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SCDAA — NCEC
Funding and Purpose

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

e 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
Mission

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:
e model education

e counseling

o follow-up
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SCDAA — NCEC
Intended Outcomes

One of three outcomes:
Within the HRSA funded SCD community-based programs,
to increase knowledge about SCD:
e for families with babies identified as carriers of SCD
or other hemoglobinopathies
e for families with babies identified with SCD
e 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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Literacy Levels of Adults In America

Reading Ability NALS Approx %0 of
Level Grade Pop.
| evel
1 0-5 21
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 NVAY IS AppProx 00 of
Level Grade Pop.
_evel
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Literacy, Race and Ethnicity

NALS % of % of % of % of % of % of % of % of % of %o 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
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Finally...A Moving Train
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SCDAA — NCEC
Plain Language Materials Development

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

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

e Development of tool kit for information providers
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SCDAA — NCEC
Plain Language Materials Development

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

e Fleld testing of most commonly used materials for trait
education and disease management education 6/04

e Development of tool kit for information providers



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 & Assoclates
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Layout and Typography

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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lllustrations

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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Appeal

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



Facts About
Stroke
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Stroke is the third largest cause of death
in America, after diseases of the heart and
cancer. Although elderly people account for
the vast majority of stroke deaths, stroke
ranks third as a cause of death among
middle-aged people.

Despite these statistics, there’s good news.

The age-adjusted death rate for stroke has
been steadily declining in the U.S., dropping
from 88 per 100,000 population in 1850 to 34
in 1984. The rate declined about one per-
cent a year until 1972; after that it started
droppingabout five percent a year. Improve-
ments in medical care for stroke patients
and the control of high blood pressure have
contributed to the decline.

What is stroke?

A stroke is a form of cardiovascular dis-
ease. It affects the arteries or veins of the
central nervous system and stops the flow of
blood bringing oxygen and nutrients to the
brain. A stroke occurs when one of these
blood vessels either bursts or becomes
clogged with a blood clot. Because of this
rupture or blockage, part of the brain doesn't
receive the flow of blood it needs. As a
result, it staris to die.

Types of stroke

One of the most common types of stroke
is cerebral thrombosis. This occurs when a
blood clot forms inside an artery bringing
blood to the brain and blocks the blood flow.
The clot could also form in a vessel in the
brain. Blood clots form most often in arteries
damaged by atherosclerosis, a disease con-
dition in which the inner walls of arteries be-
come lined with thick, rough, fatty deposits.

Another type of stroke is a cerebral embo-
lism. It occurs when the bloodstream carries

1

a clot to an artery leading to the brain or in
the brain itself. Then the clot becomes
stuck. Such clots most commonly come
from diseased areas in the heart. Both these
types of stroke are caused by blood clots
and are called ischemic strokes.

Not all strokes are caused by blood clots,
though. Some are caused when a biood
vessel on the surface of the brain ruptures
and bleeds into the space between the brain
and the skull. This is a subarachnoid hemor-
rhage. Another type of stroke is an in-
tracerebral hemorrhage. These occur when
a defective artery in the brain bursts, flood-
ing the surrounding tissue with blood. |
Intracerebral hemorrhage is most often asso-
ciated with high blood pressure, and sub-
arachnoid hemorrhage is usually caused by
rupture of a cerebral aneurysm or aterio

venous malformation.

Know the warning signals
of stroke

The warning signals of stroke are:

* Sudden weakness or numbness of the
face, arm and leg on one side of the
body.

* Loss of speech, or trouble talking or un-
derstanding speech.

¢ Dimness or loss of vision, particularly in
only one eye.

¢ Unexplained dizziness, unsteadiness or
sudden falls*

About 10 percent of strokes are preceded
by “temporary strokes” (transient ischemic
attacks or TlAs). These can occur days,
weeks or even months before a major stroke.
TIAs result when a blood clot temporarily
“If you notice one or more of these signs, talk to your

doctor. Your body may be trying to tell you something.
2




&
6Americon Heart Association

My father is alive today because I know
the signs of a stroke. You can save lives, too,
if you learn these signs.




Let me tell you what happened. My father has
high blood pressure. Last week we went fishing.

He dropped his gear. He said
he felt weak on one side.

He did not talk clearly.

He said his sight
blurred, and he
felt dizzy.

He felt okay

in a few minutes.
Still, I did not wait.

I called 911 for help.

I knew what was
happening to Dad are
the warning signs

of a stroke.

©1992, American Heart Association
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SCDAA — NCEC
Plain Language Materials Development

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

e Fleld testing of most commonly used materials for trait
education and disease management education 6/04

e Development of tool kit for information providers



Chate

Ms, oMothers Firet Names«Mothers Lasi Mames
afyddresss
alitye, aStalen o«

Re Babry =fabys Last Names
DOB: slDme of Buths
Uit & «abded Rec Mow

Lhear M, abdothers Last Nomes

All babies born in State of - mre tested before leaving the hospital for ceriain
genetic or inheried disorders.  Sickle Cell DiseaseTraut, and other hemoglobin variations are among
them. Your child was found o have & Sichde Cell Trait or Hemoglobim "AS". This is noi & discase.
However, it 15 importan for vou 1o be aware of this condiion and what 1 mesns for your balbwy

In order for your baby to have & Siekde Cell Trait, t mcans that baby inherited one normal gene-
(Hemoglobin "A"), from one parent and one sickle pene-{Hemoglobin “57) from the other parenl It is
impaortant that both you and haly's dad are tested for sickle cell trait, 5o that you know what your risk is
for having a child with Sicile Cell Discase. Sickde Cell Trait usually canses no health problems. It is
important for you, the parents, to know your hemoglobin status and how it could affect future
prejmancics, as well as recognire thet when your infamt becomes of childbearing age that he'she
undersiands the risk of having chuldren with Siclde Cell Disease.

It 15 vital that vou coniact our office in the wesk or two o make sn appointrment 50 that we may discuss
sickle cell trant and what it means for vour baby. Althouph rare, Sickle Cell Trait can resalf in some
medical complications. You will find that thes brief session will provide you with the information your
need o EIVE yoaur chald the AP PIOEE NP OTTTREION e The THme 15 r1l__:|1[ Please contact us §5f -0 -
xxxx for an appointment and more information.  Inform our receptionsst that you have received a betier
from us indicating that your baby has Siclkde Cell Trait In addition, please inform your child's primary

care physician that your child hes Sickle Cell Tran
We look forward 1o heanng from you

Sincerely,

i Sickle Cell Pro

Coordinator, Community-Hs
Lhrecior of Pedintnc Hemat

L

LI Oy




Drabe
s, Maothers Forst Name Mothers Lesi Mame

Dear bs. Mothers 1
This letter s 1o let you know about yo

Blood screening results
= All babies born in the state of
hemoglobin (pronounced he-mo

= Your baby's blood screcrung resut
Here are & things vou should do:

1. Do not be alarmed. Do aol worry.
q 5 MOT & descase

12 people thimk that » e cedl 4 & desease. But this = not so

w people have problems with the trut. But this is rare
1. Think about getting cach parcat tested if you may have another baby.

o could kave a baby
with sickle cell dizesse m the future This is -_ur_r,_:h fg 1o think aboud
4. (et more information, il vou seed it
+ Read the pamphict that comes weih this bemer
& Call 11 vou hane quest

et o onee of ou COUNSCIINE SEESONS

4. Share this letier with vour baby's doctor.

5. Keop this letier for vour records.

6. Keep this information for your child. Whea be or she is old enongh make them
aware of their awn chance of havine childrea with sickle ool disease.

ol B

We look forward to heaning from yoi

Q = 1
SIRCETELY

Coordinator, Commn Hased Sockle Cell Project Director of Pediatnic
“I.'HI.'II:I"'.HL:r"l i
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SCDAA — NCEC
Plain Language Materials Development

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

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

e Development of tool kit for information providers
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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:
o 5 most frequently used sickle
cell newborn screening materials
o 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 :

o 2 newborn screening materials

o 2 treatment materials for children
with SCD under 4 years of age




Health Communication

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
pased-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

e 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.

e 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:

e Parents of newborns diagnosed with sickle cell trait

e Parents of newborns diagnosed with sickle cell disease

e 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
e 6 were parents of children with sickle cell trait only

e 13 were parents of children with sickle cell disease




Health Communication

Brookdale - 2004 Discussion Groups

Part 1 - Trait Notification Discussion Group

Parents were asked to:

e first, discuss their reactions to the trait diagnosis, then

e give their opinions on selected materials designed to give parents
Information about sickle cell trait.

Part 2 - Disease Management Discussion Group
e Parents were asked to give their opinions on selected materials designed
to give parents information about the management of sickle cell disease




Health Communication

Methodology

Children's Hospital of Philadelphia (CHOP) -
Philadelphia, Pennsylvania

1 group of 20 parents of children with sickle cell disease

e some were also parents of children with sickle cell trait
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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:

e How a parent may want to receive this information

¢ \What a parent may need to know at these two points in time

e \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

e How parents want information presented
e Other Issues
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In thelr 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

e Sickle Cell Trait (AS) & Your

e Sickle Cell Testing for Newborns
What every expecting parent should know

e About Sickle Cell Disease and Sickle Cell Trait

e Trait Notification Letter - Standard Letter Format
with Longer Paragraphs

e Trait Notification Letter - Bulleted List Format
with Shorter Paragraphs

e The Family Connection




Sickle Cell Trait
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SICKLE CELL DI'SEASE CAN
CAUSE SEVERAL HEALTH
PROBLEMS

For exanmpue:
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SCDAA — NCEC
Plain Language Materials Development

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

e Fleld testing of most commonly used materials for trait
education and disease management education 6/04

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

e Guide to Reader-Friendly Materials Development
e Checklist for Evaluating Reader-Friendliness

e Template for a trait notification letter

e Template for a trait notification brochure

o A “What If — Future Babies Card”

e Fact sheet on sickle cell trait

¢ 5 things parents want to know
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Next Steps
For Families

Modify or develop, then test and refine materials to

provide:
e \Welcome kit for parents of newly diagnosed babies

with SCD

e 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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Next Steps
Materials for Providers

Modify or develop, then test and refine materials to
provide easy-to-access web content for:

e community based providers, including Primary Care
Providers and Emergency Room physicians for

e Hemoglobinopathy Counselor/Educators
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Findings and Recommendations
Selected Issues — Disease Notification

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

When notified that there IS a problem

¢ \What they wanted to know

e \What they did NOT want to know

e The one thing thy MOST wanted to hear
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Selected Issues — Disease Management

e \What parents wanted more information about
e \Where to place the emphasis

e \What they are most likely to find confusing

e 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
e A Parents’ Handbook for Sickle Cell Disease
Part | - Birth to Six Years of Age
e The Infant and Young Child with Sickle Cell Anemia
e You Can Help Your Baby with Sickle Cell Disease Stay Well
e Hemoglobin Sickle C Disease
e Chest Syndrome




PARENTY
HANDBOOK
FOR
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DISEASE

PART 1

Kirth to Siy Years of Age
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* YouCanHelp E
4 Your Baby With [z
&= Sickle Cell Disease &

Follow these tips each day:

v/ Give your baby penicillin two times
each day.

v/ Learn to take your baby's temperature.

: 1 ¢ Know when to take your baby to the :

‘doctor.




You can help your baby with sickle cell disease
stay healthy!

Give your baby penicillin two times each day. Use a special
spoon each time!

(L\ﬁ

Give baby
a dose
before
breakfast!

Give baby a
dose before
bed time!

Your baby must have more to drink than other
children.

Offer your baby lots of water and juice after she
drinks her milk.




Take your baby to the doctor before he gets
sick to:

V¥ Get baby shots.

¥V Get a special shot called pneumovax (new-mo-vax).

¥ Get penicillin orders.

V¥ See a special doctor, called a pediatric hemotologist, for

your child’s blood disease. Go by age two months, then at
least one time a year.

Have check-ups on time.

Call the doctor right away if:

¥V Your baby has a fever over 101 degrees.
¥ Your baby has swollen hands or feet.

¥ Your baby is crying a lot or is very fussy.
¥ Your baby has very white or yellow skin.

V¥V The left side of your baby’s tummy is swollen.

You can get help if your baby has sickle cell
disease

Our sickle cell program can:
V¥ Test your baby for sickle cell disease.

¥ Tell you about your baby’s sickle cell test and about sickle
cell disease.

V¥ Teach you and other people you know about the special
care your baby needs.

¥V Help you meet others parents whose babies have sickle cell
disease.

V¥ Help you find ways to pay for your baby’s special care.
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PROBLEMS SEEN IN CHILDREN WITH SICKLE © INSEASE
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THE CHILD WITH HEMOGLOBIN SICKLE C INSEASE
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Chest
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WHAT IS CHEST SYNDROME?
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= Trouble breathing

= Fasl breathing
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Health Communication

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 :

o 2 newborn screening materials

o 2 treatment materials for children
with SCD under 4 years of age




Health Communication

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 :

o 2 newborn screening materials

o 2 treatment materials for children
with SCD under 4 years of age




Health Communication

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
pased-providers and counselor educators in the development of
user-friendly materials for families




Health Communication

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




Health Communication

NCEC Work Plan 2005-2008

Goal: Priority Area 1: Materials Development
Objective: 1.1: Develop Consumer Educational Materials

Activity 1.1:1
p. 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




Health Communication

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

Soclety) for ease of use by providers of care.



Health Communication

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 (l.e.
Physician’s Guide for community based providers (treatment
centers) including Primary Care Providers and Emergency Room
physicians for posting on SCDAA website




Health Communication

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




