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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 

   Genetic brochures 

   Pre-counseling workshops 


   Describe Genetic Literacy Project Replication 
Process 


   Share Genetic Literacy Project Evaluation Results 
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About CBWCHC 

   Federally qualified non-profit community health center in 

NYC  

   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 
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   Low-income 

   Uninsured  

   Under-insured 

Who CBWCHC Serves 
The Health Center mostly serves the Asian American community 
in the New York City metropolitan area who are: 

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* 

Source: 2000 Census Data 
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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 Asian1 


   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 mothers2 


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

1 Vichinsky Changes in the Epidemiology of Thalassemia in North America: A New Minority Disease. PEDIATRICS Vol. 116 No. 6 December 2005, pp. e818-
e825   
2Bureau of Vital Statistics data compiled by Bureau of Maternal, Infant and Reproductive Health, New York City Department of Health and Mental Hygiene, 
February, 2009. 
3 US Census Bureau http://www.census.gov/prod/2008pubs/p60-235.pdf 

iStockphoto 
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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. 


   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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The User’s Guide 
will provide 
information about 
the original 
program and how 
to implement 
either brochures, 
workshops or 
both.  

Replication tool Kit: 
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Replication Tool Kit:  
Program Materials   
Brochures 


   Amniocentesis: What it can do for you and 
your baby  


   Maternal Serum-Triple Screen 

   The Benefits of Genetic Testing & 

Counseling 

   Thalassemia  

   Family Health History 
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Replication Tool Kit:  
Program Materials   


   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 
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Brochure Example: 
Amniocentesis: how it can help you and your baby 



16 

Brochure Example: 
Amniocentesis: how it can help you and your baby 



17 

Replication Tool Kit:  
Program Materials   


  Workshops 

   Master Curriculums for Staff 

–  Advanced Maternal Age 
–  Thalassemia 
–  Abnormal Maternal Serum Triple Screen Test 


   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 


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


   2. Help the health educator plan 
for patient education sessions: 

    Key topics to cover 

    Key concepts and facts for the 

patient to know 

    Suggested talking points and 

activities 
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Replication Tool Kit:  
Program Materials   
Master Curriculum for AMA  
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Replication Tool Kit:  
Program Materials 
“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  

   Topic is based on patient’s reason for  
    referral to the genetic counselor 

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

   Patient workshops increase patients’  

 knowledge of genetics before seeing the  
 genetic counselor at the health center 
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Patient 
Workflow 

Pregnant patients/patients of reproductive age  
with AMA, Thalassemia or Abnormal  

Triple-Screen referred to  
Genetic Counselor 

Patient fills out 
 pre-counseling survey 

Patient fills out 
 pre-counseling survey 

Patient fills out 
 post-counseling  

survey 
Patient meets with  
Genetic Counselor 

Patient meets with  
Genetic Counselor 

Genetic Counselor  
fills out counselor  

assessment survey 

Patient attends  
workshop (intervention)  

with Health Educator 

Genetic Counselor  
fills out counselor  

assessment survey 

Patient fills out 
 post-counseling  

survey 

Intervention Control 
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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 
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Replication Tool Kit:  
Program Materials    
Maternal Serum-Triple Screen Curriculum 

   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? 
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Replication Tool Kit:  
Program Materials    
Thalassemia   

   What is thalassemia? 

   Why is hemoglobin important? 

   How do you get thalassemia? 

   Basic knowledge about chromosomes 

   Chromosomes and genes 

   The function of genes 

   Types of thalassemia 

   How do you know you have it? 

   Thalassemia and pregnancy 

   Risks of getting thalassemia 

   What do I do if I carry thalassemia trait? 
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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 I 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? 

   What happens after genetic counseling?  



26 


   The Replication Tool Kit also includes all 
evaluation materials used by CBWCHC to 
evaluate the effectiveness of the workshop. 

   Pre/post surveys 

   Genetic Counselor Assessment 


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

Replication Tool Kit:  
Workshop Evaluation 
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   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.  


   Data was collected using short pre and post workshop 
questionnaires administered to all eligible and consenting 
patients.  The questionnaires addressed the following 
areas:   


   Patient knowledge/awareness of basic genetic concepts and their 
importance on health 


   Patient attitude toward genetic counseling 

   Patient self-efficacy regarding genetic counseling and testing 

   Patient satisfaction with the genetic counseling 

   Quality of communication between the patient and the genetic 

counselor and health educator 

Evaluation of workshops: 
Methods- 
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Workshop Findings: 
Change in Knowledge - 
Reasons for seeing a genetic counselor  
(N=86, intervention n =44, control n=42) 

*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. 

2.20 

1.32 

1.67 
1.88 
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Workshop Findings: 
Change in Self-Efficacy  
Average Score (N=86, intervention n =44, control n=42) 

Intervention 

Control 

Strongly  
agree 

Strongly  
disagree 

Strongly  
agree 

Strongly  
disagree 

*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.  

2.23 

3.90 

4.20 

3.11 

4.18 

4.05 3.98 4.24 
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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: 

Strongly 
agree 

Strongly 
disagree 

*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. 

3.20 

4.20 
3.93 

4.14 
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Workshop Findings: 
Satisfaction with Intervention 
 (Intervention n =44) 
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Workshop Findings: 
Length of Genetic Counseling 
Appointment Time (N =26)  

Intervention  
n = 16 

Control 
n = 10 

Average Appt. 
Time (Minutes) 

20.63 34.20 

SD 5.06 4.98 

*Data was collected from CBWCHC’s Electronic Medical Records system to assess the Genetic 
Counselor’s appointment time. 
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Result Summary: 

Patient attends “genetics 
101” workshop given by 
health educator in 
Chinese 

Patient sees genetic 
counselor and translator 
(the genetic counselor does 
not speak Chinese) 

Result:  
Patient has  

basic genetic  
knowledge &  
awareness 

Result:  
Genetic counselor  
and patient have  

more informed discussion,  
patient is empowered  

and has greater  
decision making  

ability 
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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.  


   Materials are culturally and linguistically appropriate 


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

chchan@cbwchc.org 

Genetic Literacy Project: 

Genetics Education Interventions for Asian American Prenatal Patients 


