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INTRODUCIIONS

Happiness is Down Syndrome

"

For Down Syndrome Awareness Month
Let's talk about the common
Myths around Down Syndrome..

« COMMUNITY
« RESOURCES -

« EDUCATION —_— VE
« SUPPORT s

‘__ We don't need judgement

Just acceptance and embrace us |

@HAPPINESSISDOWNSYNDROME P -__asweare_% ¢
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INIRODUCIIONS

Team lron Will

e ADVOCACY
e CONNECTION 3 -r 4 ways you can CONNECT with

Team Iron Will this Down
Syndrome Awareness Month!

i S '{l-::'r i

SWIPE TO READ!

3 ¥ 5 Things You Should Know § %
About Down Syndrome £é
@TEAMIRONWILL 21 ot
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INIRODUCIIONS

Who are YOU?!

e« PARENTS?

« CAREGIVERS?
e THERAPISTS?

« EDUCATORS?

e STUDENTS?

« ADVOCATES?




PACHGROUND




“DOWN SYNDROME"

HISTORY DOWN'S SYNDROME™

e Down syndrome was first described In 1866 by John

Langdon Down,but h erm Down syneome ' HERE S WHY IT
| MATTERS

e In 1959, French pediatrician/geneticist Jerome
Lejeune discovered the extra chromosome on the

The condition was named after Dr. John
21st. Langdon Down, who first described its
characteristics in 1866. That being said, it's

: : . : C er s : important to note that he did not have
o Historically, children with DS were institutionalized Dofm s e e

and segregated from society. This is why using an apostrophe and
implying ownership is incorrect.
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CHILDREN WITT
DOWN SYNDROME

CAN DO ANYTHING AND EVERYTHING!
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 @eBEBE__PT
1.9K - View insights ~ Boost reel

Add comment...




R sics

e LOWER MUSCLE TONE
e HYPERMOBILE JOINTS
e CERVICAL SPINE (NECK)
INSTABILITY o—
e HIGHER RATES OF OBESITY
e DEVELOPMENTAL DELAYS " —

THREEWITHATWIST



MILESTONE

Milestone anxiety is reall ST
Using milestones to identify delays or concerns early is MUSINGS ABOUT
crucial. -

MILESTONES
Milestones are commonly outdated and vary depending on
the baby e o e

as a guide, not a checklist, and to reference
them in order to identify delays and guide
intervention, but also remembering to delight in

Most milestone checklists are not inclusive.

vidual development!

It's important to delight in each baby’s individual WWW.BEBE-PT.COM/BLOG

development!


https://www.bebe-pt.com/blog/musings-about-milestones
https://www.bebe-pt.com/blog/musings-about-milestones

(DC UPDATES

e In 2022 the CDC and the AAP .
collaborated to update the Hel P YOUr child

developmental milestone checklist grow a nd th rive

for the first time since 2004.
Download CDC'’s free

Milestone Tracker app

e The group included 13 pediatricians

e No therapists (OT/PT/SLPs) or

educators were included as authors
of the study and updates. Learn more at cdc.gov/MilestoneTracker




Independent
sitting at 9 months

Crawling NOT
included

Walking at 18
months

@bebe__pt

BEBE-|

@lbebe__pt

BBt-1|

Thereis

controversy about

the updates
No

PT/OT/SLP/Educators

were consulted

Concerns about

delaying intervention

and encouraging
“walit and see”



ASSESSMENTS

e Gross Motor Function Measure (GMFM)
o Established motor curves for children with DS

e Alberta Infant Motor Scales (AIMS)

« Hammersmith Neonatal Neurological Examination
(HNNE) / Hammersmith Infant Neurological
Examination (HINE)

 Muscle tone, reflexes, responses

« Bayley-4 . .
o Validated in children with DS and other special
groups




MOTOR MILESTONES

Range for Children

e Average age of aquisition for children with DS: Milestone o i
GROSS MOTOR
Sits Alone 6 - 30 Months
Crawils 8 - 22 Months
MOTOR GROWTH CURVES FOR DOWN SYNDROME, Palisano 499 Stands 1-3.25Years
i - . . ] L ) Walks Alone 1 -4 Years
Table 5: Predicted Probability of Achieving Gross Motor Functions Across Ages for Children With DS Based on Logistic Regression
Predicted Probability (%] of Achieving Motor Milestone LANGUAGE
Millestone Age ima) First Word 1 - 4 Years
: - = - - Two-Word Phrases 2 - 1.5 Years
Rolling 93 97 a3 .
Sitting 100 100 SOCIAL/SELF-HELP
Crawling 84 96 . ;
Standing g 100 Responsive Smile 1.5 - 5 Months
Walking 9z %9 Finger Feeds 10 - 24 Months
Running 12 25 )
Climbing step K 18 Drinks From Cup Unassisted 12 - 32 Months
Jumping forward > 18 Uses Spoon 13 - 39 Months
Bowel Control 2 - 7 Years
PAL|SANO FTAL (2001) Dresses Self Unassisted 3.5 - 8.5 Years
7

NATIONAL DOWN SYNDROME SOCIETY



CONSIDERATIONS

STRENGTHENING “““\Q“QS/ EQ\)\YMENT

ADAPTATIONS

POSTURAL STABILITY
POSITIONING



POSITIONING

e Start tummy time right away!
« Promote midline postures and alignment
e Protect head/neck during activity




e Extra repetitions
e Weights
e Power

e Anti-gravity strengthening




RICRING GYM

e Children with DS had significantly decreased
complex kicking movements compared to their
typically developing peers

e Kicking in infancy is significantly correlated with
earlier onset of walking

e Infants with DS who participated in a kicking gym
protocol had increased frequency of kicking
movements, and earlier onset of walking

Protocol: 20 min/day, 5 x week



m  OKTHOTICS

A
Let’s talk pediatric
orthotics!

e Do an objective gait assessment
o Navicular drop
o Arch index
e Choose the right option with a professional
o FO vs SMO vs AFO
e Use with supportive shoes
e Ensure barefoot time for foot/ankle strengthening!
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e Core strength

e Balance

e Spio su



ADAPTATIONS

e Early mobility

e Music therapy!

e Virtual reality training
e Standers and walkers

(J Thread 1 v

Moderate

Moderate

Moderate

A % (D) ¢&

Bocce game
intervention
significantly improves
gross motor skills in
students with T21 over 4
weeks (p = 0.003)

Firdaus 2023 .

Virtual reality-based
therapy stimulates
global motor skills,
balance, and body
scheme in children with
T21 across 18 reviewed
studies Boato 2022 [ .

Music as an adjunct in
occupational therapy
iIncreases participation
and independence in
daily motor tasks for a
child with T21

De Oliveira 2024 [} .







LET'S HEAR 1 FROM
THE PARENTS!

-"Positive and comfortable environment-don't let the diagnosis be the elephant in the room!

Parents need nuggets of hope”

-"Stay current on new developments in DS research/therapy”

-"Be inclusive with language and teachings when working with parents”
-“Communication and education on how to best support development and achieve goals”
-"You will have a huge impact on kiddos and their families that is long-lasting.”

-“Let the child lead and show us where to go-not the diagnosis”

-"There is a lot of trauma and grieving involved with new diagnosis. Be aware that thisis a
tender time for families”

-"Embrace the child for exactly who they are. Weave goals into what the child is interested in”

-“Don't react with pity, help celebrate the joy of the child”



EXCERPT FROM “TO PARADISE™ BY HANYA YANAGIHARA
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RESOURCES

-NATIONAL DOWN SYNDROME SOCIETY
-FACEBOOK/INSTAGRAM COMMUNITIES
o @HAPPINESSISDOWNSYNDROME s
» @TEAMIRONWILL T T T

« @DBEBE__PT n . S S
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