
Creating easy-to-read booklets 
about sickle cell trait and disease 

Strategies Pretesting 
Two pretest cycles with women and 
men who attended a prenatal class at 
the FQHC.  

The Project 
Encourage pregnant African 
American women and their partners 
in St. Louis, Missouri to get screened 
for sickle cell trait during a prenatal 
health class.   

Why? 
Many African American parents don’t 
know their sickle cell trait status 
before having children. When both 
parents carry the sickle cell gene they 
have a 1 in 4 chance of having a baby 
with sickle cell disease.  

Parents who find out their trait status 
before their baby is born have more 
time to 
•  learn about sickle cell  
•  connect with community resources  
  that can help them 

About sickle cell 
Sickle cell trait affects 1 in 12 African 
Americans. It is passed from parent to 
child. 
Sickle cell disease  
•   affects how red blood cells look  
   and act  
•  can lead to serious health problems  

Communication 
Challenges and 
Solutions 
#1: This is a new topic for the  
        audience 
Challenge 
Formative research told us the audience 
doesn’t know much about genetics, 
sickle cell trait and disease, or the 
benefits of screening.  

Solution 
Provide basic information about sickle 
cell trait and disease and repeat the key 
action step: get tested. 

#2: Teaching about a complex 
        topic in a short time 
Challenge 
The audience will learn about sickle cell 
for 10 minutes during a class at a 
Federally Qualified Health Center. 

Solution 
We created a 12-page booklet and a brief 
slide presentation that the instructor 
can discuss during class. Patients take 
the booklet home with them when the 
class is over.    
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5.5 SMOG reading grade level 

        Strategies 
+     Pretesting 
Materials that are:    
      Appealing 
      Relevant 
      Understood 

This project was made available through grant number 46MC09231 from the GeneBc Services Branch of the Maternal and Child Health Bureau. 

Likes  Suggested changes 
The layout and design, 
especially the: 
•  le4er to the baby 
•  pictures of the  
   red blood cells 
•  illustra8ons 
•  story about Keisha 

A diagram that shows the 
possible outcomes of each 
partner having sickle cell 
trait 

A table comparing sickle 
cell trait and disease, rather 
than text  

Put Keisha’s en8re story at 
the beginning 

Use the diagram in both 
the booklet and the 
presenta8on 

Wanted more informa8on 
about: 
•  symptoms 
•  differences between  
   sickle cell trait and  
   disease  
•  how the trait status of  
   each parent can combine  
   to affect a baby’s trait  
   status  

Hi Mama!
It’s me, your baby. You already do so much to take 
care of me. Can you do one more thing?

Get tested for sickle cell trait and disease. 

I’ll get tested when I’m born. But you and Daddy 
need to find out if you have sickle cell trait or 
disease. 

There’s a chance you might pass on sickle cell trait 
or disease to me, my brothers and sisters, even 
my kids someday. Get tested so you’ll know how 
to keep all of us healthy.

Keisha did it and I know you can, too.

I love you,
Your Baby

Keisha decides...

I’m getting tested for 
sickle cell trait the next 
time I see the doctor. 

It’s free, easy, and it’s 
important to know. Please 
come with me.

I’ll get tested too 
so we know if our 
baby has sickle cell. 
I can tell it means a 
lot to you..

Keisha got tested  
     and you can, too!

Keisha talks 
with a friend...

Have you been 
tested for 
sickle cell yet?

I don’t think so.
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A FREE, easy test can !nd out if you have the sickle gene.

Sickle cell disease Sickle cell trait
Symptoms You can have many health problems:

Your Genes

Will you pass 
the sickle 

gene to your 
children?

Yes

pass 

 to 
sickle cell disease.

Maybe

 to 
sickle cell trait. 

 to 
sickle cell trait.

have sickle cell disease.

How are sickle cell disease and trait di!erent?

What if a parent has the 
sickle gene?

When either parent has a sickle gene they can pass it 
down to their children. This mother and father each have 
sickle cell trait – a normal blue gene and a red sickle gene. 

Every time they have a child, one of these will happen:

NO sickle cell 
trait or disease

sickle cell trait sickle cell trait sickle cell 
disease

Their children can have sickle cell disease, trait, or neither. 
Every child may be di!erent.

The test 
for sickle cell trait

Testing for sickle cell trait is FREE and easy. 
A technician will take a little bit of blood and send it to a lab. 

Where to go for testing: 
The nurse will o!er tests after this class.

How do you get results? 
The nurse will contact you to set up a time for you to come 
back and go over the results. 

Get their 
attention Use a  

role model

Repeat  
key points

Use a variety  
of formats

Increased health literacy 


