4

The inalienable
rights of parents
of children with
disabilities.

By
Sol

Gordon, Ph.D.

Parents’
Declaration .« Independence

&

determine if they are doing right by

themselves; whether they are doing
the right thing. The first four rights consti-
tute the basic Declaration of Independence.
Once these are realized, or at least are in
process, the next 10 rights (The Bill of
Rights) become possible.

T he following rights allow parents to

Bill .« Rights

DECLARATION OF INDEPENDENCE

The first right is to mourn, to feel sorry
for yourself, to agonize over the question,
“Why me?” The right to work through all
of the could ofs and should ofs in your life
is part of this. Have death wishes. Blame
God, or question why He has forsaken you.
And then as soon as possible for you, come
to the conclusion that you will never know
the answer to most of your important
questions. Now you have to do the best
that you can and get on with your life.

It's that simple. Not everything worth-
while is complicated. But almost every-
thing worthwhile is difficult to accomplish.

You have the right to feel that you are
doing the best you can, that you are coping
with an enormously difficult situation the
best way you know. But it is essential not to
judge anyone else on the basis of your
expectations for yourself. Your spouse may
be doing the best he or she can by simply
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returning to everyday routines, work, for
example. A sibling might not be anywhere
near meeting your expectations or
requirements.

What constitutes your timing might
not be anybody else’s. By being a model
and inspiration, you accomplish a great
deal. By being a nag, by wallowing in self-
pity, by being preoccupied with the
tragedy, you will undermine what you
need to accomplish.

You have the right to begin selfishly
organizing your life to your own satisfac-
tion. More than ever, you need hobbies,
distractions, excitements. At no time
previously did you ever need opportunities
for leisure and pleasure as much. Do the
things you enjoy; however much this is
contrived; however much you feel that you
can't afford the time or the money; however
much you feel your neighbors will
misinterpret what you do.

The final absolutely essential right is to
have a sense of humor. Nobody can
survive a tragic situation without eventual-
ly developing a sense of humor. Family life
can become grim, with everyone walking
on tiptoes, and laughter can be misunder-
stood at these times.

I shall never forget the story of a 15-
year-old boy with a learning disability

being asked to take out the garbage. HS
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response was “I can’t take out the garbage --
I'm brain injured.” And his mother’s
response was, “If you don’t want to be
brain injured twice, you had better take out
the garbage.” This happened in a lively,
active home where people were more than
just survivors. They live a good life.

If you don't have a sense of humor,
fake it. When you hear other people laugh,
laugh with them. You will be surprised, in
a year’s time you will have your own sense
of humor.

BILL OF RIGHTS

i | 1. The right not to be blamed.

‘ How devastating when a teacher or
professional or anybody suggests that the
reason why your child is in trouble is
because of your guilt, or your inadequacy,
or your psychological problems. Of course,
in some cases there is an element, however
small, of truth in some of the accusations,
but rarely is it the main problem, and rarely
is the criticism helpful. The right also
applies to not being intimidated by
professionals simply because of their
presumed superior knowledge or status.

2. The right to understand what’s going on.
No parent should leave a conference
with school personnel, mental health
professionals or physicians without a
complete understanding of what they are
talking about. If they use abbreviations for
tests, or give a medical diagnosis in jargon
you do not understand, it is always
appropriate to ask for an explanation in
language that you understand thoroughly.

3. The right not to be exploited.

It is hard enough having to cope with
the daily tasks and troubles of parenting.
Imagine having to pay exorbitant rates for
help from insensitive staff, and not getting
your money’s worth for the precious money
you have to spend.

4. The right to accept help without
apology.

If any friend or relative asks you if
there is anything they can do for you,
always say yes. You may lose 90 percent of
your friends and relatives that way, but
those who stick by you, you can count on.
There is usually something somebody can
do for you: baby-sit for an hour or two,
take your child to the movies or ball game,

run an errand for you. You must, however,
expect in advance that most people’s offers
of help are not genuine. If it turns out
otherwise for you, I certainly do not mind
being wrong about this prediction.

5. The right to make decisions.

Parents are invariably under pressure
to accept the decisions of experts. It is your
child and your responsibility. It is up to you
to make the decisions, even if you disagree
with any combination of experts.

6. The right to be angry.

Most of the progress that has been
made in the field of the care and manage-
ment of children with disabilities has
resulted from the work of angry parents.
Rarely can you count on professionals to
take the initiative for progressive innova-
tions in your child’s best interests. It does
occur in the realm of political advocacy, but
rarely when it comes to the daily manage-
ment of children with severe disabilities.

7. The right to a normal family life.

Having a child with a disability should
not exclude anyone from family celebra-
tions, parties or the whole range of what
constitutes the joys and travails of family
life. This is not to suggest that everybody
or anybody will feel comfortable in the
presence of or interacting with your child.
The failure to appreciate the high level of
discomfort that the average person has
relating to people with disabilities certainly
inhibits their acceptance in the society. Talk
about the discomfort. Itis nota plea for
pity; it is simply an introduction to eventual
integration.

8. The right to live a part of your life that
does not include your child.

There is a powerful need for parents to
be on their own, to get away from every-
thing, to go away on vacations without their
children. No healthy, mature family
functions well in a posture of togetherness
all the time. Sisters and brothers may resent
the need to play with and relate to the child
with a disability to the exclusion of their
own special needs.

9. The right to fake it from time to time.
From time to time it is perfectly all
right to present the image that everything’s
- OK, especially with people you do not care

about that much.
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EXCLUSIVE RESIDENTIAL SCHOOL
FOR THE SEVERELY RETARDED
& MULTIPLY HANDICAPPED

-« Private, Non-Profit

* Birth to 22 years

» Unusual Syndromes (including Retts)
* Intense, round-the-clock trained stimulation
» Children make substantial progress

* 24 hour medical services

» Extensive physical therapy

* Monthly orthopedic clinics

» Feeding programs

-+ Augmentative communication

* Parental involvement welcome

* Community-based Victorian homes

- Year round

Contact: Gail Charpentier, Dir.
m BERKSHIRE CHILDREN’S
COMMUNITY

41 Taconic Ave.
Great Barrington, MA 01230
(413) 528-2523,

Looking for that
Special Gift ?

Give A Sweatshirt Filled With Love i

\
- \QY© i
*many sizez and colors*
. “*S0/S0 prewashed sweatshirts®
» *hand designed w/ white accents*
*persanalized with name if desired*

INFANTS 17.50 S1.C0 per shirt CEILDREX 17.50 ADULTS 19.50

(6,12,18 mos.) will be given [eXRZREE (EMLI)
red - puok - grey - It. hlue | to Easter Seals | 970¢2 - grey - red - pink - royal - durgundy

Seasonal Cards W7 Zoveiopes
Hand stenciled red on white

Fold over gift tags
<5 @ Pkg of 20 Cards S50 1

2°x2* red on white-blank
10 tags only 2.00 I}

elip coupon
select size personalize
FANT { CHILD | ADULT | COLOR | NAME (ADD 3.00) {PRICE
mail your grder
with check
ar
money order
TO:
]
Malo's
. PEGOr TAGS 3. P.0.Box 620902
. PXG Or CANDSZ $, (LE3S 10% 4 OR MORE) Littleton, Co.
TOTAL $. (COLO.RZY ADD 3%) 80162
CARDB
GRAND TOTAL

order 3efore Dec. Ist for Christmas

please rush my order to: LOOKING FOR A
UNIOUE
.‘:DAgaP:.EESS FUND RAISER
WRITE FOR D.
CITY_ A STATE 2TP o ETA.H.E

Just as it is appropriate to express anger at times, it
is also OK to squelch it. Recent evidence suggests that
unexpressed anger is not necessarily harmful and is
sometimes even beneficial. Just because we are angry
does not mean that the other person is ready and able to
receive our anger.

William James suggested that “Wisdom is learning
what to overlook.” And sometimes faking it creates the
best possible conditions for improvement of a really
grim situation.

10. The right to expect miracles.

It is a right not to give up, not to operate on the
assumption that our current-scope of knowledge is a
verdict of doom. It is incredible how many people have
survived “death sentences.” Look at the progress that is
being made today with the help of computers.

MAKING IT WORK FOR YOU

You get no points for being the parent of a child
with a disability. We need to acknowledge that for you
everything in life is harder, more costly in every sense.
Comfort or peace of mind will not come from comparing
yourself with anyone else, even if you objectively know
that many other people’s troubles are worse than yours.

The biggest problems develop when the whole
family becomes disorganized around the existence, care
and management of a disabled child (to say nothing of
more than one disabled child). However, families can
organize and support each other, especially in situations
where 1) once unified families are threatened with
breakdown, and 2) families are hanging together
because of determination and commitment, but lack the
previous sparkle, spontaneity and joy of family life.

Not all of my suggestions will work for you, but
some might, and these will add to the excitement of your
strength. The hardest thing to recover from is anger. Yet
anger diluted with forgiveness has a special alchemy —
it becomes determination, if not courage, to do the best
you can. Accepting your anger with a sense of forgive-
ness helps to reorganize your family, put your own life
into orbit and give priority to yourself no matter how
much you need to attend to your spouse and children.
More than anything else, do not isolate yourself, no
matter how miserable you still feel.

The very best test of whether you are working in the
right direction is the amount of energy you have.
Discounting extreme situations, energy is mainly a
psychological phenomenon. How often have you
experienced a period of exhaustion that instantly turns
into boundless energy upon meeting someone you care
about, or upon receiving an unexpected surprise visit or
phone call, or upon learning something new.

Haven't you also noticed that mature love experi-
ences are energizing, while immature ones are

]
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Knowing that the odds are
against you makes it ever
more compelling for you

to do the best you can
and then get on with your life.

exhausting? If you are working toward maximizing
autonomy for your child; if you believe that your past is
not your potential; if you have some faith or optimism; if
you are determined to consider the needs of the whole
family; you do not have to accomplish very much before
you notice that you have a great deal of energy.

Remember that unhappiness itself is alienating, not
only because people shun those who are unhappy, but
also because people who are miserable often resent other
people’s happiness. The vitality of healthy children
reassures parents about their marriage as well as
themselves. When there is something wrong with the
child, the whole enterprise of marriage and family is
threatened. Knowing that the odds are against you
makes it even more compelling for you to do the best
you can, and then get on with your life.

ADDITIONAL RIGHTS

The following are 15 additional rights, one privilege, one
source of pride and one inevitable consequence. These rights
are for you to dwell upon, to discuss with your spouse and to
bring up in family meetings. Then you can create many more
of your own. :

1. Not to devote your entire life to the cause, but
freedom to devote as much as you want, or to get away
from it for a while.

2. Freedom to take your time in deciding what to do.
The right to shop around for competent professional
help. The right not to accept advice or even comfort,
especially from people who say things like, “You think
you have troubles?”

3. The right to intervene on behalf of your child, to
arrange parties and rendezvous with friends.

4. The right to consider institutionalization, even if it
goes against the trend.

5. The right to feel that it is not God'’s will, nor is it a
punishment.

6. The right to feel that it is God’s will (but you still have
it figure out what is His message).

B Iits a'jun9|e - 3

child’s head
on the jungle gym
with . ..
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o Made with bump-
absorbent foam

e Safety proven
e Machine wash & dry

e Fits 6 months e Great for use with
to 5 years car safety seats

o Perfect for bikes, playground & sledding

Freedom with safety for today’s
active tots
Peace of mind for parents

Protect your ‘

e Constructed for
safety; designed
for comfort
and appearance

o Weighs only 3 oz.

e Flame retardant

e:Durable;
abrasion-proof

Protecta-Cap® Specify boy's or girl's. Send $35 + $4.50
Children’s wear shipping to: Plum Enterprises, Inc.
for parents who care.® P.O, Box 283, Worcester, PA 19490

©1987 Plum Enterprises, Inc.
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rect connect, printer port, keyboard dial-
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- Includes shipping
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A rural community for children
with mental retardation
and other handicaps

Beautiful homes with permanent house-
parent families, small groups, No shift workers,
natural foods, live-in staff.

Waldorf Education curriculum emphasiz-
ing creativity, with academic and practical
skills for mind, heart, body.

Curative approach toward individual needs.
Wide variety of therapeutic freatments,
resident doctor.

Diverse social and recreational opportun-
ities, custom-built homes,community cen-
ter, school building, craftshops, 60 acres
rolling woodland.

Infernational affiliates, founded 1939, nation-

ally recognized.

- BEAVER RUN
CHILDREN’S VILLAGE
”FOR INFORMATION CONTACT:

Camphill Special Schools, inc.
Glenmoore, PA 19343
(215) 469-9236 -

<She* beating the odds.”

L <Natalie’s now trying to cveep indepen-
dently” —Mps. John Petro, Abilene, Texas

Ifyour child has difficulty in moving independently as
Natalie did, and weighs 65 lbs. or less, the Custom-Aid
Creeper™ may be your innovative, mobility aid discovery.
This thcrapist-rccommendcd aid has complete
adjustability for comfort, ease of movement and mobile
freedom. Structured of nickel-plated, 16 guage steel,
leather, hardwood and other trusted materials, the
Custom-Aid Creeper™ assures durability.

Call toll-free 1 (800) 654-5340 or in Texas call
(915) 695-1640 or write: Custom-Aid Creeper™, P.O.
Box 3313, Abilene, Texas 79604.

A product of Custom-Aid Corporation

7. The right to send your child to a camp for the
summer, even if the child does not want to go. Itis
amazing how 95 percent of them end up with a really

good experience.

8. The right to good and bad moods. The right not to be
perfect (to have hostile thoughts). It is all right to feel
bad and mourn from time to time.

9. The right to become a student, such as to learn sign
language, or to become a specialist in a field, even if
your motive is initially to help your own child.

10. The right to have all the privileges of your religion.

11. The right to expect your child to learn to live well
with the family.

12. The right to joke, fool around and be silly.

13. The right to find some use out of all the sorrow,
whether it is writing a book, poetry or understanding
the needs of other people in a more sensitive and
compassionate way.

14. The right to pay attention to your own health.
Become a health nut.

15. The right to be a family that sticks together, no
matter what.

16. The privilege — touse your experiences to be
helpful to other parents.

17. The source of pride — be proud of your
accomplishments.

This brings us to the inevitable consequence:

18. Enabling your child to also be proud.

Sol Gordon received his doctorate
in psychology from the University
of London (England). He was
professor of child and family
studies and director of the Institute
for Family Research and Education
at Syracuse University from 1970-
1985 and is now Professor
Emeritus. Dr. Gordon lives in
Beimont, Calif. and devoies his
time to group lectures and
seminars on various topics. Hes
the author of 15 books, including
When Living Hurts, (Dell
Paperback, 1288).
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