
Sickle Cell Disease Newborn Screening
Education Project

Janet Ohene-Frempong, MS

April 21, 2005
Advisory Committee 

on Heritable Disorders and Genetic Diseases 
in Newborns and Children



• Funding

• Purpose

• Mission 

• Intended Outcomes

Health Communication

SCDAA – NCEC
Background



• Funding from HRSA’s Genetic Services Branch
Maternal and Child Health Bureau (MCHB) 

• To create and implement a National Coordinating and 
Evaluation Center (NCEC) to accomplish the goals of the 
Sickle Cell Disease and Newborn Screening Program 

The SCDNSP supports the comprehensive care of
newborns diagnosed with Sickle Cell Disease or
as carriers of SCD and their families.
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SCDAA – NCEC
Funding and Purpose



To increase the capacity of the HRSA funded SCD
newborn screening community-based programs to
provide services to families with babies identified with
SCD, or as carriers of SCD or other hemoglobinopathies:
• model education
• counseling
• follow-up
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SCDAA – NCEC
Mission



One of three outcomes:
Within the HRSA funded SCD community-based programs,
to increase knowledge about SCD:
• for families with babies identified as carriers of SCD 

or other hemoglobinopathies
• for families with babies identified with SCD
• for their providers who are
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SCDAA – NCEC
Intended Outcomes



One of five program priorities: Materials Development
Create materials and methods of information delivery
that will increase health literacy, particularly about
sickle cell disease and genetics.  

Through information created for families and for providers, the
NCEC will establish a foundation to disseminate standardized 
information about sickle cell disease.
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SCDAA – NCEC
Intended Outcomes



Literacy Levels of Adults in America
Reading Ability NALS Approx % of

Level Grade Pop.
Level

Very low 1 0-5 21
Low 2 6-8 26

Marginal 3 9-12 32

Skilled 4 College 17
Highly skilled 5 Grad 3
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Literacy Levels of Adults in America
Reading Ability NALS Approx % of

Level Grade Pop.
Level

Very low 1 0-5 21
Low 2 6-8 26

47
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Literacy, Race and Ethnicity
NALS % of % of % of % of % of % of  % of  % of   % of  % of 
Level Pop. White Hisp A m Asian Black PR Cuba Mex C Am

-O  Ind

1 21 14 25 25 36 38 47 53 54 56 

2 26 25 27 39 25 37 32 24 25 22

Totals 47 39 52 64 61 75 79 77 79 78
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IOM Committee on Health Literacy

• Charge
- Identify obstacles to creating a health literate public

• Recent related studies
- Confronting Racial and Ethnic Disparities (2003)
- Assessing Health Communications Strategies
of Diverse Populations (2002)

• Report released 
- April 2004
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AHRQ Systematic Review
• Charge

- Perform a systematic review of the relationship between      
literacy and health and of interventions designed to 
mitigate literacy-related health disparities

• Support from
- AHRQ
- Research Triangle Institute
- American Medical Association

• Report released
- Spring 2004

Health Communication



Finally…A Moving Train
Health Communication



SCDAA – NCEC 
Plain Language Materials Development

• Technical Assistance and Training Session 2/03
• Evaluation of NBS trait notification letters 3/03-5/03

• Field testing of most commonly used materials for trait 
education and disease management education 6/04

• Development of tool kit for information providers

Health Communication
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Words, Space, Pictures and Appeal
How to Evaluate and Develop Easy to Read Materials

Level 1 - The Basics

Janet Ohene-Frempong, MS
J O Frempong & Associates



1. Print is easy to see
2. Layout is short and spacious
3. Information is visually well organized
4. Font is plain
5. Avoids all caps – uses unjustified right
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Layout and Typography



Illustrations

1. Are used and serve a purpose.
2. Are clear – cause very little confusion.
3. Are simple – with very few distractions.
4. Are literal - not abstract. 
5. Provide context and order.
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Text
Prose Literacy

1. Language is simple and friendly
2. Message is clear
3. Information seems manageable
4. Information is engaging
5. Information is repeated
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Evaluating and Developing Materials
Text – Document and Quantitative

1. Few document literacy skills are needed.
2. Few quantitative literacy skills are needed.
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Intended audience is likely to find it to be:
1. Attractive
2. Easy to use
3. Personally relevant 

Highly subjective. Is preferably developed and field tested
With intended audience

Appeal
Health Communication
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NCEC Work Plan
Goal: Priority Area 1: Materials Development Increased
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:1
Assess and test for readability and user- friendliness: 
• 5 most frequently used sickle   

cell newborn screening materials 
• 5 sickle cell treatment materials

most frequently used for children 
under 4 years  of age
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NCEC Work Plan 2004-2005
Goal: Priority Area 1: Materials Development Increased
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:2
Develop and test draft prototype for : 
• 2 newborn screening materials  
• 2 treatment materials for children 

with SCD under 4 years of age
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NCEC Work Plan 2004-2005
Goal: Priority Area 1: Materials Development Increased
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:3
Create, disseminate and  test a draft tool kit for use by community 
based-providers and counselor educators  in  the development of
user-friendly materials for families
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Focus Group and Discussion Groups
With SCT and SCD Parents 2001 and 2004
Sickle Cell Trait and Sickle Cell Disease Information

What Parents Want to Know

Janet Ohene-Frempong, MS – Moderator
Health Literacy Consultant for NCEC

and
Christine Corbin, RN – Assistant Moderator
Health Education Coordinator for NCEC
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Background

• In June 2004, the NCEC conducted 3 discussion 
groups with parents of young children (age 4 and 
under) with sickle cell trait and with sickle cell disease.

• Results of these discussion groups were combined 
with the results of 2 parent focus groups conducted 
in November 2001.
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Purpose of the Study
To find out:

1. What parents in each of the following 3 categories want to know about 
sickle cell trait and sickle cell disease:     
• Parents of newborns diagnosed with sickle cell trait 
• Parents of newborns diagnosed with sickle cell disease
• Parents of young children who have sickle cell disease 

(infants to 4 years of age)

2. How they like materials to be designed 

3. How the current material, most frequently used by the grantees, 
could be improved to better meet their needs (if at all necessary)
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Methodology
Brookdale University Hospital & Medical Center
Brooklyn, New York

1 group of 19 parents interviewed in 2 consecutive sessions
• 6 were parents of children with sickle cell trait only
• 13 were parents of children with sickle cell disease
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Brookdale - 2004 Discussion Groups
Part 1 - Trait Notification Discussion Group
Parents were asked to:
• first, discuss their reactions to the trait diagnosis, then 
• give their opinions on selected materials designed to give parents

information about sickle cell trait.

Part 2 - Disease Management Discussion Group
• Parents were asked to give their opinions on selected materials designed

to give parents information about the management of sickle cell disease
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Children's Hospital of Philadelphia (CHOP) –
Philadelphia, Pennsylvania

1 group of 20 parents of children with sickle cell disease
• some were also parents of children with sickle cell trait
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Methodology



CHOP - 2004 Discussion Groups
Disease Management and Trait Notification Discussion Group

Parents were asked to:
1. First, give their opinions on 1 specific piece of material, designed to 

give a comprehensive overview of how to manage sickle cell disease, 
identify what they felt may be missing and what they would like to 
know more about - including psychosocial issues.

2. Next, view a 6-minute video on health literacy problems and then let 
us know what  kinds of things they think parents are most likely to 
find confusing in the management of sickle cell disease.

3. Finally, for those who had children with sickle cell trait as well, look at 
trait notification materials and tell us what they think parents of 
newborns diagnosed with sickle cell trait should be told and how.
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CHOP - 2001 Focus Groups
Disease Notification Focus Groups
Parents who had children with sickle cell disease were asked to reflect on
how they were informed that their newborn 1) MAY have sickle cell
disease and then 2) DID have sickle cell disease, and to let us know their
opinions on:
• How a parent may want to receive this information
• What a parent may need to know at these two points in time
• What a parent may NOT want to know at these tow points in time 
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Findings and Recommendations 
Selected Issues – Trait Notification

• What the main message should be
• Where to place the emphasis
• How parents want information presented
• Other issues
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In their words…
Selected Issues – Trait Notification

“You can make choices 
if you know what you’re dealing with…”
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Materials Tested – Trait (Carrier)
Materials Tested
The 5 most frequently used by grantees for the management of 
sickle cell trait
• Sickle Cell Trait (AS) & Your
• Sickle Cell Testing for Newborns

What every expecting parent should know
• About Sickle Cell Disease and Sickle Cell Trait
• Trait Notification Letter - Standard Letter Format 

with Longer Paragraphs
• Trait Notification Letter - Bulleted List  Format 

with Shorter Paragraphs
• The Family Connection
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SCDAA – NCEC 
Plain Language Materials Development

• Technical Assistance and Training Session 2/03
• Evaluation of NBS trait notification letters 3/03-5/03

• Field testing of most commonly used materials for trait 
education and disease management education 6/04

• Development of tool kit for information providers 
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Development of 
Trait Information Toolkit

Health Communication

• Guide to Reader-Friendly Materials Development
• Checklist for Evaluating Reader-Friendliness
• Template for a trait notification letter
• Template for a trait notification brochure
• A “What If – Future Babies Card”
• Fact sheet on sickle cell trait
• 5 things parents want to know



Next Steps
For Families

Health Communication

Modify or develop, then test and refine materials to
provide:
• Welcome kit for parents of newly diagnosed babies

with SCD
• Easy-to-read web content on disease management and

system navigation skills for parents of infants and
children with a longstanding diagnosis of SCD



Next Steps
Materials for Providers

Health Communication

Modify or develop, then test and refine materials to
provide easy-to-access web content for:
• community based providers, including Primary Care 

Providers and Emergency Room physicians for 
• Hemoglobinopathy Counselor/Educators





Findings and Recommendations 
Selected Issues – Disease Notification

When notified that there MAY be a problem
• How they wanted to receive this information
• Things they briefly wanted to be told

When notified that there IS a problem
• What they wanted to know
• What they did NOT want to know
• The one thing thy MOST wanted to hear
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Selected Issues – Disease Management

• What parents wanted more information about
• Where to place the emphasis
• What they are most likely to find confusing
• How they wanted information presented
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Materials Tested - SCD
Materials Tested
The 5 most frequently used by grantees for the management of
sickle cell disease 
• A Parents’ Handbook for Sickle Cell Disease

Part I - Birth to Six Years of Age
• The Infant and Young Child with Sickle Cell Anemia
• You Can Help Your Baby with Sickle Cell Disease Stay Well
• Hemoglobin Sickle C Disease
• Chest Syndrome
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NCEC Work Plan 2004-2005
Goal: Priority Area 1: Materials Development Increased
Objective: 1.1: Develop Consumer Educational Materials
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NCEC Work Plan 2004-2005
Goal: Priority Area 1: Materials Development Increased
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:3
Create, disseminate and  test a draft tool kit for use by community 
based-providers and counselor educators  in  the development of
user-friendly materials for families
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NCEC Work Plan 2005-2008
Goal: Priority Area 1: Materials Development
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:1:a
a. SCD Notification Materials

Develop prototype materials for a Welcome Kit 
for parents of newborns newly diagnosed with SCD
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NCEC Work Plan 2005-2008
Goal: Priority Area 1: Materials Development
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:1
b. SCD - Management Materials

Develop easy-to-read web content on disease management and
system navigation skills for parents of infants and children 
with a longstanding diagnosis of SCD
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NCEC Work Plan 2005-2008
Goal: Priority Area 1: Materials Development
Objective 1.2:  Develop Provider Materials

Activity 1.2:1 – Materials Review
Engage national provider groups in the review of existing
materials (use prototypes developed by the American
College of Medical Genetics and the American Pain
Society) for ease of use by providers of care.
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NCEC Work Plan 2005-2008
Goal: Priority Area 1: Materials Development
Objective 1.2:  Develop Provider Materials

Activity 1.2:2 - Materials for Physicians
Modify or develop and test and refine easy-to-access materials (i.e.
Physician’s Guide for community based providers (treatment
centers) including Primary Care Providers and Emergency Room
physicians for posting on SCDAA website
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NCEC Work Plan 2005-2008
Goal: Priority Area 1: Materials Development
Objective 1.2:  Develop Provider Materials

Activity 1.2:3 - Materials for Hemoglobinopathy Counselors
Modify or develop and test and refine easy-to-access materials for
Hemoglobinopathy Counselor/Educators for posting on SCDAA
website with SCD
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