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Empowering Families of SMA --
Navigating your Child's Course of Therapy

for Best Outcomes

Objectives include discussion of :

Ŗole PT, OT, Speech and Family
Ţherapy and Adaptive Equipment
¸Movement, Strength and Standing
¸Minimizing Contractures and Pain
¸Optimizing Oral -Motor and Written 
Communication Skills

Empowering Families of SMA --
Navigating your Child's Course of Therapy

for Best Outcomes

Consensus Statement for Standard of 
Care in SMA

1. Confirm SMA diagnosis
2. Manage breathing
3. Manage eating and nutrition
4. Manage movement and daily activities
5. Prepare for illness

Journal of Child Neurology, Volume 22 
Number 8, August 2007, 1027 -1049
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Physical Therapy

PT's Role is to maximize active movement / 
strength, prevent / minimize contractures / 
pain in the trunk and lower extremities.

Achieved by:
¸ Range of Motion
¸ Positioning
¸ Strengthening
¸ Equipment Recommendations
¸ Bracing/Splinting

Occupational Therapy

OT's role is to improve ability to participate in meaningful 
occupations (activities), 

Achieved by:
ÁMaximizing movement / strength and preventing / 

minimizing contractures / pain in the upper extremities
Á Improving access to age -appropriate environments, (eg: 

toys, writing/drawing activities, computers, etc.) at home 
and school

ÁOptimizing independence / safety while eating, grooming, 
dressing, bathing, toileting, etc.  òADLõsó
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Speech Language 
Therapy

Speech Therapist's Role is to optimize 
communication, social interaction, and 
feeding/swallowing abilities:

ÁTypes of Communication:  Speech, Augmentative 
Communication, Sign Language, Gestures

ÁMay benefit from amplification, ideas for 
increasing breath support/positioning, voice 
output device and/or picture boards 

OT,PT or ST??????

ÁFeeding and Swallowing may be addressed by 
Speech, OT, or both disciplines

ÁAugmentative Communication needs are 
typically evaluated by both Speech and OT 
and PT may involved with positioning

ÁRespiratory therapy may be done by PT
ÁYounger the child -often more the overlap
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Role of Family /
Role of Therapist

Expectation for two -way communication
Best outcomes: 

consideration of values / lifestyles of both 
child and family
Collaborative home programs 
Incorporation of recommendations into daily 
routine 

Focus on function
Start prevention early

Role of Family /
Role of Therapist

Buzz Terms for Intervention and Frequency

òEvidence-Based Practiceó:
¸ using research evidence for clinical decision 

making
¸ Pediatric therapists have many barriers to this 

process
¸ Research in Pediatrics often have low 

strength levels
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Role of Family /
Role of Therapist

òFrequencyó

¸ Intensive: 3 -11 x a week

¸ Weekly/Bimonthly: 1 -2 x week or every other 
week

¸ Periodic:  monthly or less often at regularly 
scheduled intervals

¸ Consultative: episodic or as needed

¸ Bailes AF et al, 2008

Role of Family /
Role of Therapist

How do WE decide?

Key Issues to keep in mind:
üFunctional goals
üRate of progress
üAmount of clinical decision making 

needed
üòCriticaló periods
üPriorities
üEpisodes of Care
ü Insurance

Ustad et al, 2009
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Adaptive Equipment

¸ What is available for Children?
Lots!!!

¸ What are the issues with children 
and equipment?

Funding
Growth
Support vs Independence
Process to get equip

Adaptive Equipment

When does my child need equipment ?
¸ Mobility: school, community, home

ü Strollers, wheelchairs -power vs manual

¸ Positioning: Sitting, standing, side lying
ü Adapted chairs, standers
üADLõs
ü Special Needs Car seats / Vests

¸ Recreation/Exercise
ü Adapted tricycles

¸ May need to try equipment first in environment it will 
be usedñask vendor or therapist if this is an option
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Adaptive Equipment

¸ Who Decides????

Adaptive Equipment

¸ Who Pays?
Insurances
¸ Check policies -they 
donõt cover everything

Family Support
Community Options 
Programs
The family

¸ Loan Closets
www.fsma.org 
(Support ->Community -
>Daily Life ->Equipment 
Pool)  
1-800-886-1762

¸ Insurance
Keep it for 5 years
May pay after 3 years if 
outgrowing
Manual w/c before power
May cover car seats
May cover bath 
equipment
May cover standers
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Adaptive Equipment

When choosing consider:
¸ Amount and type of support 

needed.
¸ Where the equipment will be used:

Adult turning radius: RWD=33ó
MWD=23ó
FWD=25ó

¸ How much space is there for 
storage?

¸ Who will be using/user friendliness?
¸ Goals of the equipment?
¸ The childõs growth and equipmentõs 

ability to grow

Adaptive Equipment

Why is Equipment Abandoned?

1. Lack of Consideration
2. Ease of Procurement
3. Performance
4. Priorities

× Nearly 30% abandoned

Phillips B et al, 1993
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Power Mobility

What skills must a child have to use power 
mobility?

Çognitive Level of at least 2 yrs. of age

U̧nderstand Motoric Language

U̧nderstand Spatial Concept

F̧unctional Skills to Operate w/c
Campbell SK et al, 2006; Jones MA et al, 2003

Adaptive Bathroom 
Equipment Considerations

Child/Family :
¸ Head and/or trunk support?
¸ Recline or Tilt in Space?
¸ For toileting or just bathing?
¸ Physical ability of caregivers? 
¸ Other family use bathroom?

Environment :
¸ Dimensions?
¸ Width of doorway?
¸ Tub versus roll -in shower?
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Adaptive Bathroom 
Equipment Options

Inflatable Bed Bath

Shower/Commode 

Tub 
Slider/
Glider

Roll -in Shower

Mobile Lift

Ceiling Lift

Safe Travel

Restraint must meet or exceed applicable
Federal Motor Vehicle Safety Standards
(FMVSS 213)

Questions?  Locate a Child Passenger 
Safety Technician in your area

www. safekids.org
Safe Kids Near You -> Find Coalitions and 

Events Near You -> Enter State
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Safe Travel

Consider size, postural -control, 
respiratory status, needs of family, and 
vehicle

Stay rear -facing as long as possible 
¸ Some convertibles RF up to 32 -35 pounds 
¸ Graco My Ride (< 40 pounds)

May use rolled towels/blankets along side 
of head/body, but not underneath

Plan ahead for Wheelchair -Accessible Van

Safe Travel --Type 1

Respiratory Tolerance Test

Cosco Dream Ride
Car Bed (<20 #, <26 inches)

Modified EZ on Vest
(>12 months; >20 #;<48 inches)
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Safe Travel --Type 2

Five-point harness restraint

Lateral head support

High shoulder harness
settings

Examples: 
¸ Britax Traveller Plus
¸ Special Tomato
¸ Roosevelt (velcro cap)

Safe Travel --Type 3

Five-point harness restraint

High shoulder harness
settings

Examples: 
¸ Ride Safer Vest
¸ Radian
(Sunshine Kids)
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