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DYSTROPHIN IN THE BRAIN
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Neurons

lon channels not clustered correctly

less efficient in sending signals to each
other Structural

less ready for new signals Blood brain barrier less “tight”

hanges in shape and size

Smaller grey matter

Less white matter density

Knuesel et al., 1999; Vaillend & Billard, 2002; Kueh, Head, Morley, 2008; Doorenweerd et al., 2014



MISSING DYSTROPHIN IN THE BRAIN
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DOES MY SON/DAUGHTER
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37) 3%

DuchenneConnect (preliminary data that may change before publication)




GENERAL LEARNING PROBLEMS:

Most have IQ in the normal range
Average |IQ score lower (80)

ncreased amount in the intellectual
Nge % below 70)




GENERAL LEARNING PROBLEMS:

Greater chance of delays in language
development

Greater problems in younger children

YN




GENERAL LEARNING PROBLEMS:

Weaknesses in short-term memory

Worst for verbal information
> seen at all IQ levels and ages



About 40% have one or more learning
disorders:

Dyslexia: D|ff|cul’ry learning to read
earning math




SPECIFIC LEARNING DISORDERS:

It is NOT a visual problem!

It IS a sound problem!

Phonological processing

> Jerstanding that small sounds make up the words we speak

>




Difficulty learning letter names/sounds
Difficulty “sounding out” words

> ing at the first few letters and guessing Spelling problems
Slow reading speed

> nprehension



Problems in 3 main areas
Math concepts

symbolic relationships, seeing patterns, estimating value,
“visualizing” the problem, identifying key information

DYSCALCULIA



Can have problems in 3 main areas:
Fine motor (letter formation/spacing, speed)

~ Writing mechanics (grammar, punctuation,




Anxiety related to specific subject
Shutting down, overwhelmed
Frustration, exploding

Poor performance relative fo other subjects

INng, math, writing)

OTHER SIGNS OF A LEARNING
DISORDER



(with or withou

Signs to look for:




Oppositional, argumentative, & explosive behavior:
15% - 52% of boys with DMD?
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Oppositional, argumentative, & explosive behavior:
15% - 52% of boys with DMD?

Rigid expectations

djusting to unexpected outcomes




Oppositional, argumentative, & explosive behavior:
15% - 52% of boys with DMD?
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Delayed language development

2 and unusual interests/obsessions
intolerances

Wu et al. 2005; Hendriksen & Vles, 2008; Darke, Bushby, Le Couteur,
McConachie, 2006; Hinton et al 2009; Ricotti et al 2015



INCREASED RISK OF ANXIETY

Generalized Anxiety

Worrying about what might happen or has already happened
May seek reassurance from others repetitively
Too hard on themselves for mistakes

Keep replaying things in their mind

Has to know what is going to happen
essed, overwhelmed, and agitated by unexpected events or changes in routine

or/irritabilit

NEUROBEHAVIORAL DISORDERS IN
DMD




INCREASED RISK OF ANXIETY
Social Anxiety

Very shy, uncomfortable around people they don’'t know well

Avoids eye contact, won't say much, may ignore other’'s when they say “What's up?”

> about others watching/judging them
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NEUROBEHAVIORAL DISORDERS IN
DMD




INCREASED RISK FOR ANXIETY
Obsessive-Compulsive Disorder

Rituals and excessive routines
Very particular about things being even, lined up, etc.

Repetitive behaviors

NEUROBEHAVIORAL DISORDERS IN
DMD



"HANGRY" = Hungry + Angry

Blood sugar starts to drop

Angry
Irrational
Mean/aggressive

motionally sensitive/labile
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Effective treatments! Same as for people without DMD




NTION (so it doesn’t become a problem)




Evaluations
Neuropsychologist
School Psychologist
Special Education Case Manager
Psychiafrist

oroblem going on




Special Education

Individual education plan
Interventions for learning problems
group instruction




Psychotherapy

Parental behavior management training
Noncompliance, disruptive behavior, temper meltdowns

Individual therapy

Low self-esteem and depression, anxiety, obsessive-compulsive disorder, coping

NEUROBEHAVIORAL TREATMENT
RECOMMENDATIONS



Psychiatric Medication

Remember, it is neurological!

Stimulants or alpha-agonists for




Talking fo child about DMD Caregiver mental health is
Promoting independence imporfant!

Have high expectations Take fime for yourseli

Acknowledge challenges but focus Ask for help
on positives GET INVOLVED!

Others will not understand, but that

COPING WITH DMD



treat-nmd.eu

TREAT NMD: Family Care Guidelines
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