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NEBULIZERS help deliver breathing treatments. These can vary from simple saline to keep the
airway moist to Albuterol or even heavier treatments to help nurse patients back to health. The
Aeroneb line of nebulizers is something hospitals have started using, and have recently become
available to some families via their DME company. Not all DME's carry them, but with a letter of
medical necessity, sometimes you can get one. They are silent (ultrasonic), break the medicine into
smaller particles which allow it to travel deeper into the lungs, and typically deliver treatments
much faster than traditional nebulizers. Their biggest drawback is that their battery life has not
been great. There are countless makes and models of the acorn style nebulizer. They can look
plain, or they can be fun shapes for kids (like seals, etc). All of them typically come with the standard
face mask, and there should also be a kit for use with a ventilator. Masks can also be purchased in
fun animal shapes to help little ones feel more at ease with their treatments.

Aeroneb Pro Nebulizer Kid-Friendly Nebulizer Kit

PULSE OXIMETERS monitor both the oxygen levels in the blood as well as the heart rate. They
can be used full time (with the probe typically on the toe), or using a portable device that is used
periodically on the finger tip. Masimo is a common brand of pulse-ox provided by DME companies,
and uses a probe that is compatible with most hospitals. A portable finger tip pulse-ox can be used
on the go, for periodic checks.

Masimo Rad-8 Pulse Oximeter Portable Pulse Oximeter
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SUCTION MACHINES: the DeVilbiss is a common suction machine used in our community, though
not the only one available. The VacuAide model tends to be one of the quieter models out there,
however, there are no silent models.

DeVilbiss QSU DeVilbiss 7305

VENTILATORS: There are two primary ventilators used in the MTM community — Trilogy and LTV.
Your pulmonologist can help guide your decisionas to which ventilator is best for your child. Trilogy
by Philips Respironics is one of the two most used ventilators by MTM boys. It comes with an over
the shoulder bag, and can be mounted on a wheelchair or stroller. The LTV ventilator is the other
most used ventilator by MTM bouys. It has a case that makes it able to be attached to wheelchairs.
As an added bonus, currently the batteries in the Trilogy ventilators also work in the cough

assist machines (both made by Phillips Respironics). With constantly evolving technology, new
ventilators are emerging on the market that may not be shown here.

Trilogy 100* LTV® 1150
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TRANSPORTATION / CAR SEATS, STROLLERS + MORE

Cosco Dreamride Infant Car Bed The Britax B-Agile / B-Safe Car Seat offers
Infant Car Beds can be a good alternative for a larger recline than most car seats, and is
infants that are in the NICU and can't pass the part of a larger stroller setup. Offers a larger
car seat challenge to come home. recline than most car seats.

Chicco NeXtFit, a convertible car seat with Carrot 3 Booster Seat. Carrot makes a long
proven SuperCinch LATCH functionality and line of special needs equipment. This is their
a LockSure vehicle belt-tightening system, booster seat.

easy-to-use adjustability. Also features a
zip-off seat pad for machine washing and a
breathable 3D AirMesh backrest.
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Elite Tandem Stroller. The Tandem strollers Stokke Xplory. The Stokke stroller was a
offer additional space for equipment both in favorite among several parents. Baby is
the secondary stroller seat and beneath. higher and faces parents.

Zippie Voyage. The Zippie Voyage can Special Tomato Jogger Stroller. Jogging
be purchased through a medical supply stroller that is intended to work with the
company and insurance may help cover it. Special Tomato Soft-Touch Sitter chair.

It's designed for kids with special needs
and sits on a Baby Jogger stroller base.
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Kid Kart Xpress Snuggin Go. This positioning device helps
Seating can be placed forward or rear facing. younger kids with head and trunk support at
early ages. Great for standard car seats and

seating at home (bouncy chairs, etc).

N
v

Tumble Form Chair and Base. Tumble Form Special Tomato Soft-Touch® Sitter. Special
Feeder Seat with the Floor Sitter Wedge Tomato chairs can be used similarly to the
(typically sold separately). They also make Tumble Form chair. Some brands works

a tray that fits well with this combination, better than another.

allowing our children to play whilein a
seated position.
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GoTo Seat by Firefly/Leckey. Offers trunk EasyStand Bantam. A dual purpose stander and
support and modest head support. Can be activity chair. The chair articulates from a seated
used with the optional floor sitter accessory into standing position and can be locked into any
(allows for reclined seating). Can be used in position in between. Great for kids who experience
every day activities where a typical chair leg contractures which prevent full leg extension.
is used. It costs about as much as other standers and

combines two bulky devices into one.

Leckey Squiggles Seating System. Leckey Stander by Rifton. The Rifton stander helps
works for kids ages 1-5, as a mobile chair at strengthen core muscles and improve
home or in school. Provides postural support weight-bearing, weight-shifting and trunk
for younger special needs children. control.
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Rehatec Lasse Stander. Variable positioning DexBaby Crib Wedge. Crib wedges are good
through multi-functional adjustment of to have for elevating the head in their bed, or
height, depth and tilt angle, provides safe for general positioning during the day. Cloth
supine positioning as well as interactive, cover also available.
® supported vertical standing. For our friends in ®
Germany.

Tumble Form Wedge. Wedges are often used Tumble Form Positioning Rolls. Often used
in physical therapy, working on head control for PT and strength development.

and play time.
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Mobility scooter by Tumble Form. Allows Scooot Mobility Rider. Scooter that allows
children to work on mobility and upper body kids with a higher degree of trunk and head
strength. support have more freedom in movement

Summer Infant Deluxe Superseat 3-in-1 Fisher Price Sit Me Up Floor Seat Frog.
Booster, Activity, and Floor Seat. Another For those that have a little more head control,
optional seating and play seat for those that this can offer a play environment with a little
have more head support. support.
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Hensinger Head Support. Soft foam wrap HeadPod Head Support System. The headpod
that goes around the neck and under the chin. offers freedom to turn the head while offering
Ideal for feeding, transport, sitting activities support. Attaches to standing frames and
where additional head support is needed. wheelchairs.

Works with trachs/vents.

Abdominal Binder. An elastic abdominal wrap Primo Eurobath. Bath chairs can take a while
that can help support the torso in seating to get approved by insurance companies.
where harnesses may not be available. This item has worked well for many parents.
74 A Family Guide to Myotubular Myopathy by the JFF Educational Advisory Board

®



TRANSPORTING, CAR SEATS + MORE

The Joshua Frase Foundation

Splashy Portable Bath Seat. Portable bath Wenzelite Otter Bath Chair. Adjustable
seat for toddlers and children. Has suction recline all the way to flat, elevated feet,
cup base to hold it in place and harness straps to secure and wedges to hold head
system to keep children from sliding. in position.

.’r’lyrllllV"-

Sleep Safe Bed. A bed big enough for a HARD Pediatric Crib. Typically found in
teenager, with panels that can be removed hospitals, can be found on Ebay for sale. Has
for tubing and cords. Can be articulating. hard-to-find drop rails, and head can elevate.
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Babymoon Pod. Pillow that allows space for
the ear if lying sideline, or elevates back of
head if lying supine to help prevent flat spots.

Z-Vibe, a vibrating oral motor sensory tool
with interchangeable tip attachments, helps
build oral tone and improve a variety of
speech, feeding and sensiry skills.

OBall. The oball series gives lots of gripping
opportunities to kids who may have a hard
time grasping toys.

Baby Signing Time. Signing videos that can
help teach kids (and parents) basic sign
language.
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Long Bendy Straws. Extra long bendy straws Tobbi Dynavox, an eye tracking and eye
can be helpful for kids who can drink orally, control device that makes it possible for
but get fatigued easily lifting a cup. computers to know exactly where the user is

looking. When eye tracking and eye control
are combined with speech generating devices,
communication opportunities are enabled for
individuals with special needs.

Proloquo2Go is a communication device
providing many natural sounding text-to-
speech voices, 3 complete research-based
vocabularies, over 10,000 up-to-date symbols,
powerful automatic conjugations, multi-user
support, ease of use and the ability to fully
customize vocabularies.
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