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Multidisciplinarv Care

CARDIOLOGY
* Monitor cardiomyopathy
« Manage heart health

SOCIAL WORK

PULMONOLOGY

« Monitor lung function

+ Manage respiratory
support & infections

« Support family
* Access resources
« Care coordination

NEUROLOGY / MUSCULAR DYSTROPHY
NEUROMUSCULAR Multidisciplinary Care ORTHOPEDICS
« Diagnosis + Monitor scoliosis

()

+ Manage contractures

« Monitor disease progression
progi + Bone health

« Coordinate care

NUTRITION
« Maintain healthy weight
« Ensure adequate
nutrition

PHYSIOTHERAPY
* Maintain mobility

« Stretching & strength
« Prevent contractures

SPEECH & SWALLOWING ( REHABILITATION &

ASSISTIVE TECHNOLOGY
+ Evaluate speech S ¢
« Manage swallowing £ * Optimize function
difficulties + Mobility aids & equipment
+ Home & school adaptations
PSYCHOLOGY/MENTAL HEALTH
« Support emotional well-being
« Address anxiety, depression, adjustment

FAMILY-CENTERED CARE + EDUCATION + TRANSITI

ADULT CARE -+ PALLIATIVE SUPPORT
quality of life

Partners across the lifespan to op!
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Care Considerations
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Baseline evaluation at diagnosis
+ Consultation with cardiologist
T TTTCCTCaT TS tary
+ Family history
+ Physical examination
« Non-invasive imaging:
+ Echocardiogram
(<6-7 years old)
« Cardiovascular MRI
(=6-7 years old)

y

Annual assessment

Annual cardiovascular assessment]
+ Cardiac medical history

+ Physical ecamination

+ Electrocardiogram

+ Non-invasive imaging

N

—{ Symptomatic | —|

Cardiac assessment in earty
adulthood

« If symptomatic or imaging
positive, increase assessment
frequency on the basis of
cardiclogist recommendation

+ If negative, repeat evaluation
every 3-5 years

« Increase assessment frequency

\ recommendation
+ Initiate pharmacological

\ /
\ / treatment

v
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Ambulatory and early non-ambulatory stage
+ Conduct cardiac assessment at least annual

« Initiate angiotensin-converting enzyme
inhibitors or angiotensin receptor blockers by
age 10

Late non-ambulatory stage

+ Monitor closely for signs and symptoms of
cardiac dysfunction; symptomatic heart failure
can be difficult to diagnose in this stage

+ Monitor for rhythm abnormalities

+ Treat with known heart failure therapies

Surgery

+ Assesswith electrocardiogram and non-invasive
imaging before major surgery

+ Make anaesthetist aware of Duchenne muscular
dystrophy diagnosis; patients have increased
anaesthesia risks

Figure 2: Cardiac monitoring, diagnosis, and treatment algorithm for patients with Duchenne muscular dystrophy
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What’s New?
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What's New?
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Massachusetts Begins
Newborn Screening for
Duchenne
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What have cardiologists learned?

FIGURE 4 Plot of the percenta
early as 7 years. DMD, Duchenng]
wileyonlinelibrary.com]
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Cardiology Working Group

Lead: Carol Wittlieb-Weber
Co-Lead: Jon Soslow

Senior Consultants: Chris
Spurney, Linda Cripe
Frequency and timing of
cardiac surveillance: Emily
Hayes, Teresa Wang, Dominic
Fullenkamp
Standardized cardiac
testing:

— Imaging: Kan Hor

— Rhythm: Andreas Barth
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Laboratory Monitoring:
Rachel Harris

Initiation and Optimization of
Cardioprotective Therapy:
Frank Raucci, Paul Esteso

Cardiac Monitoring in the
Evolving Therapeutic
Landscape: Beth Kaufman,
Deip Nandi

Managing Advanced Heart
Failure: Chet Villa, Larry
Markham

Acute Cardiac Care: Tyler
Cunningham
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Sneak peak at the new cardiac
recommendations



Cardiology Visits

What has been
recommended?

* First cardiology visit at the time of diagnosis

What's New?

+First cardiology visit at the time of diagnosis regardless of age
+<10 years: at least annual cardiac assessment
+>10 years: frequency of cardiac assessment may increase

Why?
\,

* Outline clinical course and expected surveillance
* Discuss novel therapies and potential cardiac impact
* Discuss carrier status

P
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Cardiac Imaging

What has been
recommended?

* First cardiology visit at the time of diagnosis associated
with cardiac testing

What's New?

*Cardiac testing with initial EKG/echo no later than age
5 years DMD, 10 years BMD

*Routine use of MRI should begin at an age when the patient is
able to lie still, without sedation, and they can hold their breath

Why?

*With early diagnosis, cardiac testing may not be indicated at
first visit

*Dystrophinopathy is a spectrum

+Different centers have different access to MRI

\.
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Cardiac Medications

What has been
recommended?

What's New?

Why?

» DMD: Initiate prophylactic ACEi or ARB by age 10

*Prophylactic ACEiI/ARB by age 8 is recommended
*Prophylactic MRA by age 10 years is recommended

*Beta blockade is recommended for the treatment of
inappropriate sinus tachycardia

» We want to be ‘proactive’ in delaying the onset and
progression of cardiomyopathy

PP
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Management of Carriers

" What has b )
d d? » Cardiac assessment in early adulthood
) J
eMothers: Baseline cardiac evaluation with EKG, Holter monitor, and noninvasive )
Wh t, N ,? imaging should be performed at the time carrier testing is confirmed
a S eW " o Sisters: Baseline cardiac evaluation with EKG and noninvasive imaging should be
performed around age 10-12 years or at time carrier testing is confirmed if older y
*Female dystrophinopathy carriers represent a heterogeneous
Why? population with variable, but significant, risk for developing
cardiomyopathy over the lifespan
\,
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Key Takeaways

New recommendations are coming!

Ask your child’s heart doctor if they
know about them!



Thank you!
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