What It’s Like to Live with a
Disability

As a polio survivor since I was
an infant, 1living with a
disability has been my “normal.”
But, like most polio survivors,
I just gritted through the
limitations and inconveniences,
trying to keep up with everyone
else.

I’'ve been thankful for the opportunities to speak to children
about what it’s like to live with first a limp, and now the
need for a scooter to get around, as several months ago I
stopped being able to walk. My favorite thing to tell them is,
“I am not my polio leg. I am me. You connect with me by
looking in my eyes. When you see someone in a wheelchair,
please look in their eyes, because that’'s where the person
1s.”

In a world of increasing bullying and growing coldness toward
other people, and in the hope of allowing compassion to grow,
I'm hoping that you might find it helpful to know what it’s
like to live with a disability. My disability is physical; I
don't really know what it’'s like to live with an emotional
disability, or an intellectual disability, or even a physical
disability that is invisible but all-too-painfully real, such
as deafness, cystic fibrosis, or debilitating pain. But some
things are still true across the board.

In no particular order, here are some things I hope you find
helpful in order to show more grace to folks like me.
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Everything takes longer. The smallest personal care chores,
like showering and getting dressed, or even fixing a cup of
coffee, are harder and they consume time. (I'm still learning
this, and apparently I'm a slow learner because I'm so
optimistic by nature that I keep forgetting how long things
really take.)

Life is permeated with frustration. On my first flight after
losing the ability to walk, the American Airlines software
wouldn’'t let the gate agent change my seat from the back of
the plane. Strapped into an aisle seat that barely clears the
arm rests of row after row of fellow passengers, being taken
to my seat was hard. And embarrassing.

Obstacles abound. In a wheelchair or scooter, barriers like
stairs and sand proclaim, “You can’t go here.”

Social activities are restricted. If a building isn’t
handicap-friendly (and having just two steps is enough to do
that), there’s no point even to trying to attend. Things are
much better in the U.S with the Americans With Disabilities
Act, but I won’'t ever be able to travel to Belarus again; the
former Soviet states are so handicap-hostile that you almost
never see a soul in a wheelchair. Many just don’t leave their
home.

People stare. Children are (quite understandably) curious
about anything and anyone different, but still, the stares
from both kids and adults silently shout, “You don’'t fit in.
What’s wrong with you? You're a freak.”

Am I invisible? On the other end of the spectrum, it’s amazing
how few people will make eye contact with someone in a
wheelchair or scooter. Hey! I’m still here! Ready to interact
with you! Sometimes, waiters ignore patrons with a disability,
not even asking for their order.

Extreme weather is a nightmare. Rain and snow are enemies of
mobility equipment, especially anything with electronics. I



lost my first scooter to rain in Cozumel. That was hard,
losing my only means of mobility in a foreign country.

Bathrooms. Many bathrooms don’t have stalls big enough for a
wheelchair or scooter. In private homes, bathroom doorways
aren’t wide enough to get through. I'm sure you can imagine
what a challenge that presents!

It’s expensive. The tools and assistance we need are not
cheap: walkers, canes, grab bars, widened doorways, raised
toilets, and ramps—not to mention wheelchairs and scooters-are
costly. You probably can’t guess the price tag on an adapted
car or van that allows a disabled person to drive.

Losses. We are continually facing the next “one more thing” we
used to be able to do. And it hurts.

Other people’s self-centeredness. I love to cruise; it’'s a
perfect vacation for mobility-challenged people. But it 1is
just staggering how many people will wait with me for an
elevator and then rush inside to claim their place. It
literally only takes a few seconds for an elevator to fill
with too many people for there to be room for my scooter.
Naturally, no one will look at me until the doors close.

May I make some suggestions for responding to those of us with
disabilities?

Please don’t .

Please don’t try to fix us or shame us for being where we are.
Some people have been asked, “What’'s the prognosis for
7" When told it’'s progressive, some people have heard,
“Well, it will be as long as that’s your attitude!”

Please don’t “help” us without asking. Some people have been
grabbed by the arm to steer them or attempt to give support.
I've had taxi drivers suggest that I shift my weight to my
barely-functioning polio leg because it made sense to them.
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Please, just let me figure out what I need to do to make
things work.

Please don’t assume it’'s God’s will to heal everyone this side
of heaven. If that were so, Paul would not have been given his
thorn in the flesh and told God’'s grace was enough, and His
power is perfected in weakness. (2 Corinthians 12)

Please don’t assume our disability is because of unconfessed
sin. Plenty of us have asked, “What did I do wrong?” and God,
one way or another, has given us John 9 grace. “Neither this
man nor his parents sinned,” said Jesus, “but this happened so
that the works of God might be displayed in him.” (John 9:3)

Please don’'t try to explain what God is up to. Nobody knows
the specifics of God’s plan to bring good to us (and our
families, and our friends) and glory to Himself. Let’s just
trust His goodness and give up on offering explanations.

Please don't try to make us feel better about our disability.
Don’t start any sentence with the words, “At least . . .” It's
not comforting. It’s minimizing.

But please do stay sensitive to God’'s leading on how to
encourage us. One of my pastors asked me if I'd like to run a
marathon with him in heaven, when we’ll both have healthy,
strong resurrection bodies. Now that was encouraging! Several
friends have asked, “Would you allow me to bless you by
bringing your family a meal?” (Then they affirmed me for not
giving into my old pattern of “Oh, I've got this, thanks”
independence.)

Please do let us know if you see Jesus shining through us.
Many of us deeply, desperately want the difficulties and
suffering of living with a disability to be sculpting in us
“an eternal weight of glory, far beyond all comparison” (2
Corinthians 4:17).

And please do smile when you make eye contact with us.
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Because we’'re not invisible.

This blog post originally appeared at
blogs.bible.org/engage/sue_bohlin/what its like to live with a
_disability on March 6, 2018.

The Stink of Self-Pity

When I got polio as an infant in 1953, just before the vaccine
was developed, my parents were instructed by the doctors and
the therapists that the very worst thing that could happen was
for me to wallow in self-pity, and to never let me go there.
Maybe they all thought that if no one ever talked about the
huge assault of this life-changing trauma, it would never
occur to me to think about it, and so I'd never end up in the
Self-Pity Mudpuddle. So what was modeled to me, and which I
dutifully followed, was a constant response of denial.

So I grew up wondering, but never able to put into words, why
it was that no one seemed to understand how really, really
rotten it was that I have to live my entire life with a
disability, with restrictions, with growing weakness and
fatigue and pain.

Fast forward to a recent mini-vacation in Cozumel with my
sister and her husband. I have a lightweight travel scooter
that enables me to zip around, covering distances too great
for me to walk, even with my cane. Well, one night we left the
scooter outside our bungalow door while we charged the battery
inside, but during the night there was a torrential downpour.
Scooters and rain, I learned, are mortal enemies. It was dead.
I called the front desk to ask for a golf cart to come get me
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to take me to the resort restaurant for breakfast, but no one
came and it was too far to walk.

At one point, my husband Ray lovingly said, “You know you
can’t go into town without your scooter, and there are no
wheelchairs here.” (He knows me well; well-trained in denial
from toddlerhood, it's easy for me to say, “Oh, it’ll be
fine”—and then later I am in excruciating pain after walking.
He needs to speak the truth in love to me so I don’'t overdo
things.)

Hit with the realization that I couldn’t walk to breakfast,
much less be able to go shopping with my sister, something I’'d
looked forward to for MONTHS, I was confronted again with the
loss of mobility and the loss of independence that a scooter
provides.

So I sat there, choosing to stay present in the feelings that
overwhelmed me, paying attention to what I was feeling:
Sadness. Grief. Loss.

Tears.

I invited Jesus into my feelings and looked to Him to help me
process them well.

And then I wondered, Am I feeling self-pity too?
You know, the worst of all sins for polio survivors?

That's when the lightbulb came on. I realized that self-pity
isn’t a primary feeling like sadness, grief and loss. Self-
pity is a secondary event, a choice to respond to legitimate
negative feelings. But it’s not the only choice. I could also
choose to respond with trust that God knows my pain, He sees
and understands, and I can trust Him to redeem every scrap of
my pain and my grief—for His glory and my good.

I suddenly saw self-pity as analogous to the stink of body
odor. When we’re hot or we exercise, our bodies are designed



to release excess heat through sweat, which doesn’t smell.
It’s natural-it’s God’s gift to us. But if we let the sweat
linger without showering, if we don’t process it by bathing,
bacteria multiply and excrete what DOES stink.

To draw the analogy out further, experiencing grief and
sadness is natural and not sinful at all. There’s no stink to
those legitimate feelings that come from life in a fallen
world. But when we don’t bring our feelings to the Lord,
allowing Him to cleanse and purify them as we trust that He is
good and He loves us even when we hurt, they can disintegrate
and start to stink.

So I sat there, for the first time seeing the line between
sadness and self-pity. Sadness happens because of the effects
of sin in a fallen world; Jesus was “a man of sorrows,
acquainted with grief” (Isaiah 53:3). But self-pity springs
from the wrong belief that “I don’t deserve this. Life should
treat me better than this. Garbage always happens to ME while
good things happen to others”. . . ad nauseum.

I think we can avoid self-pity by seeking to respond with
truth: “I deserve nothing but hell. Life in a fallen world is
just painful, and this is my share today. Bad things happen to
everyone, and good things happen to everyone, and the
difference is the willingness to look for and see them. God 1is
still good even though He has allowed pain into my life, and I
can trust Him that there 1s a purpose for my pain.”

By the way, we had to replace the dead scooter, but in His
goodness, the Lord prompted some dear friends to pay for it as
a gift. Now that feeling was on the opposite end of the
spectrum from self-pity!

This blog post originally appeared at
http://blogs.bible.org/engage/sue bohlin/the stink of self-pit
y on June 19, 2012.
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