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Introduction to Newsletter
By Ellen Condon

The MT-TIRC project is about expanding our vision of what life looks like
for youth with developmental disabilities beyond high school. Typically
we focus on transition outcomes of work, school, and community living.
The next few newsletters will explore travel, recreation, and leisure
activities.

“There is more to life than work.”

J&l 4 Flying the “Friendly” Skies
;\ By Darren Larson, Independent Living Specialist /
— = MT-TIRC Board Member & Mary Olson, Summit Peer

) Advocacy Coordinator

Flying can be a great experience, giving you an opportunity to travel
somewhere you have never been before and gain some culture and
wisdom. However, as with most new adventures not everything always
goes as planned. These are the adventures of M & D. They had the
opportunity to travel our nation’s capital for a Youth Transition Conference
and for the first time, D had the opportunity to fly the “friendly” skies
(which, beforehand, he had become well aware was only a slogan to put
able-bodied citizens at ease).

For weeks M & D heard the “to do’s” and the “not to do’s” (along with
sometimes horrifying stories) of air travel from friends and co-workers,
which lessened D’s ability to sleep. D utilizes a “Storm Series Tornado”
wheelchair for travels on the ground, but with the idea of flying, his trusty
and reliable wheels were reduced to a whirlwind of precautions and “what
ifs.” M & D thought, “What better way to give back to those who gave us
helpful tips (and maybe not so helpful stories) then to compile those tips
and stories and add some of our own about airplane accessibility?
Hopefully we can alleviate some sleep deprivation for others.”

(Continued on page 2)
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Flying the “Friendly” Skies, cont.
A few of the stories that kept D up late at night were:

“While handlers are getting better, | can usually count on some damage,
from minor to ‘it won't frickin’ work,” at least one out of every three or four
trips. | have also seen chairs where baggage handlers have used wire
cutters to cut through power cords RIGHT NEXT TO THE PLUG, instead of
simply pulling the plug out of the battery. You cannot make your
instructions too simple and easy to follow for these folks.” Bob Liston

“The airline left my wheelchair in Minneapolis. When | got to Washington
D.C. at 4:00, | didn’t have a wheelchair! | had to use one of the nursing
home wheelchairs at the airports with fixed armrests and fixed footrests. |
had to ride on that on the bus and to the hotel room. At about 9:00 that
night, I finally got my chair back.” Mike Mayer

“Delta forgot to transfer my power chair.......TWICE! Two times it got left in
Salt Lake City!” Travis Hoffman

“When | was in Minneapolis, they stole my prescriptions out of my bag!”
Travis Hoffman

“Last time | went to Washington D.C., | had arranged for accessible
transportation from the airport to pick me up at 5:00 A.M. They called me
at 5:30 A.M. to tell me that they didn’t have any available for that day! |
missed my flight and ended up having to stay an extra night. The silver
lining | guess is that they never charged me to change my flight.”
Nathan Say

“One time when | was transferring in Atlanta, | had two small women
helping me, neither spoke good English and | don’t think they had the
same native language. One was pulling on my wheelchair while the other
was pushing, trying to get me over a little hump at the door. As | got
unstuck, both women went in opposite directions and | hit the floor flat on
my back. | was amazed when a supervisor showed up and was more
concerned with their health and well-being than mine.” Bob Liston

It is important to realize that not everyone is going to have scary encounters like
these ones (hopefully “tech specialists” they put in charge of technical assistance
equipment at most airports know better than to cut the wires). But it is best to
know that travelling does not always go as smoothly as we would like and that
travelers of the sometimes not so “friendly” skies need to be assertive advocates.
Also, when explaining the seemingly simple steps and wheelchair care tips to those
working at the airport, it's always beneficial to assume that they may know
ABSOLUTELY NOTHING!!!

l. Hope for the Best, Prepare for the Worst
The first lesson D learned on his fearless adventure was that it's essential to create
a professional sign of directions before arriving at the airport and attach it securely
to your wheelchair (not the last-minute ,notebook-paper-scribble/tape job M & D
resorted to...this is not advantageous for success). And it would be helpful to use
picture depictions rather than the English language since ground crews may or may
not speak English. The main point to get across is that if your chair has wet-cell
batteries, it does not need to be COMPLETELY DISMANTLED; only the main battery
plug needs to be deactivated. (Even this doesn’t really have to be done, but it
makes everyone feel a little better, so go with the flow.) Although D attempted to
avoid this with his make-shift English-only sign, he found that not properly

(Continued on page 3)
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Flying the “Friendly” Skies, cont.

communicating opens a can of worms and leaves your well-being in non-wheelchair literate hands.
More on this later...

So how do you explain the handling instructions using picture depictions? Hard to know, but be creative. Have
fun making your sign because if you take time designing it, people will take time to look at it. This has the M & D
stamp of approval.

Il. The Bad and the Ugly

Boy, M & D tried their best to heed all of the advice they received, but they were a wee bit inexperienced and
therefore a wee bit unprepared. Overall, hindsight and listening to other people’s stories told them it could have
been a WHOLE lot worse!

Like most M & D excursions, there seemed to be a “hitch in their giddy-up,” if you will. The morning they embarked
on their DC extravaganza, D told M the right side of the manual drive on his wheelchair was out of commission. (It
could go in circles, but what good is this?) Not really thinking anything of it and not being properly caffeinated, they
thought, “Hey not a big deal.” Insert cool sound effects here while we fast forward to Minneapolis.

They were just chillin’ on the airplane, patiently waiting for D’s wheelchair to arrive at the gate. This seemed like
FOREVER. Finally, M spoke to one of the stewardesses and kept trying to explain about that pesky manual part of
the chair that was broken. (Remember the

makeshift sign on the chair that read “MANUAL ,
IS BROKEN” and the directions on how to / Tips from Other Travelers: \
reconnect the battery?) Eventually, D's winning Tips on interacting with airport and airline personnel
smile and M’s farm girl “pleases” and “thank to make your flight as comfortable as possible.
yous” got her down to the runway and to the
cargo part of the plane. Upon arriving, M realized “If you ask them to, they have to gate check your
SURPRISE! The techies did not speak or read wheelchair. This means that you do not have to transfer in
English. So there they were, pushing the front of everyone in the airport lobby. They will take you all
wheelchair in circles. (Not a lot of good.) And to the way to the airplane. When getting off the airplane they
put the icing on the cake, they had ALL the are required to bring your wheelchair back to you. Also,
plugs to the battery connections undone, the your service dog DOES NOT have to be ‘stowed’ under your
plexi-glass covering the battery was busted, and seat.” Travis Hoffman
some dude was under the chair playing “eeny oeoo
meeny miny mo” to determine which plug should “One of the major things from my perspective is to have
go into which hole! M took action, getting patience with those assisting you, BUT be very clear about
underneath the chair, reconnecting the wires, specific needs you have. | will typically do much of the
hopping in and driving D’s trusty wheels to him. transferring myself, but recently had a couple of surgeries
Compared to some of the other stories they had that prohibited my ability to transfer independently. | made
heard, M and D got out of the airport relatively it clear to assistants, even though | had someone who could
unscathed. barely hold up one arm, let alone my

o . upper body. Also, don’t make snap
l1l. Living Happily Ever After judgments about those who come to
Most of the time, M & D had really positive help you. Some of the most petite
experiences on their adventure. They did not women and small men have been the
know if it was their good looks or good luck, but strongest and most able assistants.”
the people at the loading gates were especially Bob Liston
great. M & D would approach the desk with \

sunshine smiles and good intentions before
boarding. They would politely explain about the malfunction with the manual drive and show the tech guys how to
operate the joystick and how to unplug the primary connection of the battery when the chair got loaded. It was M
& D’s positive attitude about taking risks that brought them the opportunity to experience something they feared.

Karma is a beautiful thing because on their way back to the Big Sky, M & D were bumped up to first-class,
since those seats were empty. They flew home like royalty and learned that with a little patience,
(Continued on page 4)




Flying the “Friendly” Skies, cont.
Tips from Other Travelers:
{} Tips on what to do if your chair is

damaged.

“If your chair or scooter or walker is damaged
when it is returned to you at your destination, be
sure to file a report before you leave the airport.

The report gets filed with the airline.”
Marsha Katz
( N N J
“When all else fails, file complaints. If access is
not what it should be, if your safety is
compromised, if you are treated rudely or in a
discriminatory fashion, it is important to file a
complaint. The people in charge can’t fix things if
they don’t know something is broken. Complaints
and damage forms may need to be filed with the
airline, or the airport, depending on which entity
is responsible for your particular concern, or
which employs an offending staff person.

For instance, if your wheelchair is damaged, you
will likely file a report with the airline. You would
also file a complaint with the airline if you were
treated badly by a flight attendant, or gate agent,
or if something was not properly accessible.
However, in many large airports, the wheel chair
assistants do not work for the airlines, they work
for the airport, often as employees of a separate
organization that has a contract with the airport.
So, if you wanted to complain about the lack of
training, or rudeness by one of these assistants,
you would need to complain to the airport, not the
airline.” Marsha Katz and Bob Liston
L N N J
“The most important advice that | can give is IF
something does happen to your chair, take care of
it BEFORE you leave the airport. Some people will
say, ‘Oh I will take care of it when | get home.” It
doesn’t work that way, because there are
sometimes thousands of people that you could
have been dealing with at the airport. | actually
saw the airline drop my wheelchair onto the
runway when loading it into the plane — the
battery fell out and all. When they brought it back
to me, they had it all put back together and it was
functional, so they said everything was fine. |said,
‘No everything is not finel’ | went down and got a
ticket with someone’s name and signature on it so
| had someone to associate with the incident, and
I knew who | was dealing with. Once I did this,
however, the airline was really good, they paid my

preparation, assertiveness, smiles, duct tape and
Allen-wrenches, those sleep depriving-night terrors will
subside and flying will become a lot more “friendly.”

One Last Tip

“I have had really good luck for the most part. The airlines
have been really helpful. |think the most important thing is
to SMILE- it really goes a long way!”

Nathan Say

Authors’ Information: Darren Larson, Independent Living Specialist ,
Summit Independent Living Center and MT-TIRC Board Member;
Mary Olson, Peer Advocacy Coordinator, Summit Independent Living
Center
o . : ° ([ J . o
. o .

bill for repairs right away, and took care of me.”
Chris Clasby

. Transition TIP

Learn how your technology works so you can explain it
to other people or ask for assistance if needed.

@ Learn what you need for support and accommodations
to enable you to communicate to other people.

@ Understand you rights as a traveler!

@ If you are making travel arrangements for someone
who uses a wheelchair or you are making your own
arrangements, think about how long you are
comfortable being out of your chair. This may
influence which flights you choose.

@® Make sure there is plenty of time between connecting
flights. If you gate check your chair, you will be the last
one off the airplane, since ground staff need to locate
your chair and bring it to you.

@ If someone needs help transferring from the plane
seat to their chair, help them describe how best they
want this support provided so they are prepared to
answer the question.

@ You can request a bulkhead seat if it helps you
transfer into the plane seat. Some people prefer the
row behind the bulkhead since the armrests on those
seats are moveable, making it easier to slide across
the seat.

@ |If a support person is travelling with you, you
can request that they have a seat next to you.

& Bathrooms on planes are small and not too
accessible, so plan ahead!

Page 4




Flying Internationally
By Connie Lewis

Preparing for the Trip—Passports

Last year | flew to Canada for a vacation.
| planned to meet up with my friend Ellen
in the Seattle airport and then we were
going to fly together to Vancouver, British
Columbia. Before I left the United
States, | had to get a passport. |
overheard a co-worker say that she had
gotten her passport at the Post Office, so
| went to the Post Office and asked what
| needed to do to get a passport. The
clerk gave me an application to fill out
and told me | had to submit my birth
certificate with it. | paid her the
application fee and she said she
would mail my application and
birth certificate for me. The
clerk also handed me
information about traveling
to a foreign country. For
example, it included
questions | shouldn’t ask in
the foreign country, like about

people’s religion. Before | left the Post
Office, the clerk said | would get my
passport faster if | knew the date of my
airline flight. When | found out the date,
| called and let the clerk know.

It was getting close to time for my trip
and | wasn’'t sure if | was going to get my
passport on time. | started to worry but
then the day before my trip, the passport
came in the mail. Altogether it had
taken about two weeks, | think. | didn’t
know | was supposed to sign my
passport before | left the United States.
On my way home from Canada,
someone told me | needed to sign it so |
did.

The Big Trip

On the flight from Seattle to Vancouver,
all the passengers had to fill out a
Customs paper with our name, address,
who to call in case of an emergency, how
many days we were going to stay in
Canada, how much money we planned
to spend, and other things. When Ellen
and | arrived in Vancouver, we had to go
through the Customs line. Here, they
checked our passports, asked why we
were in Canada, and asked how long we

o

planned to stay. They also collected the
papers we had filled out on the plane.

Once we made it through the long
Customs line, we met our friends Kim
and Jon. They helped us load our
luggage into their truck and then we
drove to a ferry terminal. We rode the
ferry (a huge boat that takes people,
cars, trucks, and even big pieces of
machinery) over to Pender Island. |
didn’t sleep the first night | was there.
One day we went sightseeing and |
took some pictures. On another day
| went shopping at a thrift store
and at the pharmacy. | bought
some things at both stores. |
have a spoon from Pender Island
and a small vase and | got two
small shoes that are for a
decoration piece. | also bought a
spoon rack. It's nice in Canada. On
Pender Island, they only have snow four
times a year. When Ellen and | were
there, it wasn’t snowy (but it did rain).

Before | went to Canada, | thought it
might be like Mexico. In Mexico, they
have a tip cup in the bathroom. You tip
the lady who hands you a piece of paper
towel after you wash your hands.
Canada wasn’t like that at all from what |
could see. Plus Ellen and | stayed with
Kim and Jon instead of being in a motel.
We all ate out at a restaurant and | tried
a sandwich | probably wouldn’t have
gotten here in the United States, here in
Missoula.

Foreign Money
Businesses on Pender Island let me use
my American money, but they gave me
change back in Canadian funds. | tried
to spend all my Canadian money before |
left the country because businesses in
the United States won’t accept it. (I could
also have started a Canadian piggy bank
with my leftover Canadian money, if |
had wanted to.) When | first was given
my change in Canadian money, | wasn’t
sure how much the different coins were
worth or if | had enough to buy the

(Continued on page 6)

Page 5



http://ruralinstitute.umt.edu/transition
http://ruralinstitute.umt.edu/transition
http://www.pluk.org
mailto:%20brown@ruralinstitute.umt.edu
mailto:%20brown@ruralinstitute.umt.edu

Flying Internationally, cont.

spoon | wanted. Kim helped me figure it out.
Canadians have a “loonie,” which is worth $1 and a
“toonie,” which is worth $2. They also have pennies,

I wouldn’t mind flying internationally again, but
sometimes | worry about whether something might
happen to me when | am on the plane. I'd like to visit

nickels and dimes like we have in the U.S. Switzerland to see what is there, but with a war going on, |
get worried about things and whether or not the planes
would be safe. It helps to have friends | can talk to about
the things that worry me - then | can move forward and
achieve my goals, like traveling to

other countries!

Heading Home

On the way back to the United States from Canada, |
filled out the same Customs paper and | had to tell
them what items | bought so they would know what |
had with me. One person at the airport asked me if |
had a computer, but | didn’t have one. | had my ”65',9‘0
camera. When you take things on the airplane you

have to have things like your toothbrush and

toothpaste in a Ziploc bag.

ooy
L1

One of the things you could need while traveling is a hotel room. Getting a room that will work for you takes
planning. The first thing you have to do is decide what accessibility features you require. When | call to make a
reservation, | tell the clerk | need a room that is wheelchair accessible, with a roll-in shower, and two beds. | need
an accessible room because | use a power chair. The roll-in shower makes transfers for bathing easier away from
home. The second bed is for my caregiver.

Author Contact Information: Connie Lewis,
MT-TIRC Project Liaison,
cjlewis@ruralinstitute.umt.edu

Emerging Leader Perspective: Accessible Hotel Rooms
By Isaac Baldry, MT-TIRC Board Member

There are a lot of items that affect accessibility at a hotel, so let's start outside. You should be able to find
accessible parking, near the entrance that is closest to the accessible room. There should be a curb cut or ramp
to reach the exterior sidewalk. For me, the best exterior doors open independently when | drive up. Some exterior
doors require you to use your room key to enter the hotel. Think about whether you will need assistance getting in
the door.

When you arrive at an accessible room, the door handle should be levered with a lowered peep hole. The room
number should be visible and in Braille. | have even seen an exterior doorbell, which activates an interior light to
let you know someone is at the door. When you enter the room, there should be enough room to maneuver a
wheelchair through the room with an area wide enough for turning. Often | find furniture that makes travel in the
room difficult. |just have it moved.

In one of what | consider the best accessible rooms, there is just one thing wrong. They have a small table set up
to greet you when you enter the room. It has a coffee pot, cups, tea and a welcome sign. But it makes entering
the room difficult, so | just have it moved away from the entrance. | have also had recliners taken out of the room
if there was no place to turn around. Don't be afraid to move the furniture!

The bathroom should have a door that allows you to open and close it independently. | have seen interesting
handles to assist in using pocket doors. The sink should be at a height that you can drive under without worrying
about hitting your knees. Handles on the sink should be easy to move. The toilet should be raised with handrails
for transfer assistance. If the room does not have a roll-in shower, the tub should have a seat with rails, and the
showerhead should be able to be moved up and down. There should be room within the bathroom to completely
turn a wheelchair. A lot of the time, there is a telephone in the bathroom, so that you could call if you needed
assistance.

An accessible room should be on the ground level; if it is not, ask if there is an elevator. Be sure to check this out
thoroughly! | have been told, “Yes, it is accessible. There is just one step to get into the room.” Or sometimes
when there is not an elevator, people assume it is okay to carry me up the stairs. With newer hotels this is
less of a problem, but ask questions if it is an older hotel or in a small community.

(Continued on page 7)
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Accessible Hotel Rooms, cont.

Here are a few other suggestions for getting a room to meet your needs. When making a
reservation in a place you have never been, check out hotels online first. This gives you an
idea of what is available and what rates are. Accessible rooms should not cost more than a
regular room. When you make a reservation keep a copy of your confirmation number. Some
hotels will send a confirmation email which includes your special requests. Print the email and
take it with you. Some hotels will include a "do not move" in the special requests to hold your
room type. A day or two prior to leaving on your trip, call the hotel to confirm your reservation and make sure

special requests are still in their notes.

Sometimes even with planning your room is not what you expected. If your room is not accessible and you
reserved an accessible room, speak with the manager about what is not accessible. If they do not listen and it is
a chain hotel, consider contacting the hotel chain via email. If the hotel has overbooked the accessible rooms,
and they need to move you, explain what features you will need in a room. Be your own advocate; speak up for
yourself and let people know what you need. Happy travels!

Author Contact Information: Isaac Baldry, MT-TIRC Board Member, Miles City, Montana.

Traveling with a Child Who Has Autism
By Alex Bussey, Habilitation Aide

Traveling with children can be a parent’s worse
nightmare and it is no secret that the challenge is
greatly amplified when traveling with a child with
special needs. As the aide to a 14-year-old with autism,
| partner with his family to find new and unique ways to
make traveling as pleasant and rewarding an
experience as possible.

My role is generally to help prepare Alex for a trip;
however, | have also traveled with him myself on
occasion. I've been fortunate enough to be included in
the research and trial-and-error process for the last two
and a half years...Alex’s family worked on vacationing
with him long before | came into the picture and are
really pros at it. Together we’ve come up with a few
basic tips that seem to serve us well.

The first trip that | remember Alex and his family taking
after | started working with him was to Disneyland.
Alex loves all things Disney, so for him, this was the
experience of a lifetime. His family had made the
decision to take this vacation several months in
advance of the trip itself, which luckily left a lot of time
for research and preparation. There are a multitude of
websites, books and other resources that lend helpful
tips and ideas about how to travel to Disneyland with a
child who has unique support needs. We took full
advantage of these resources and through them, were
able to find out about several amenities (such as
speed passes which allow you to avoid waiting in long
lines) available at the park itself for families with
children who have disabilities.

Based on this experience, my first suggestion is to do
some research and find out if your destination has any

resources or amenities. In your research, you may also
be surprised to find blogs and chat rooms formed by
other parents who have traveled
with their children, and who have
great ideas and pointers to share
with you.

The next step we took to prepare for ‘iii‘(;;((‘ )
this trip was to break the news to \\gg
Alex. We went back and forth

several times about how far out
before the trip to tell him. We felt that “front loading”
was imperative; however, we were also afraid that he
would fixate on the trip if we told him too far in advance.
In the end we decided that it was more important that
he be prepared, so we decided to tell him sooner rather
than later. And as we predicted, after his initial
resistance, he was incredibly excited. We were
pleasantly surprised at the appropriateness of the level
of his excitement, which | feel can be attributed mostly
to the fact that his parents were prepared with all of the
details of the trip and many guidebooks. This allowed
Alex to absorb all of the information and also educate
himself about where they would be traveling. He was
even able to look at maps and find the exact routes that
they would be taking. He was then given some
parameters about when it was appropriate to discuss his
trip to Disneyland and when it was not. By giving him
the tools to learn about where he would be going, and
the boundaries around when he could talk about it, the
months leading up to the vacation were quite enjoyable,
and it was so neat to watch his excitement grow with
the passing days.

(Continued on page 8)
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When the time came to actually leave for Disneyland, Alex was very prepared. We had written him a social
story about the details of his trip so he knew all of the flight information and what hotels they would be staying
at. While this level of preparation helps immensely if everything runs smoothly, it can also cause major
problems if there are flight delays or any of the other issues that can occur quite frequently when traveling.

While those kinds of hitches in travel plans cannot always be avoided, parents can be prepared, and hopefully
keep things running as smoothly as possible. A few things that we have found to be helpful are to keep
snacks and some form of entertainment with you at all times. If you ask Alex what he likes taking with him on
trips, he will immediately tell you his DVD player. Portable DVD players or game devices are great sources of
endless entertainment, and can help immensely in diffusing an escalating situation when unexpected
changes in travel plans occur. Another helpful tool is to travel with a note pad and pen - this way you can
quickly write an updated social story. By allowing your child to see a new plan in writing, it becomes easier for
them to process the change.

While traveling with Alex can sometimes be a challenge, his family and | have witnessed him reach major
developmental milestones on trips, and there is nothing in the world that is more rewarding than that. Alexis
very lucky to have a phenomenal family that has put so much time and energy into making travel an easy and
pleasant experience, and | am very thankful to have had the opportunity to learn from them.

AT R Travel Tips AT R

Research your destination - are there amenities or resources for families of children with disabilities?

Are there chat rooms or blogs where other parents share their experiences?
Determine how far in advance to tell your child about the trip.

© @ O @

Share information about the trip with your child. Look through guidebooks together. Trace your route on
maps. Talk about available activities and decide what each family member would like to see and do.

@

Set parameters so your child knows when it’s okay to talk about the trip and when it's not okay.

Write social stories for different segments of the trip (for example, flying on the plane, checking into the
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