Supporting Healthy Habits
With HomeGrown

March 18, 2026




We are Recording

Please use the chat function or the Q&A button at the bottom of the screen to ask

questions.
* A Follow-up email will be sent out with additional resources and a link to the

recording of today’s presentation.




NDSS is creating a world where
individuals with Down syndrome thrive.
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NDSS Core Programs

NDSS supports and advocates for the Down syndrome community by focusing on four key pillars:
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Resources Research Advocacy Community

& Support & Policy Engagement




NDSS Core Programs

Resources & Support

Down Syndrome

e 1-800 helpline and info email

e Resources and information from birth
to end of life

e Education, employment, health and
wellness, aging, caregiving, and more

Aguide for individuals with disabilties, their families and caregivers
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Upcoming Webinars

Voices From the Down Syndrome Community

with James E. Valentine, Director, and Sarah L. Wicks,
Associate, frormn Hyman, Phelps & McNamara, P.C.

April 6,2026 | 3:00 PM ET

Join Associates from Hyman, Phelps &
McNamara, P.C. to learn about opportunities for
participating, listening, and contributing to the
upcoming NDSS-sponsored Patient-Focused Drug
Development Meeting (PFDD) with the United
States Food & Drug Administration (FDA) in June.

Navigating an Autism
Diagnosis and Services

with Dr. Melissa Hunter and Dr. Rachel Schumacher

April 15,2026
1:00 PM ET

Adss,

This webinar will focus on the practical
pathway —from first concerns to diagnosis to

accessing services, specifically for individuals

with Down syndrome. Participants will leave
with actionable guidance, questions to ask

providers, and strategies for navigating common

system barriers.




NDSS Core Programs

Research

Bridge between research and our
community

Coordinating research projects

Preparing scientific industry companies
for clinical trials

Sharing research opportunities with
families

Expanding access to clinical trials,
treatments, and diagnostics




NDSS Core Programs

Advocacy & Public Policy

Federal, state, and local advocacy

Develop and improve laws to
positively impact people with Down
syndrome across the country and
affirm their human rights

Legislative agenda spans the life
experience of individuals with Down
syndrome




NDSS Core Programs

Community Engagement

Scholarships, grants, and awards
National Buddy Walk® Program
Times Square Video Presentation
Athlete Ambassador Program

Virtual Racing for
3.21 for World
Down Syndrome Day

Gala, golf, and more!




Upcoming NDSS Events

FOR 3 21 March 21, 2026
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R U N Run For 3.21
March 21, 2026
FOR 3.21 West Coast

Spots are filled, but
you can still support!

national down syndrome society
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Down Sndrome

Advocacy
Conference

Brighter Futures Conference

March 27 - 28, 2026
Worcester, MA

Down Syndrome
Advocacy Conference
May 11-13, 2026
Washington D.C.

nﬁSS@


https://ndss.org/events?page=1#:%7E:text=NDSS%20Down%20Syndrome%20Advocacy%20Conference
https://ndss.org/racing-for-3-21
https://charity.pledgeit.org/2026Runfor321
https://charity.pledgeit.org/2026Runfor321
https://ndss.org/events?page=1#:%7E:text=NDSS%20Down%20Syndrome%20Advocacy%20Conference
https://ndss.org/events?page=1#:%7E:text=NDSS%20Down%20Syndrome%20Advocacy%20Conference
https://ndss.org/events?page=1#:%7E:text=NDSS%20Down%20Syndrome%20Advocacy%20Conference
https://ndss.org/events?page=1#:%7E:text=NDSS%20Down%20Syndrome%20Advocacy%20Conference

Supporting Healthy Habits

with

hemegrewn

A family-centered nutrition and physical activity program for
families of children with Down syndrome

PRESENTERS: DR. ERIK WILLIS, EMMY CLARKE, DR. MICHAELA
SCHENKELBERG, STASIA MCDANIEL, MICHELLE KANG



An interdisciplinary team of researchers, educators, medical professionals, and technology experts with
diverse expertise in dietetics, physical activity, maternal and child health, communications, healthcare,

Our Team statistics, and web development.
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Overview

* Introduction to HomeGrown

e Co-Designing HomeGrown with Families & Practitioners
* Nutrition Considerations

* Physical Activity Considerations

* HomeGrown Website Demonstration

* Joining the HomeGrown Community

* Questions & Answers

3/17/2026



Background

Data show that many young Unique characteristics

children with Down syndrome for those with Down

have lower physical activity d :
levels, less balanced diets, Syndrome may require

and faster weight gain tailored support

Healthy eating and Few interventions

physical activity . - tailored for families of

habits are formed ‘ ‘ young children with
early 1 ) Down syndrome exist

3/17/2026

Schenkelberg MA, Transl. Behav. Med, 2023 4



Our Timeline

August 2022- March 2023 April 2023- September 2023 October 2023- December 2024
PHASE 1 PHASE 2 2 PHASE 3

PURPOSE
® Identify available interventions and resources for families with young
children with Down syndrome.
e Assess healthy eating and physical activity needs for families

APPROACH
¢ Review of the literature for available interventions
¢ Online Survey:
o Demographics
o Availability of health resources and topics of interest
© Social determinants of health
o Feeding practices
o Adherence to evidence-based healthy eating and physical activity
recommendations

PURPOSE
® Consult with experts and families to identify barriers to promoting
healthy eating and physical activity for their child, and intervention
adaptation needs
® Refine intervention components

APPROACH

Experts (n=4) Families (n=6)
i ¥

Written feedback on nutrition and
physical activity self-assessment

¥
Structured i G
Interview gsk>5loup
¥

Focus group: Website
usability testing

PURPOSE
® Consult with experts and families using an iterative, co-design process
to develop and edit educational content

APPROACH

Experts(n=2)  Written feedback on nutrition

- and physical activity lessons

g- )

7] Create training videos
Families(n=4) Review training videos

Survey feedback

o ¥

a . 'y oy 0

a Revise training videos

/

/" Families(n=4) Review training videos

Survey feedback
L

Step3 <

Finalize training videos



Y Healthy Homes for
Children Survey

Questionnaires

« Demographics

* Health resources

» Social determinants of health
* Feeding practices

Evidence-Based Practice

Content Areas

* Breast/infant feeding

* Child nutrition

« Farm to home

* Oral health

* Qutdoor play and learning
* Physical activity

* Screentime




Family-Informed User Design

Guided website walkthroughs with live Q&A

Post-website survey and suggestions

Feedback provided to website developers

3/17/2026



Family-Informed User Design hemegrawn

Strengths

Areas for Improvement

Educational resources and
discussion forums worked well

Primarily related to layout and flow

Goal selection and action plan
Profile setup was intuitive navigation information

Felt confident using the website, did Layout and button locations on some
not find it difficult to use pages

Modules functioned well

Interest in adding progress bars

3/17/2026
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Healthy Habits Start at Home

Children are influenced by Movement Books & Toy Guides

Tips to Support Emerging Walkers

At-Home Gross Motor Activities with
Adaptations

their environment — both

physical and social.

HomeGrown equips
families with strategies to
create healthy home

environments that support
developmentally-
appropriate, physically

: Printable Activity Cue Cards
active play.

3/17/2026 19



What the 6-Month HomeGrown Experience 1.ooks Like

Your 6-Month Journey in HomeGrown

HomeGrown includes two 3-month cycles:

* One focused on Nutrition

* One focused on Physical Activity

Each cycle follows the same simple 4-step
pProcess:

3/17/2026

1. Assess

* Complete a guided self-assessment to reflect on your current
routines.

2. Plan

* Choose 3-5 realistic goals that fit your child and family.

3. Learn & Act

* Use short videos, tools, and activity ideas to try new routines at
home.

4. Keep It Up

* Revisit your assessment, celebrate progress, and adjust goals
as needed.

20
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Dashboard / Physical Activity / Results

Self Assessment Result

@ Your Strongest Habits

My Physical Activity Self-Assessment Results

e Possible Physical Activity Goals (You can choose up to 3)

Your answer: Always

1. Children are provided 15 minutes or more per hour of indoor and outdoor

physical activity each day when in your care.

Physically active playtime is always be supervised.

Your answer: Sometimes

2. During developmentally appropriate play and other activities, you always

interact with your child to help them practice motor skills, such as lifting

and turning their head, rolling over, sitting up, and/or reaching for and

grasping toys.

Return to Dashboard

At every opportunity, physical activity is included in your daily routine or when
transitioning between activities.

Your answer: Sometimes

At every possible opportunity, a parent/caregiver talks with children about the
importance of physical activity.

Your answer: Rarely or never

Start Action Plan Set Goals

24
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Dashboard / Physical Activity / Action Plan

Action Plan

Goals:

Children are provided 5 minutes per hour or more of adult-led indoor and outdoor
physical activity each day.

@& Action Plan © Print Your Plan ]

Step 1

Brainstorm different possible ways you could lead physical activity with your child. This may include games or songs.

Step 2

Review the recommended HomeGrown resources for songs, activity ideas, and possible equipment for adult-led physical activities.

Step 3

Share resources with family and friends, and discuss how to adjust schedules to increase time for adult-led physical activity each
day.

Step 4

Purchase necessary equipment or other items needed to increase the amount of adult-led physical activity for your child.

2

N

@

£ Resources and Education

PA R1Time Tracking Sheet

PA R2 Indoor Activites

PAR4 - Movement Songs

PARS Staying Warm for the Winter

PAR7 Modeling Physical Activity

25
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