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Food and Nutrition 
for people with 
Down syndrome
A map for promoting healthy eating

Joan Guthrie Medlen, MEd, RDN

Today’s Menu

• The foundation

• Still the top two:

• Selective eating
•Weight management

• Nutrition related health 
concerns

• Planning for tomorrow, 
today

• Tips to get started

What is in the way?

Choice

Role 
Modeling Rights

Training

Definition of 
Health and 

Safety

Person 
Centered 
Thinking
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TRUST
a promise to

Listen

with the 
intent to 

hear

Act
on what you 

hear

Be Honest

about what you 
can and 

cannot do

Person‐Centered Approach

The Feeding Relationship

Parents are responsible for what, where, 
when, and how food is presented.

Children are responsible for how much 
and whether the food is eaten.

Chapter 8 of The Down Syndrome Nutrition Handbook: A Guide to Promoting Healthy Lifestyles  (2006)

Support Persons 

(nurse, social worker, dietitian, early intervention teacher, babysitter, 

respite worker, speech pathologist, occupational therapist, physical 
therapist, behavior consultant, grandmother, aunt, neighbor, and lady at 
the grocery store…)

Are responsible for what, where, when, and how food 
is presented within the parameters of the family’s
values, as long as it does not do harm to the child.

Chapter 8 of The Down Syndrome Nutrition Handbook: A Guide to Promoting Healthy Lifestyles  (2006)
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Then as they grow…
and step out on their own…

• Are responsible for what, where, 
when, and how food is eaten…as 
well as how much andwhether or 
not it is eaten.

• ….with our support.

• We are engineers, mentors, 
and...parents. 

They….

Chapter 8 of The Down Syndrome Nutrition Handbook: A Guide to Promoting Healthy Lifestyles  (2006)

Division of Responsibility 

AKA: The Feeding Relationship 

AuthoritativeAuthoritarian

PermissiveNeglectful

Low
Responsiveness

High
Responsiveness

High Demandingness

Low Demandingness

Polfuss et al, Jounral of Pediatric Nursing. The Influence of a Developmental Disability on the Child’s Weight‐Related Behaviors:  A Parent’s Perspective, 2019, 47, 121‐130

Selective Eating
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Accept the presence
of food.

Accept the smell of 
the food.

Explores the the
food.

Sensory Stages to Food Acceptance

Tastes the food.

Eats
the food!! 

Adapted from “Steps to Eating” Kay Toomey, CCC‐SLP

11 7/3/2023 The Down Syndrome Nutrition Handbook 2ed, page 83.        
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Are they really a “picky eater”?

1. Make a list of all the foods the person eats.

• Is it less than 50?

• Is it less than 25?

2. List similar foods to the ones the person eats:
• Food item

• Preparation 

• Temperature

• Color

• Texture

French Fries
Oven baked parsnips

Oven baked sweet potatoes

Spaghetti 
Noodles

Spaghetti squash

Zucchini spiral cut “noodles”

©  2007 Joan Guthrie Medlen
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Taste Testing?

Try tasting rather than strong‐arming children to try new foods 

 Must be done in a safe environment. 
(It’s OK not to try something.)

 Done as a group activity with others, away from family or living 
situation and pressure of mealtime

 What is learned?

13 7/3/2023

 Is it hot? cold? Just right?

 What color is it? 

 How does it look?

 Does it make a sound?

When you are making it?

When you eat it?

 How does it feel?

 As you make it

 In your mouth?

 How does it taste?

 Bitter?

 Sour?

 Spicy?

 Sweet?

 Salty?

Be Sense‐able

Make a list

©  2007 Joan Guthrie Medlen
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The weight of it all

The Weight of it all

Use the appropriate evaluation tools

https://www.cdc.gov/ncbddd/birthdefects/downsyndrome/growth‐charts.html
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Appetite

O r

Som ething 
else?

Energy Expenditure

Basal Metabolic Rate 
decreased by 10‐15%.

Effort in exercise

Burn baby, Burn!

Luke, A., Rozien, N.J., Sutton, M., Schoeller, D.A. Energy Expenditure in children with Down Syndrome: Correcting Metabolic Rate for Movement. Journal of Pediatrics, Vol. 125, 1994
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It needs to be fun!

Other Nutrition‐
Related Concerns
Not to be overlooked!

23 7/3/2023 Add a footer

Nutrition 
Related 
Concerns

Sleep

Thyroid Diabetes

Celiac
Disease

GERDWeight

Constipation

Medication 
Effects

Aging and Food
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What is Celiac Disease?

Celiac Disease

 Approximately one percent (1%) of people in the United States have celiac disease 

 Children with Down syndrome: One to five percent (1‐5%)

 Adults: 11 percent (11%) of people with Down syndrome may develop celiac 
disease 

 Health Care and Supervision Guideline for Children and Adolescents:

Review for symptoms at every visit and evaluate as indicated

 Statement of Good Practice for Adults:

Adults with Down syndrome should receive an annual assessment for gastrointestinal and 

non-gastrointestinal signs and symptoms of celiac disease using targeted history, physical 

examination, and clinical judgment of good practice

(1) Real de Asua D , Quero M , Moldenhauer F , Suarez C . Clinical profile and main comorbidities of Spanish adults with Down syndrome.  Eur J Intern Med. 2015;26(6):385-391
(2) Bull, M, Trotter, T, Santoro, S, Christensen, C, Grout, R, The Council On Genetic: Health Supervision for Children and Adolescents with Down syndrome, Pediatrics (2022) 140 (5)
(3) Tsou, A, Bulova, P, Capone, C, Chicoine, B, et.al., Medical Care of Adults with Down Syndrome: A Clinical Guideline. JAMA (2020) 324(15): 1543 – 1556

Signs of Celiac Disease

Notable for people with Down syndrome:

Everyone with Down syndrome can have the gene for celiac 

disease

 Those without Down syndrome need family history

A key overlooked symptom: “regression in skills”

Can have constipation or diarrhea, or anything in between

Anemia

 Lactose intolerance

 Low vitamin D

Screenings may be “inconclusive”

Don’t forget professional judgment
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Some hints from the GF Trenches

 It’s great to see your child get better with a healthy gut

 Keep an eye out for constipation

 Consider an over‐the‐counter gluten‐freemultivitamin

 Be patient with new foods

 Teach your child words of foods that contain gluten

Add them to the reading list at school

Use the same strategies: Match – Select – Name to teach

 Remember, slip ups will happen. Use them to teach, not preach

Food‐Related Challenges to Gluten‐Free Living

Health

• Fat

• Fiber

• Iron

• B‐Vitamins

• Growth

• Bone Health

Behavioral

• Financial cost

• Time cost

• Compliance cost

• Behavior risks
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Aging and Food
MINDing the future for adults with Down syndrome

31 7/3/2023 Add a footer

MINDing the Future

• Changes in food acceptance

• Changes in chewing skills

• Weight may decline

• Dementia

• The MIND Diet

Mediterranean‐DASH Diet for 
Neurodegenerative Delay

33 7/3/2023 Add a footer
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Food Goals for the Future

• Poultry 
• 2 servings a week

• Beans 
• 3 servings a week

• Use whole grains

• Nuts

• Use olive oil

• Dark, leafy greens  
• 6 times a week

• Other non‐starchy vegetables 

•Once a day

• Berries 
• 2 times a week

• Fish 
•Once a week

Morris, M, Tangney, C, Wang, Y, Sacks, F, Barnes, L, Bennett, D, Aggarwal, N: MIND diet slows cognitive decline with aging. Alzheimners Dement. 2015 11(9): 1015 – 22

Food Goals for the Future:    

Things to Watch

Limit:

• Butter and Margarine 

(use olive oil)

• Cheese

• Red Meat

• Fried Food

• Processed Foods

• Processed foods

• Sweets

• High Fructose Corn Syrup

• Amount of sugar overall
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37 Chapter 8 of The Down Syndrome Nutrition Handbook: A Guide to Promoting Healthy Lifestyles  (2006)

The Feeding Relationship
Person‐Centered Strategies

The Keys to Success • Communication

• Clear, shared overall goal. 

• It needs to be understandable

• Tools need to be easy to use.

• Choice! Choice! Choice!

• Positive Behavior Support Strategies

• Support for the team:

Everyonemust be on board.

• Training & education for supports

• Environmental impact

Tools for the Toolbox

• Tasting

• Engagement

• Responsibility

• Support for the support (whether 
it’s you or someone you pay)

• Visual strategies

• Video Modeling

• Pre‐teaching

• Role play

• Repeat – Repeat –
Repeat

• Grooves

• List making

• Curiosity
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Make it tangible

©  2007 Joan Guthrie Medlen

The Energy Equation of Change

•5% of behavior is consciously self‐directed.

•95% of what we do occurs automatically

or in response to a “demand” or anxiety.

The Power of Full Engagement

For changes we choose:

5%?
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A place to begin

 WhatWorks  What does 
not work

 Important to  Important 
For

http://helensandersonassociates.co.uk/person‐centred‐practice/person‐centred‐thinking‐tools/sorting‐important‐tofor/

What one thing would you like to focus on?

Next Steps

Contact Information

Joan Guthrie Medlen, MEd, RDN, LD

www.DownSyndromeNutrition.com

Email: Joan@DownSyndromeNutrition.com

www.FaceBook.com/JoanGuthrieMedlenRD
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