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Creating Understandable, Effective
Tools for People with Intellectual and
Developmental Disabilities
Joan Guthrie Medlen, M.Ed, RD, LD

Creating understandable materials
and education activities is key to suc-
cessful nutrition coaching for people
with intellectual and developmental dis-
abilities (IDD) and those who support
them. For many, the tools and tech-
niques typically used to create “easy-to-
read” health education materials will do.
However, for some, these techniques
require special attention. 

The process is the same: 
• Plan and research,
• Organize and create,
• Evaluate and improve,
• Inform and stay informed.

It is in the details of these steps that
understandability is determined, for any-
one, including people who experience
intellectual and developmental disabili-
ties.  For consistency, this article will
focus on what is different when creating
materials for people with IDD using the
same framework as the companion piece
in this issue of the BHN Newsletter.

Step 1: Plan and Research
Define your target audience.

Though this is key to any good educa-
tion tool, it is an imperative step for
designing health communication materi-
als for people with IDD. When designing
materials for people with IDD or issues
about them, you will find there are three
distinct audiences: 
• The person with IDD.
• The people who provide support

(direct support providers, agency staff,
family members).

• Health care providers. 
Each of these requires a different

scope, approach, and language use. Do
not combine them. Once you have
defined your audience, learn about
them. Learn with them. 

Discover your target 
audience’s interests

When working with people with IDD
and their families, it is essential to meet
them where they are with regard to
health education. More often than not

the pivotal information they seek is not
what health care professionals expect.
Taking the time to do interviews, focus
groups, and observations takes time in
the front end, but pays off ten-fold in the
development of effective tools.

When gathering this information, cap-
ture the discussion using a Flip®Video or
other small camera to review nonverbal
messages and language use later. It is dif-
ficult to catch the nuances of non-verbal
cues in the moment. These cues are often
the missing piece in the conversation.

Create Learning Objectives
Whether you are making a brochure

or designing a workbook, your product
will be much more effective if you create
learning objectives for your target audi-
ence. Writing learning objectives takes
practice. Bloom’s Taxonomy is helpful for
writing appropriate, achievable learning
objectives. (see http://www.officeport.com/
edu/blooms.htm)  Clearly written objec-
tives using this method lead easily to
measurable outcome. 

For example, when writing learning
objectives for tools designed for people
with IDD, a useful and measurable goal is
to identify, match, or categorize key
words, tools, or concepts:

“Given appropriate visual cues, the
learner will be able to identify labels with
gluten-free symbols by matching the GF
symbol  to the GF symbol on the label.”

Step 2: Organize and Create
Making understandable tools for peo-

ple with IDD is really a process of creating.
The messages require careful thought to
visual cues, simplicity, and clarity of both
visual and text messages.

Key techniques for use of text in
understandable materials can be found
in the corresponding article. Here are
some tips that are specific to the writing
and design of tools for people with IDD:
Text
• Follow general rules for low literacy

skills.
• When possible, use a font that has let-

ters that are shaped like handwriting.
Not handwriting fonts. For example, “a”

rather than “a”
and “g” rather than “g.”

• Capitalize the start of a line in a bullet
list (visual cue for the beginning).

• End bullet lists with a period (visual
cue for the end).

Writing
• Use active tense.
• Be direct. Do start sentences with a

clause.
• Be familiar. Write in the first person.

Use “I” and “you.”
• Keep it short. Stick to one, maybe two,

discreet messages.
• Be positive. Focus on what  to do

rather than what to avoid.
• Keep the words small. Use the short-

est, effective word to describe
something.

Visual Cues
• Use images that have a purpose in the

message.
• Use background free images.
• Images should convey a specific

message.
• Use high resolution images.
• Use age appropriate images and

 language. 
• Make good use of white space to

organize the message.
• Avoid visual clutter and crowding.
Alternative Formats
• Consider formats other than print.
• Offer audio versions. 
• Use video clips.
• Consider a hands-on activity. 

– Does this need to be in print or
other media or can you offer a
hands-on experience?

– Can you describe a hands-on 
experience the person can do 
with support?

– Can it be created as an iPod app?

Evaluate and Improve
You won’t get it right the first time. It

is impossible. Plan to evaluate the tool
you make as you create it and also after
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Medical concepts and language are
very complex. People need easily under-
standable health information regardless
of age, background or reading level.
Here are guidelines to help you create
easy-to-read health materials.

What are easy-to-read (ETR)
materials? 

ETR materials are written for audi-
ences who have difficulty reading or
understanding information.

How can you create easy-to-
read materials? 

Writing ETR materials for MedlinePlus
is a process involving several important
steps: 
• Plan and research 
• Organize and write 
• Evaluate and Improve 
• Inform and Stay Informed 

Step 1: Plan and Research
Know your target audience.

Consider reading level, cultural back-
ground and attitudes, age group and

English Language Proficiency (ELP). 
• Include your target audience. Bring

members of the audience into early
planning stages, if at all possible. This
is especially important in cross-cultur-
al communication. 

• Research your target audience. Use
tools such as surveys and interviews
to learn about the need of the target
group. If extensive research is not fea-
sible due to time or budget con-
straints, contact other organizations
who communicate regularly with simi-
lar target audiences. 

• Determine objectives and out-
comes. What do you want your target
audience to learn? For example, if
your objective is to show the proper
use of asthma inhalers, emphasize the
outcome of their proper use. A sample
sentence might be: "Following the
directions for your asthma inhaler may
help you to breathe easier." 

Step 2: Organize and Write
General Points
• Keep within a range of about a 4th to

6th grade reading level. 

• Focus on a few key concepts. 
• Use a clear topic sentence at the

beginning of each paragraph. Follow
the topic sentence with details and
examples. For example, "Proper use of
asthma inhalers helps you breathe
better. Here are reasons why." Then
give reasons. 

• Examples and stories may help
engage readers. 

• Use the "you" attitude. Personalization
helps the reader understand what he
or she is supposed to do. 

• Structure the material logically. Some
users prefer step-by-step instructions.
Others may find concepts arranged
from the general to the specific easier
to understand. 

• Emphasize benefits of adopting the
desired behavior. For example,
"Following these directions will help
you get enough medicine from the
inhaler." 

• Do not make assumptions about peo-
ple who read at a low level. Maintain
an adult perspective. 

• Many who are challenged by English

you think you are done. Begin the
process by using a Fry Readability Scale
or SAM (see How to Write Easy-to-Read
Health Materials following this article).

Use the gold standard: let your target
audience test the tools you create.
Choose the people who test your tools
carefully. I have a cadre of young adults
with Down syndrome who test my
recipes. They are all very different in learn-
ing style and literacy skills. What they
have in common is their ability to work
with their parents, sibling, or friend and
tell me what I need to change. Therefore,
the person who supports them needs to
be able to watch, let mistakes happen,
and report what those mistakes might be.
The more honest feedback you receive,
both from the person with IDD and the
people who support them, the stronger
your tool will be. Be careful not to let the
input from the support person over-ride
the message from the person with IDD.
I’ve found using a Flip® Video very handy
for this purpose.

Remember, there is a vast range of
skills and abilities for people with IDD.

More than any other demographic
group, in my opinion. The skills and abili-
ties of people with IDD are changing
with each decade for the better. This also
means that you must define your target
audience very carefully. It is not possible
to create a tool for the entire demo-
graphic labeled, “people with intellectual
and developmental disabilities.”

Inform and Stay Informed
When you create materials for people

with IDD, share them! The Behavioral
Health Nutrition Practice Group would
love to see what you are making. For
more information contact Diane Spear at
newsletter@bhndpg.org.

Here are some other resources to
hone your skills in the area of health lit-
eracy for individuals with IDD:
• Health Literacy for People with

Intellectual and Developmental
Disabilties (Blog).
http://healthlit.wordpress.com. The
blog is written by Joan Guthrie
Medlen, M.Ed, R.D., L.D. and is a infor-
mation sharing site for health care
professionals interested in the topic.

• Health Literacy Discussion List:
healthliteracy@nifl.gov or Julie

McKinney: julie_mcKinney@worlded.org
• Visual Strategies for improving

Communication, Linda Hodgdon, MA,
CCC-SLP. Quark Publishing.
(www.usevisualstrategies.com)

• Creating Graphics for Learning and
Performance: Lessons in Visual Literacy.
Linda Lohr, 2003. Merrill, Prentice, Hall;
Ohio.

• Visual Foods Photo CD. Silver Lining
Multimedia, Inc., 2005.

• iStockPhoto.com. 
Creating understandable health edu-

cation materials for people with IDD and
those who support them is wildly
rewarding. It takes time, it’s true. But
when that “A-Ha” moment arrives, it’s
priceless.

Joan Guthrie Medlen, M.Ed, RD, LD
owns her own practice, JEM
Communications and Phronesis
Publishing, which focus on creating prac-
tical tools and strategies for people with
IDD. Joan lives in Oregon and is the
mother of two adult men, one of whom
has Down syndrome, autism spectrum,
celiac disease, and is nonverbal.
www.downsyndromenutrition.com
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are extremely fluent in a different first
language. Is your school French or
Spanish or German good enough to
read medical instructions? 

Language and writing style
• Find alternatives for complex words,

medical jargon, abbreviations, and
acronyms. When no alternatives are
available, spell complex terms and
abbreviations phonetically and give
clear definitions. 

• Keep most sentences short. Use varied
sentence length to make them inter-
esting, but keep sentences simple. 

• Use the active voice and vivid verbs.
Here's an example:
Active: Amanda used her inhaler
today.
Passive: The inhaler was used by
Amanda today. 

• Be consistent with terms. For example,
don't use "drugs" and "medications"
interchangeably in the same
document. 

• When possible, say things positively,
not negatively. For example, use "Eat
less red meat" instead of "Don't eat
lots of red meat." 

Visual Presentation and
Representation 
• Use colors that are appealing to your

target audience. Be aware, however,
that some people cannot tell red from
green. 

• Use pictures and photos with concise
captions. Keep captions close to
graphics. 

• Avoid graphs and charts unless they
actually help understanding. 

• Balance the use of text, graphics, and
clear or "white" space. 

• Avoid words or sentences in all capital
letters. 

• Avoid italics. 
• Use bolded subheadings to separate

and highlight document sections. 
• When possible, use graphics or spell

out fractions and percentages. 

Step 3: Evaluate and
Improve

Always test your materials on a sam-
ple group from your target audience.
Evaluate the feedback and revise your

material if necessary. Testing during the
writing process can help ensure your
audience is getting the message. For
more information, see the pretest and
revision section from the National Cancer
Institutes "Clear and Simple"  publication. 

Following are samples of readability
assessment tools:
• Fry Readability Graph. A commonly

used readability assessment tool. See
the Iowa Department of Public
Health's Fry Readability Graph page.
(PDF File) 

• SMOG. Less frequently used than the
Fry Graph, but still widely used. See,
for example, the Harvard School of
Public Health's SMOG Readability
Formula page. (PDF File) 

• Gunning FOG. One of the first read-
ability tools. It is widely used. See the
Iowa Department of Public Health's
Gunning-FOG Readability page. (PDF
File) 

• SAM (Suitability Assessment of
Materials). A tool created by Cecilia
and Leonard Doak. SAM assesses not
only readability, but also usability and
suitability elements. 

• Flesch Reading Ease / Flesch-
Kincaid Grade Level. Used in the
Microsoft Word grammar checker. 
For more information on readability,

see Harvard School of Public Health's How
to Create and Assess Print Materials page.

Readability software programs
These are examples of software pro-

grams. Other programs exist. Readability
software may not be suitable for every
ETR project. Note: NLM makes no
endorsements in displaying these
examples.
• Readability Plus (Windows and Mac) 
• Readability Studio (Windows) 
• Stylewriter (Windows and Mac) 
• InText (Public domain software for

Windows, English and German)
Commercial version available as
TextQuest

• UNIX commands to help identify read-
ability and style issues 

Step 4: Inform Us and Stay
Informed

After you create ETR materials, we
suggest you label them "easy-to-read."
MedlinePlus will display materials as
easy-to-read only if the sponsoring
organization labels them. NLM does not
evaluate materials for reading level.

Other Resources 
Here are some lists of other materials

that may be helpful. 

Sites with easy-to-read health
materials
• National Institute of Diabetes &

Digestive & Kidney Diseases. Easy-to-
read publications page

• National Institute on Alcohol Abuse
and Alcoholism. Easy-to-read publica-
tions page

Guidelines and bibliographies
for developing easy-to-read
materials
• Center for Medicare Education. Writing

Easy-to-Read Materials (PDF file) 
• Centers for Disease Control. Simply Put

(PDF file) 
• Covering Kids & Families. Health

Literacy Style Manual. October 2005. 
• Doak CC, Doak LG, Root JH. Teaching

Patients with Low Literacy Skills. 2nd
ed. Philadelphia: J.B. Lippincott Co;
1996. 

• National Cancer Institute. Clear &
Simple: Developing Effective Print
Materials for Low-Literate Readers 

• National Library of Medicine. Current
Bibliographies in Medicine 2004-1.
Understanding Health Literacy and its
Barriers 

• Society for Technical Communication,
Usability Special Interest Group.
Readability Research

• University of Michigan Health
Sciences Libraries. Improving Health
Literacy

Date last updated: 21 August 2009
MedLine Plus  U.S. National Library of
Medicine, 8600 Rockville Pike, Bethesda, MD
20894 National Institutes of Health |
Department of Health & Human Services.
Accessed July 6, 2010.
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BHNewsletter reaches
1500 members quarterly.

Do you have a product or service
to publicize? Have you written an
evidence-based article to share? 

Contact
newsletter@bhndpg.org


