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JANUARY 2024

SPECIAL EVENTS

e Meetings from 1:00pm—
2:30 pm. Next meeting
on February 20th,

Questions call Bitsy An-
derson 410-533-2113

FYI

2024 International Annu-
al Patient Conference will
be in Baltimore, MD
September 6-8, 2024

Go on the TMA website
(www.myositis.org) to get
the latest on ;

1. Myositis Research
Webinar, The first
Tuesday of each
month . 6 PM ET.
Led by Myositis
experts around the
world.

2. Ask the Doc Se-
ries. The third
Thursday of each
month at 6-7 PM
ET.

3. Empowerment
Clinic -the 4th
Thursday of each
month, 6 PM ET.
Improve Quality of
Life,..

4. Browse the Library
to find helpful
discussions,
presentations, and
research studies.

HAPPY NEW YEAR TO SOME OF THE BRAVEST, OPTIMISTIC, AND COMPAS-
SIONATE PEOPLE I KNOW. This is a lengthy article but full of information.

AIR TRAVEL-MUSCULAR DYSTROPHY ASSOCIATION

If you are reading this and preparing for travel in the coming weeks or are con-
sidering a bucket-list trip with friends, the following tips should help to make
your trip much more enjoyable and smooth.

TIPS FOR TRAVELING WITH A DISABILITY

The absolute first thing you should do is join your airline’s reward program.
Most airlines have a frequent traveler program and becoming a member is
easy and convenient. Don't get hung up on the word “frequent traveler” either;
there are several benefits to doing this even if you're only planning one trip at a
time. For instance, by becoming a General Member, you will have priority over
non-members when it comes to flight changes, cancellations, and, in some
cases, seating. However, the biggest benefit to becoming a member is that you
can build a profile that is linked to your member number. Your profile provides
valuable information for the airline, including your seating preferences, your
mobility and boarding needs, the type of mobility equipment you will bring with
you, and so much more. Make sure you do this for your whole family. Not only
will you all begin to earn rewards, but it also makes it very easy to use the air-
line’s app for changing seats, tracking baggage, managing boarding passes,
using the onboard WIFI and entertainment system, and staying up to date with
gate changes.

Secondly, you should understand that the airline and airport staff generally re-
ally do want to be helpful and will accommodate you and your family as much
as possible. Typically, after booking my ticket | contact the airline’s reservation
number and ask to speak to their disability desk. There, | can request changes
to seat assignments, as most major carriers block seats in premium rows for
passengers with disabilities. | also verify that my boarding needs are in the rec-
ord and that they will be ready for me to board using an aisle chair. And itis a
little known fact that some airlines will actually allow you to bring two wheel-
chairs on the trip — a manual wheelchair and an electric wheelchair at no extra
charge. This can be helpful if your destination doesn’t have wheelchair acces-
sible ground transportation easily available. Additionally, the airport has staff
available to assist you through security and to your gate. Just ask when you
check in at the main terminal. They will help with carry-on bags, guide you
through the wheelchair security line, and make sure you and your family get to
your plane.
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A laminated tag provides instructions for the airline staff to properly handle the power wheel-
chair.

Thirdly, | have learned to over communicate when it comes to leaving my durable medical

equipment in the hands of the airlines. When | arrive at the gate, and prior to boarding, | speak

to the gate agent and reconfirm that | require pre-boarding and an aisle chair on the aircraft.

They typically fill out a form and ask questions about the weight of my chair and the type of

= Please lift from base as
shown. De not lift from seat
or arm rests,

To Push:

- Please use yellow levers as
shown for neutral.

batteries it

uses. | show them a laminated 5x7 picture of my chair hanging from the headrest. This home-
made craft has simple instructions for putting the chair in neutral and how to lift it safely. This
placard has been a wonderful tool for me and the airline because the highest risk point for
damage seems to be when they lift the chair in and out of the cargo area.

Lastly, choosing the right airline and sticking with them for all future travel is really helpful.
Many of the major airlines have partnered with a company named Global Repair Group (GRG).
This company has a vast network of wheelchair and medical equipment repair technicians in
cities across the USA, and some international locations as well. Having a third-party company
steward the repair needs of our equipment (assuming the incident was caused by the airline)
is a gamechanger for the industry. It should bolster your confidence that if something goes
wrong, the airline and GRG has it covered. For example, | landed in Dallas and my wheelchair
was inoperable. The airline submitted the claim and within 30 minutes | was on the phone with
GRG. They dispatched a local repair technician, and | was back up and running in less than an
hour. If needed, they can coordinate loaner equipment if repairs need to wait until you return
home. | would recommend visiting GRG's website to see if your airline is a partner with them.

Travel can be challenging for anyone, but, in my experience, partnering with your airline in the
right ways as an informed traveler can really help minimize risk and reduce the stress and anx-
iety of traveling with a disability. Preparation and communication can significantly help airlines
to go the extra mile for you.

MAY LOVE, PEACE AND HAPPINESS BE YOUR TREASURES THROUGH OUT THE NEW YEAR.
Bitsy and Jenna «Q

Courage dpesn't alwals rodr. Sometimes courdge is the quiet voice at
the end of the day saying, "l will try again tomorrow.”



