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Worth Living
Harriet McBryde Johnson

Permit nme to introduce nyself. | amyour worst nightmare.

Nervously you ask why. 1'Il tell you, but be patient. First
you need to know a few facts.

| inhabit one of the world's truly interesting small cities.

For 12 years, |'ve been a self-enployed |awer. Freely | do what
| please, when | please. | can undertake work that doesn't feed
anyone's bottomline but satisfies ny curiosity, ny vision of

justice, ny sense of fun. Yet still, | have enough noney to get

everything | need and nost of what | want.
You m ght call nme better off dead.

As a local political functionary, I"'msituated to hear good
gossip. In election season, | have ny choice of crab cracks, fish
fries, and barbecues. | have marched in the East Side Community

Parade, right behind the banner |adies, alongside the |ocal
Nation of Islam | nmam
You m ght say | have no quality of life.

|'ve eaten couscous in Paris, feijoida in New York. |'ve
stared into the nurky depths of Chichen Itza's Well of Souls and
over the bright expanse of Havana's harbor. | have friends

activist and contenpl ative, practical and theoretical, spiritual
and profane, Socialist and Denocrat and even an atypical
Republican or two. If sonething fails to give ne pleasure,
generally avoid it.

Does ny life strike terror in your soul?

Chances are. Because there's nore. Things I'll tell you now

| can't nove nost of my body parts. My flesh is shockingly
wi thered. Every norning, sonmeone turns ne over in bed, slides a
bedpan under nme, then cleans ne up. She gives ne a bath, puts
clothes on ne, lifts ne into a power wheel chair. Wthout help,
|"d be bed-ridden.

Ch yes. Disability, dependence. That's it. The fate worse
t han deat h.

Now t hat you know, will you ook at me with horror? WII |



becone in your mnd a grotesque synbol of what happens when a
person is kept alive who should have died | ong ago?

Maybe. Because there's sonething el se. Sone people - maybe
you - consider ne termnally ill. I have one of those
neur onuscul ar di seases Jerry Lewi s sobs about on his Labor Day
telethon. It's progressive and incurable. Unless sonething el se
kills me first, it wll prove fatal. I've had this "killer
di sease" for 43 years now.

So. Imagine it happens to you, or to your parent or child or
the love of your life. Wiat do you do? Rush out to buy Final
Exit, the best-selling cookbook for quick and easy outs? Join the
Hem ock Society's | obby for insurance reinbursed end-it-quick
services? Hope they |let Jack Kevorkian out of prison before it's
too | ate?

Wait a mnute, you may protest, |I'mnot |ike that.

OK. Maybe you're not the stranger who stopped ne on the
street, just the other day, to say you don't know where | find
the courage to keep on going. Maybe you' ve never told nme, flat
out, that you couldn't handle living the way | do. Maybe you've
never thought |life would be unbearable w thout whatever abilities
you have now, or that you' d be better off dead if you couldn't
take care of yourself. Maybe you' ve never considered it "an act
of mercy" when soneone kills a disabled famly nenber or makes it
easy for themto kill thensel ves.

Maybe you haven't. But if you have, I'mtalking to YOU

Clearly you have no idea what it's like to live in a body
like mne. | guess |I'mjust as clueless about you. | don't know
where you get such ideas.

Here's one | hear a lot. You think it's humliating,
degrading, undignified, to | et another person w pe your behind. |
know yours is a conmon attitude, but to ne your revul sion seens -
well - neurotic. What's the deal ? When you can't w pe yourself,
of course soneone el se does it for you. Did you degrade your
infant child when you wi ped that silky runp nice and clean? Wre
you degraded? Certainly not. There's no shane, and w t hout shane,
there's no humliation.

| f you don't believe nme, believe the Sun King. In periw gs
and silk brocade, Louis XIV' s nobl enmen conpeted for the privil ege
of tending to his personal hygi ene, even though he was perfectly
able to do it hinself. Personal assistance can be a grand | uxury.
It brings physical sensations that are not the |east bit
unpl easant. If you' d open up your inmagination, you' d probably
come to envy ny norning routine.

But, you say, you're not ne. You're not Louis XV either.
You're not in the habit of having people in your intimate
personal space - except for your lover, and that's different. CK
"1l give you that. And, sure, for you |life's details have al ways
been sinple. You |lack the organi zation needed for a life |ike
m ne. You lack | ogistical savvy. But you could |earn.

Why do you deny it? You' d adjust. People do. You'd survive
the realization that things are different, and going to get nore
conplicated, nore interesting, than anything you' ve ever known.



It takes tinme to see the possibilities, to throw away the
prejudi ces of your former life, but it happens. Naturally.

Now, | confess | haven't experienced big transformations; |
was born this way. However, running wwth a certain crowd has
taught me a few things. For one thing, | know that with tinme even
t he nost foolish, obtuse "normal" person can evolve into a very
decent quadriplegic. | don't wite anyone off. Not even you.

Once, a quadriplegic told ne about the person he used to be.
"That guy didn't want to live the way | live now. People told him
he'd adjust, but he wanted to die. So he died. |I'm soneone el se
now. He had no right to make decisions for ne." Now the quad who
becanme ny | aw school friend is dead too, but he had a great run
" m glad he underwent his transformati on back when suicide was
messy and difficult and no one bought hima heliumtank.

But, you say, it's a matter of choice. Individual rights.

Sounds nice. But you're progressive; you read Point. You
recogni ze that "choices" are structured by oppression, that true
freedomis possible only in the context of equality. Society
encour ages sone choi ces, discourages others, often based on
prevailing prejudices.

So let nme ask you: Wiat do you say... \Wen a new w dow
doesn't want to go on w thout her husband? Wen a drug addict is
sick of life in the streets? Wien a poor person is beaten down by
despair?

Do you say, Go for it; I'lIl get you a prescription? | think
not. You want these desperate people to transcend | oss, conquer
ci rcunst ances, fight back. You value their struggle. You think
supporting themis essential to building a society fit for any of
us to live in.

So why is it different when it's one of ny kind?

You answer, Sone problens can be sol ved, sone sorrows
relieved, but these disabilities and ill nesses are incurable.
There's no other sol ution.

Have you forgotten already? Sone of us |ive |ong,
interesting, incurable lives. Being incurable isn't so bad.
Believe ne. | know.

X, you say, they're termnal. They're going to die anyway.

And you're not? Forgive ne, but dividing the world between
the living and the dyi ng makes no sense.

| wish you'd purge your brain of the things you think you
know and ask why real people "choose" death. Wen you get the
facts, you find it's not disability. Typically, it's not even
pain - although | ack of access to narcotics and palliative care
can be part of the story.

More often, it's being dependent on an abuser. It's being
abandoned. It's watching unpayable bills pile up. It's being
denied a chance to be useful. It's being told you are worthl ess.
It's being |ocked up in an institution. These are the things that
cause despair. Too often, they cone with disability. However,
even with the nost severe disability, these mseries are hardly
i nevitable. Wien they cone, they are hardly incurable.

The cure has been discovered. It's quite sinple. Al it



takes i s noney. Money well spent.

Cases in point: Larry McAffee and Ed Roberts. Two nen,
paral yzed fromthe neck down, breathing on respirators. Roberts,
a founding father of the disability rights novenent,
revol utioni zed human services with Hell-cat gusto. McAffee, with
the help of the ACLU and mass nedi a, becane the avatar of life-
not-worth-living and poster child for the right to die.

Sane disabilities, different lives. Wat made the
di fference? Money. Specifically, who controls the noney.

McAf f ee, dependent on CGeorgia Medi caid, spent years being
shunted between a hospital and a nursing hone. In both places, he
was a prisoner, with every nonent of his day, every inch of his
body, dom nated by others. Roberts won the right to direct who
tended his body, and how, he decided for hinself what to do with
his time. He was physically dependent, but in control. Eventually
McAffee was freed fromhis nmedical prison. He finally got
government benefits to pay people to help himin his own
apartnment. \Wen free, he lost the will to die. Too bad the nedi a
paid no attention. The story no longer fit the prevailing
formul a.

Wth noney and control over our care, we need not suffer
abuse. Wth sone basic resources, we need not becone burdens. W
can enjoy life, however long or short it may be.

But, you say, budgets are tight. W can't afford to pay the
costs of a good quality of life.

But we can. W're paying now - billions to | ock people up in
medi cal prisons |ike the ones that drove Larry MAffee to
despair. That sanme noney, redirected to in-honme services, could
set people free. Freedomis cheaper than | ock-up.

Think about it. In freedom | get in ny chair and roamthe
city streets alone. | have a paid assistant, but | have no need
for a dietician or recreation therapist or any such personnel.
Friends and famly help ne in countless ways, |arge and small.
| nstead of sone m serable dayroom | go to work. | earn noney and
pay taxes.

|"mlucky to have what | need to be free. But | know ny
freedom hangs by a thread. One famly crisis, one financial
set back, one health catastrophe, and I mght find nyself stuck in
sone facility wishing | were dead. |If that happens, | hope you
won't agitate for ny right to end ny life. | hope you'll fight to
set nme free

Sone of us have been fighting for decades to take the
gover nment noney that now pays for |ock-up, and use it to fund
services that will keep us free. If |I could nmake you believe that
we termnal, incurable cases are worth saving, worth keeping
around, |'msure you'd join our fight.

But | don't expect that. You're not ready to accept that
we're people just |ike you. That woul d nean accepting that you're
a person just |like us. Way too scary, huh?

So, we termnals and incurables will fight for ourselves.
And whet her you accept it or not, we will fight for you.

I nside you, waiting to be born, is one of our kind. Unless



it is your fate to be nurdered, or run over by a train, or

ot herwi se struck down suddenly in your prime, odds are you wll
soneday need soneone to turn you over, bring you a bedpan, get
you dressed, and help you into your wheelchair. If you live |long
enough, you'll confront your limts and know you're nortal. It
may happen when sone illness overtakes you at age 95, or it may
happen when you drive honme fromwork tonorrow, with 40 years of
life ahead of you.

Whenever it happens, you may cone to be glad that we got
here ahead of you. We're trying to get things ready, to see that
you get what you need as a matter of course. Wen it happens, you
m ght ask one of us to show you the ropes. If you' re lucky, as I
have been, the nightmare you fear could becone the unexpected
dawni ng of your best day yet. Whatever happens, | w sh you joy.

In South Carolina, three people have been arrested for assisting
suicides of ill and disabled people. Authorities dism ssed al
three cases, characterizing themas "acts of nercy" and saying it
woul d be inpossible to find 12 people willing to convict.

Johnson is a Charleston | awer.
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