control*

*Statistically significant difference (p<0.05) found between the pre and post surveys for both the

intervention and control groups. The change in the intervention group was statistically greater than that
in the control group. Charles B. Wang

Community Health Center



Workshop Findings:
Satisfaction with Intervention

(Intervention n =44)

45 O Dljsgtlsfled O Nz:;pmlon O Sajfsfied
40
35
30
£
o 25
k-
o 20
B S
15
10
5 - 3
O I ]
Comprehensrveness Clarity Usefulness Encouraging Well-organized

questions
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Workshop Findings:
Length of Genetic Counseling
Appointment Time (=26

Intervention Control
n=16 n=10
Average Appt. 20.63 34.20
Time (Minutes)
SD 5.06 4.98

*Data was collected from CBWCHC'’s Electronic Medical Records system to assess the Geneti
Counselor’s appointment time.

Charles B. Wang 32
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Result Summary:

Patient attends “genetics Patient sees genetic

101” workshop given by ; » | counselor and translator
health educator in (the genetic counselor does
Chinese not speak Chinese)

Result:
Patient has

Result:
Genetic counselor
and patient have
more informed discussion,

patient is empowered

and has greater
decision making
ability

basic genetic

knowledge &
awareness

Charles B. Wang 33
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Conclusions

© Replication of the Genetic Literacy Project promises
to benefit both the organization and the community

# CBWCHC will recommend the replication site for
March of Dimes funding support

# CBWCHC will provide copies of the Replication Tool
Kit for the Genetic Literacy Project to all interested
organizations.

R
TN
. \\2‘.

® Materials are culturally and linguistically appropriate

-
S

@ Evaluation analysis showed promising findings for
the effectiveness of the pre-counseling workshops

Charles B. Wang 34
Community Health Center




Special thanks to:
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Thank you for your time!

If you have any questions, please contact
Christine Chan at

(212)-966-0228 ext 227 or

This project is supported by grant
2-U33MC00157-06-from the Health Resources and
Services Administration, Maternal and Child Health
Bureau, Genetic Services Branch to the March of Dimes
Foundation.
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