

















DAY 4

 The concept of evidence-based treatments refers to what clinicians must do to -
come up with approaches to treatment when there simply isn't any clear-cut
cure available. Often in these cases:

1. The treatment starts with an educated guess and some evidence of work-
ability from an individual case report.

2. Perhaps a small, informal study will follow.

3. As more controlled experimentation is done, the evidence grows stronger.

4. More random trials are done to further prove or disprove the usefulness of
the approach or to better define the limitations of the approach or in which
cases it will work.

5. Ultimately, the aim is to validate the approach using large, well-désigned,
randomized testing by multiple researchers with systematic reviews.

Unfortunately, the term “EBT” gets misused in two directions.
Some practitioners and treatment organizations operating in the field of
P

ASD claim their methods are evidence-based when in fact they may be eco-
nomically successful because of good marketing; other researchers using the
same methods may be unable to replicate the claimed results.

~ The EBT label also gets misused when professionals object to a treatment
proposed by parents, claiming it is not evidence-based when in fact they
won't even look at the evidence. The professional’s judgment is based upon a
personal bias or ignorance of methodologies outside their zones of immedi-
ate familiarity. ‘

The fact is that in the world of ASD treatments, there are 70 treatment
methods that are proven to work consistently and in the same way for all
children. In fact there are no treatment methods that have been proven to
work (per number 5 above) az all!

The ASD Recovery Process:
The Missing Framework for Treatments

You are going to be talking with a lot of parents, some of whom have been
on this journey for a long time. You will hear; “Oh, we tried X, and it
worked beautifully.” Another parent will tell you something else. While
gathering the experiences of others is very valuable—and is often the basis
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for important discoveries—just jumping in and experimenting on your child

ST with what appeared to work for someone else is unwise.
’ ‘ Why? Well, first of all, inasmuch as parents try to do everything possible
iR for their children, often they may try numerous treatments at once. If they
: did not use a controlled, methodical process, they did not know what really
worked—it could have been something else they were doing at the same
time that caused (or added to) the improvements seen.

Second, since each child can have a wholly different configuration of con-
tributing disorders, what works for one child may not necessarily work for
another. ' .

Parents must have a thorough understanding of their child’s unique pro-
file so they don't end up chasing treatments based on hearsay, not knowing if
it is truly appropriate for their child.

Additionally, when you do find a treatment that works, it may work for a
few weeks or months and then cease working altogether. Treatments that
work at one point must be modified or changed as they cease to show results,
and new treatments may be added as they are developed and recommended
by practitioners or discovered by the parents. :

A lot of this confusion may be due to the fact that, at the present time,
there is no standardized, globally accepted process for the creation and oper-
ation of comprehensive treatment plans that also treat the immunological,
gastrointestinal, and metabolic problems that so many children with ASD
experience. Such a process would provide a kind of framework or context for
the selection, operation, monitoring, evaluation, and refinement for all ASD
treatment methods.

Perhaps such a process will be forthcoming in the near future, once there
is a-better definition of ASD and we have a better understanding of the root
causes. Until then, we must depend upon the initiative and genius of re-
searchers, practitioners, and each parent, as the team lc_rader who assumes the
many roles outlined in this book.

IN A SENTENGE

At this time, recovery is a long and uncertain road; however, there are
many children who no longer meet the current diagnostic criteria for ASD
and many more who have made vast improvements.
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Understandmg, Acceptmg, and
Embracmg the D1agnos1s

CoMING TO TERMS with your child’s developmental
disability or disorder, particularly autism, can be a lengthy pro-
cess. While every parent responds differently, most parents in-
stinctively educate themselves on what to do to take immediate
action. Understanding in great detail what autism is about is what
makes acceptance possible. This book and the materials refer-
enced in these pages will help you considerably in that regard.

You don’t need a degree in psychology or medicine to help
your child. But you will come out of this process feeling as if
you have earned that degree! And certainly, you will become the
top expert on your child.

Acceptance is the second step This is an emotional leap from
a detached, rational understanding of the information to inter-
nalizing it into your life and your future. This can be very diffi-
cult for some parents.

Acceptance means fully internalizing the reality of the diagnosis
and that it is what it is. Having reached this point, you will be
able to move onto the third and final step.

Z
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| highly recommend that you read Voices from the Spectrum: Parents, Grand-
parents, Siblings, People with Autism, and Professionals Share Their Wis-
dom, edited by Cindy N. Ariel and Robert A. Naseef (Philadelphia: Jessica
Kingsley Publishers, 2006). It is a must-read for any parent struggling to ac-
cept the diagnosis.

Embracing the Diagnosis

Understanding and acceptance are necessary steps, but they won't take you
to your final destination. The point you really want to reach is embracing the

diagnosis.

This is where you will experience a sense of inner strength. Embracing it
means: ‘T not going to live in denial. I am going to climb that mountain.” It is
that unbending determination; it is diving into the situation headfirst. You
bring yourself to the point where you can say, “This is my world; this is what I
live in; I'm not going to fight it. I'm going to welcome whasever help I can get,
whatever understanding, whatever support.”

Your mission becomes your primary focus. You accept the fact that the
dreams you once had for your child may be differenc—they won' be over.
She may not go on to college; she may not have the same kinds of experi-
ences you once thought she would. Your family life is going to be different;
your daily life will be different; your future will be different. That doesn't
make it better or worse; it’s just going to be different. -

In fact, in many respects my life has changed for the better. I've learned to
prioritize things in my life, the good things are more meaningful to me, and
I have learned to let go of the bad things more quickly. I've learned to roll

with the punches better. I've learned to figure out what really marters in life
and go after what I know and want. It becomes a new way of life.

I do ot accept the claim that ASD is not treatable. I accept that my
daughter may have limitations and that her life will be different, but I don't
accept that my daughter won't reach her goals.

It is educating yourself, accepting the diagnosis, and ultimately embracing

the diagnosis that will make you a stronger person, a better advocate, a better
parent for your child.
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The only magic formula is:

O Be a very active, involved parent.

O Get educated—more educated than your doctors if necessary.

O Look at your child’s various difficulties from new perspectives; look for
possibilities that have never been tried; challenge even the well-meaning
preconceptions of others. '

O Use the child’s strengths as opportunities to circumvent challenges.

IN A SENTENECE

Understanding and accepting your child’s diagnosis are necessary; however,
embracing it is what will see you through the difficulties of the journey.






