
TH E N E W S L E T T E R O F T H E AS S O C I AT I O N F O R SC I E N C E I N AU T I S M TR E AT M E N T

The Association for Science in

Autism Treatment (ASAT) was

formed by parents and profession-

als dedicated to ensuring that chil-

d ren and adults with autism lead

lives filled with dignity, purpose,

peace and independence. 

It is probably safe to assume that

most parents and pro f e s s i o n a l s

who care about people with autism

support this goal. But diff i c u l t i e s —

even conflicts—may arise when

people of good intentions diff e r

with each other over the means of

achieving goals they share. 

C u r rently, the field of autism is

marked by a high degree of such

conflict. Rather than ignore it, it

may be a good idea to spell out

clearly what ASAT is about so that

others have the opportunity to

support our mission based upon a

clear understanding of that mis-

sio n . We  stand fo r sc ie nce  in

autism treatment.

Two Historical Trends

To understand why ASAT has

chosen such a focus, a brief

description of the historical context

in which we are launching our

cause is in ord e r. That history

reveals two dominant tre n d s :

• A troubling parade of ineffec-

tive treatment models, miracle

c u res and faddish “bre a k t h ro u g h s . ”

Often these are sensationalized by

the media, fueled by the anxious

love of mothers and fathers, and

adopted readily by service pro v i d e r s ,

in spite of the absence of any evi-

dence of effectiveness. The m o s t

persistent of these ineffective treat-

ments are those that are based

upon outdated psychodynamic

theories, wherein autism is seen as

an emotional wound. In the past,

this putative emotional fragility

was treated largely through psy-

choanalysis; today it is addre s s e d

t h rough play therapy. This model

A S AT FORMED TO MEET CRITICAL NEEDS

Premiere Issue Spring, 1999

Lea rning to  rea d a t New Jersey’s Alpine Lea rning GroupLea rning to  rea d a t New Jersey’s Alpine Lea rning Group

TH E N E W S L E T T E R O F T H E AS S O C I AT I O N F O R SC I E N C E I N AU T I S M TR E AT M E N T



ASAT

SCIENCE IN AUTISM TREATMENT SPRING 1999

A S AT BOARD OF DIRECTORS

Marissa Bennett

Joan Davin

Richard Foxx, PhD

Sigrid Glenn, PhD

Gina Green, PhD

John Jacobson, PhD

Lawrence Lee, MD

Suzanne Letso

Kathy Mannion

Catherine Maurice, PhD

James Mulick, PhD

Susan Niederberger

Lora Perry, MS

Raymond Romanczyk, PhD

Gerald Shook, PhD

Bridget Taylor, PsyD

ASSOCIATION FOR SCIENCE IN AUTISM TREATMENT

575 Coal Valley Road, Suite 201

Jefferson Hills, Pennsylvania 15025

Phone: 412-469-7600

Fax: 412-469-7601

E-mail: ASAT@autism-treatment.org

All Rights Reserved

©Association for Science in Autism

Treatment. The contents of this newslet-

ter cannot be re p roduced without per-

mission from the Association for Science

in Autism Treatment. ©May, 1999; second

printing October, 1999.

W E L C O M E TO SCIENCE I N AUTISM TREATMENT

The pre m i e re issue of Science  in Autism Tre  a t m e  n t marks an

exciting milestone in the brief history of ASAT. The mission of

this publication is to provide accurate, science-based informa-

tion about autism and treatments. The editors of and contribu-

tors to Science  in Autism Treatment are committed to delivering

a rational alternative to the pseudoscience and authoritarianism

that seem to typify information about this increasingly common

disorder. Consequently, our reporting is meticulously reviewed

for accuracy by ASAT’s Advisory Board. These pages contain

information you can trust. Keep it. Share it. Use it. Together,

we can change the lives of the people we love who have

autism. Welcome to Science  in Autism Treatment.

– Lora Perry, Managing Edito r

A S AT MISSION STAT E M E N T

ASAT’s mission is to disseminate accurate, scientifically sound informa-

tion about autism and treatments for autism;

To improve access to effective, science-based treatments for all people with

autism, re g a rdless of age, severity of condition, income, or place of re s i d e n c e .

WE WILL FULFILL OUR MISSION BY

•Educating professionals and the public about state-of-the-art, valid 

treatments for people with autism

•Supporting certification, to ensure all individuals with autism receive 

t reatment from practitioners who have met minimum standards of 

c o m p e t e n c y

•Forming interactive, supportive partnerships with universities to 

develop accredited educational programs for autism practitioners

•Improving standards of care for people with autism.

VALUES STAT E M E N T

A S AT is committed to science as the most objective, time-tested

and reliable approach to discerning between safe, effective autism

t reatments, and those that are harmful or ineffective. ASAT sup-

ports all scientifically sound re s e a rch on the prevention, tre a t m e n t

and cure of autism, as well as all treatments for autism that are

shown to be effective through solid scientific re s e a rch, re g a rd l e s s

of discipline or domain.
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continues to  be off e red by those

who see their role as understanding

and reassuring a frightened child.

• The tendency of many in the

p rofessional community to ignore

or even denigrate treatments that

do have good, supportive data.

Indeed, the very notion of data,

outcome measures or objective val-

idation simply does not figure in

much of the published literature

on autism intervention. Rather, the

n o rm has been for many authori-

ties to posit a speculative cause for

autism, and propose an equally

speculative remediation of the con-

dition, based largely upon personal

belief, or “clinical intuition.”

Looking Back

What gave rise to these tre n d s ?

P robably a multitude of factors, too

complex to analyze at any length

h e re. However, we can at least

identify some of the major form a-

tive influences on treatment politics.

• From the moment autism was

identified in the 1940s, erro n e o u s

assumptions about its etiology

have flourished. Children with

autism are often beautiful, with no

o b vio us p hys ic a l impa irme nt 

or distinguishing features. This

physical normalcy is but one of the

factors providing a fallow gro u n d

for the idea of autism as an emo-

tional wound.

• Universities and medical schools

p rovide little training in how to eval-

uate the effectiveness of pro p o s e d

autism treatments; hence, there is a

troubling scientific illiteracy on the

part of the people from whom 

we most often seek such guidance.

In fact, until recently, medical

attention was focused largely on

endlessly redefining the symptoms

of autism, rather than on any effec-

tive treatment.

• In the absence of accurate,

objective information about eff e c-

tive autism interventions and out-

come statistics, our educational

system has failed to meet the pro-

foundly complicated learn i n g

needs of our children. Many edu-

cators have low expectations for

c h i l d ren with autism, in part

because educators are seldom

trained to overcome autistic behav-

iors that interf e re with learn i n g —

behaviors which may include

crying, screaming, self injury and

aggression. Consequently, learning

does not take place.

• In the culture at large, there

a re many negative assumptions

about the very nature of science.

Some people tend to equate sci-

ence with all that is cold, dangero u s

and controlling. This problem is

exacerbated by the inability of many

scientists to translate their discover-

ies into the vernacular. Instead,

many rely upon an impersonal,

mechanistic jargon to convey their

findings about human beings. In

contrast, treatments cloaked in a

language of quick fixes, nurturing

love or instinct have strong emo-

tional appeal. 

• In some quarters, there  is

s t rong resistance to the very notion

of treatment itself, analogous, per-

haps, to similar arguments raging

a round other conditions, such as

deafness. Rather than seeing autism

as a fundamental disability—one

that strips a human being of many

possibilities and pro m i s e s — s o m e

advocates fiercely insist on a policy

of acceptance of autistic individuals

for who they are, and decry any

attempts at treatment as oppre s s i o n .

• T h e re are serious pro b l e m s

creating turmoil within the field of

behavior analysis, a field scientifi-

cally validated as effective in the

t re atme nt o f individuals with

autism. These include fre q u e n t

misapplication of behavioral sci-

ence by unskilled or unethical

practitioners; the absence of

nationally accepted standards of

competency; and the claims of a

few individuals to  be the only

providers of worth.

• And finally, there is the seduc-

tive rhetoric of an ideology that keeps

trumpeting such appealing concepts

as open-mindedness, choice, an

eclectic approach, and options.

Unfortunately, open-mindedness

without healthy skepticism, choice 

that is not informed choice, and 

options embraced for the sake of

option alone only prolong the sad

history of failed treatments. 

Disastrous Consequences

But whatever the causes, the re s u l-

tant dismissal of treatments backed

by science has disastrous conse-

quences for our children’s alre a d y

fragile future. When child ren are

ASAT

We n eed  to  ch a l l en ge  e ver y

o n e  o f  th es e  exp er ts  wi th  

a t l ea s t a s  m u ch  sk ep ti ci sm  

a s  we  b r i n g to  th e  

p u r ch a se  o f  a  u s ed  ca r.

ASAT boa rd member Ma rissa  Bennett
a nd son, Justin
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denied effective tre a tment, there is

a double tragedy: their potential

for growth and learning is

thwarted; and they often become

the subjects (or objects) of

repeated, ineffective experiments

as parents pursue all possible flick-

ers of hope.

Continue These Trends?

All these political ideologies have

survived, however, largely because

both professionals and pare n t s

have allowed their survival. It is a

natural human tendency to follow

personalities, especially charismatic

ones, rather than dry, scientific lit-

erature. We tend to seek warm and

compelling stories, rather than cold

statistics. We are very willing to

accept the expertise of people who

base their recommendations upon

anecdote and opinion, their “thirty

years in the field,” their clinical

judgment; and we are often bored

with people who talk about data,

numbers, controlling for variables,

and the like.

A New Path

But after the debacle of the

Bettelheim era, where one man’s 

opinion was allowed to dominate

autism treatment and shatter fami-

lies, it is clear we need to challenge

every one of these experts with at

least as much skepticism as we

bring to the purchase of a used car,

let alone to life-shaping decisions

for our children. We need to a d d

critical thinking to compassion, or

we will continuously follow every

self-confident savior and every sad

dead end.

So where does that leave us, we

who love our children, and who

wish to make decisions based

upon both tenderness and tough

thinking? It leaves us in need of

reliable guidance, founded on

facts, not fame.

ASAT

It is that pressing need that has

given rise to ASAT’s mission: to

disseminate scientifically sound

information about autism and treat-

ments for autism. But, recognizing

that access to accurate information

is only half the battle, ASAT will

p romote effective training models

in university settings. And re c o g n i z-

ing that treatments will only be as

e ffective as the people pro v i d i n g

the treatments, ASAT will support

the development of pro f e s s i o n a l

c redentialing, and standards of edu-

cation and tre a t m e n t .

Facts, Not Fads

As a guiding principle, ASAT

intends to evaluate claims about

t reatment from the perspective of

sound, scientific reasoning. ASAT is

locked into no one treatment for

autism, but we will not hesitate to

let people know which treatments

a re supported by solid scientific

re s e a rch, and which are not—be

they from medical, behavioral or

educational science. We are seek-

ing to move public aware n e s s

away from personalities and fads,

and into an understanding of the

true hope that scientific re s e a rc h

has produced, and will continue to

produce, for all of our children.

By Whose Authority?

How will ASAT provide such

guidance? Not through any per-

sonal opinion or belief of ours, but

through the help of an exemplary

Advisory Board drawn from both

the biological and behavioral sci-

ences—men and women whose

s t rongest credential is not their

popularity, but their adherence to

the highest standards of scientific

integrity. ASAT claims no authority

other than what reason and sci-

ence have supported. We have no

illusions about the fallibility of

human opinion. But one thing we

do know is that children and

adults with autism, and the people 

who love them, can be helped. We

know autism is treatable, but only

when people get the inform a t i o n

and help they need.

Science for  People

And finally, it is important to

note that ASAT will use the tools of

science to achieve our mission, but

we are not working for science as

an end. The end, for all of us, lies

not in the mere furthering of

human knowledge or human tech-

nology. The end lies in the lovely

faces of our children, in their sweet

eyes, in their profound worthiness.

It is science that guides us, but

love that inspires us, and we will

not fail our children.

–CM

ASAT

Un f o r tu n a te ly, o p en -

m i n d ed n ess  wi th o u t

h ea l th y sk ep ti ci sm , ch o i ce

th a t i s  n o t i n f o r m ed

ch o i ce , a n d  o p ti o n s

em b r a ced  f o r  th e  sa k e

o f  o p ti o n  a lo n e  o n ly

p r o lo n g th e  sa d  h i s to r y

o f  f a i l ed  tr ea tm en ts .

I t i s  s ci en ce  th a t

gu i d es  u s , b u t lo ve  th a t

i n sp i r es  u s , a n d  we  wi l l

n o t f a i l  o u r  ch i ld r en .



Science, Pseudoscience and Antiscience:

W H AT’ S THIS GOT TO DO WITH MY KID?
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“ Your child has autism”...with

those words, a parent’s world

comes crashing down. 

What to do? Choosing a tre a t-

ment is one of the most important

decisions the parents of a person

with autism will ever have to

make. How do parents find truly

e ffective treatment for their child?

In an ideal world, the person who

dropped the autism diagnosis on a

family would provide the answer.

But the unfortunate fact is that

many who make this diagnosis are

not well-informed about the wide

array of autism treatments, and the

d e g ree to which these tre a t m e n t s

have proven effective (or not). So

until the day comes when parents

can count on data-based pro f e s-

sional guidance, they will need to

become very discerning about the

various treatments, therapies, and

p rograms that are claimed to be

e ffective for autism. The same

applies to those who are con-

c e rned with helping families get

effective services. There is a need

to do a lot of homework, and to

do it quickly. Why the urg e n c y ?

Because the stakes are high, and

every moment is precious.

C h i l d ren and adults with autism

can learn, and there are eff e c t i v e

methods for helping them develop

useful skills and lead happy, pro-

ductive lives. At the same time,

re s e a rch has shown that many 

c u r rently available interventions for

autism are ineffective, even harm f u l ,

while others have simply not been

tested adequately. Every moment

spent on one of those therapies

instead of effective intervention is

a moment lost fore v e r. Besides,

common sense suggests that it is

wise for parents and professionals

alike to invest in interventions that

can be reasonably calculated to

produce lasting, meaningful bene-

fits for people with autism—that is,

interventions that have withstood

scientific testing. 

As parents and professionals seek

i n f o rmation about autism tre a t-

ments, they discover a long and

perplexing list of “options,” many

of them promoted by sincere, 

well-meaning, persuasive people.

Everyone claims that their favorite

t reatment works, and parents and

practitioners are often encouraged

to try a little bit of everything. This

can be very appealing to people

who are seeking anything t h a t

might help. How does one choose

wisely? To quote the late Carl

Sagan, “The issue comes down to

the quality of the evidence.” So the

first step is to find out exactly what

evidence is available to support

claims about autism tre a t m e n t s .

But all evidence is not cre a t e d

equal. How does one sort pure

hype from solid proof, wishful

thinking from rigorous testing?

Approaches to answering funda-

mental questions about how the

world works can be grouped into

t h ree broad categories: science,

pseudoscience, and antiscience.

Science uses specific, time-honore d

tools to put hunches or hypotheses

ASAT

Ja son a nd Joshua  Perry, twin sons of ASAT boa rd member Lora  Perry



Did the effects carry over beyond

the immediate treatment setting? Is

t h e re another scientifically validated

t reatment that is similarly eff e c t i v e

but has fewer negative side eff e c t s ?

Who will administer this tre a t m e n t ,

and how can I be sure they are

qualified to do so? How will its

e ffects on this individual be evalu-

ated, and by whom? What will hap-

pen if we do nothing? Listen to the

answers, but don’t take them at face

value. Seek out published re s e a rc h

on the treatment, and, if necessary,

someone with expertise in scientific

re s e a rch methodology to help you

evaluate it. Also take note when no

answers—and no solid supporting

s t u d i e s — a re provided. What is not

known or said matters, too. 

When families seek treatment for

a child diagnosed with cancer or

diabetes, they aren’t simply given a

long list of interventions that some-

one somewhere b e  l i e  v e  s to be

effective, and told to choose from

that list on their own; they can

usually expect to be inform e d

about treatments that are based on

sound scientific research. Why set-

tle for anything less when the diag-

nosis is autism?

– Gina Green, PhD and

Lora Perry, MS

ASAT
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to logical and empirical tests. Some

of those tools include operational

definitions of the phenomena of

i n t e rest; direct, accurate, re l i a b l e ,

and objective measurement; con-

t rolled experiments; reliance on

objective data for drawing conclu-

sions and making predictions; and

independent verification of effects.

Science does not take assertions or

observations at face value, but

seeks proof. Good scientists differ-

entiate opinions, beliefs, and spec-

ulations from demonstrated facts;

they don’t make claims without

supporting objective data. 

In contrast, pseudoscience tries to

lend credibility to beliefs, specula-

tions, and untested assumptions by 

making them a p p e  a r s c i e n t i f i c — f o r

example, by using scientific jarg o n ,

endorsements from individuals with 

“scientific” credentials, perhaps even

some numbers or graphs. But

instead of objective measure m e n t s

from well-controlled experiments,

pseudoscientists offer testimonials,

anecdotes, and unverified personal

reports to back up their claims.

Antiscience is the outright re j e c t i o n

of the time-tested methods of sci-

ence as a means of producing valid

and useful knowledge. The extreme 

antiscientific view is that there are

no objective facts; all knowledge is

made up of personal interpre t a t i o n s

of phenomena. 

Pseudoscientific and antiscientific

treatments and approaches for var-

ious conditions, including autism,

abound. They are promoted enthu-

siastically, not in peer- re v i e w e d

scientific journals, but in materials

published by their promoters, such

as newsletters, videotapes, books,

advertisements, and the Intern e t .

These treatments have several 

distinguishing features (see side-

bar). Some may seem benign at

first glance, but that can be mis-

leading. Over the years, many such

t reatments have proven to have

very harmful physical and emo-

tional side effects. They also exact

a great societal toll by diverting

p recious re s o u rces from eff e c t i v e

t reatments and sound re s e a rc h ,

raising false hopes, and perpetuat-

ing illusions (for some examples,

see the September 1998 issue of

the New England Journal o f

M e  d i c i n e, and the book C r a z y

Therapie s, listed below).

P a rents and professionals can pro-

tect people with autism from the

h a rms of bogus and ineffective 

t reatments by exercising healthy

skepticism, and asking several ques-

tions of everyone who claims to

have an effective intervention for

autism: What is the intervention,

p recisely? Exactly what is it sup-

posed to do? Have its effects been

tested in controlled experiments

using direct, objective measures? If

so, were those studies published in

p e e r- reviewed scientific journ a l s ?

What did studies show about posi-

tive effects and negative side eff e c t s ?

Wh y th e  u r gen cy?

B eca u se  th e  s ta k es  a r e

h i gh , a n d  e ver y m o m en t 

i s  p r eci o u s .

Wh en  f a m i l i e s  s e ek  tr ea t-

m en t f o r  a  ch i ld  d i a gn o sed

wi th  ca n cer  o r  d i a b e tes , th ey

a r en ’t s i m p ly g i ven  a  lo n g l i s t

o f  i n ter ven ti o n s  th a t s o m eo n e

so m e wh er e  b e l i e ves  to  b e  e f f e c-

ti ve, a n d  to ld  to  ch o o se  f r o m

th a t l i s t o n  th e i r  o wn .

Th e  i s su e  co m es  

d o wn  to  th e  q u a l i ty 

o f  th e  evi d en ce

—Carl Sagan
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FOR ADDITIONAL

INFORMATION 

ON SCIENCE,

PSEUDOSCIENCE 

AND ANTISCIENCE

Barrett,S., & Jarvis, W. (Eds.) (1993).

The hea lth robbers:A close look  a t

q u a  c ke ry in A m e ri c a  . B u ffa l o :

Prometheus Books.

G re e n , G. ( 1 9 9 6 ) . E valuating cl a i m s

about treatments for autism. I n

M a u rice C., G. G re e n , & S.C. L u c e

( E d s . ) , B e h a v i o  ra l intervention fo  r

young children with a utism: A

m a  nua l for pa rents a nd pro fe s s i o  n-

a  l s ( p p .1 5 - 2 8 ) .Au s t i n ,T X :P RO - E D.

R a n d i , J. ( 1 9 8 2 ) . F l i m - fl a  m ! N ew

York:Prometheus Books.

S ag a n ,C .( 1 9 9 5 ) . The demon-haunted

world: Science a s a  ca ndle in the

d a  rk  . N ew Yo rk : Random House.

S h e rm e r, M . ( 1 9 9 7 ) . W hy people

b e l i eve  we i rd  things: P s e u d o -

s c i e n c e , s u p e rs t i t i o  n , a nd o ther

confusions of our time. New York:

W. H. Freeman.

S i n ge r, M . T. , & Lalich , J. ( 1 9 9 6 ) .

“ C ra  z y ” t h e ra  p i e s . Wha t a re they ?

Do  they wo rk  ? San Fra n c i s c o :

Jossey-Bass Publishers.

Taubes, G. (1993). Ba d science: The

short life a nd weird times of cold

fusion. New York:Random House.

Vyse, S.(1997). Believing in ma gic:

The psycho logy o f supers t i t i o  n .

New York: Oxford University Press.

w w w. s keptic .com – Web site fo r

S kep t i c m agazine and the Ske p t i c s

Society

ASAT

1. High “success” rates are claimed.

2. Rapid effects are promised.

3. The therapy is said to be effective for many symptoms 

or disord e r s .

4. The “theory” behind the therapy contradicts objective

knowledge (and sometimes, common sense).

5. The therapy is said to be easy to administer, requiring little

training or expertise.

6. Other, proven treatments are said to be unnecessary, infe-

rior, or harmful.

7. P romoters of the therapy are working outside their area 

of expertise.

8. P romoters benefit financially or otherwise from adoption

of the therapy. 

9. Testimonials, anecdotes, or personal accounts are off e red in

support of claims about the therapy’s effectiveness, but lit-

tle or no objective evidence is pro v i d e d .

1 0. Catchy, emotionally appealing slogans are used in mar-

keting the therapy. 

11. Belief and faith are said to be necessary for the therapy 

to “work.” 

12. Skepticism and critical evaluation are said to make the

therapy’s effects evaporate.

13. P romoters resist objective evaluation and scrutiny of the

therapy by others.

14. Negative findings from scientific studies are ignored 

or dismissed.

15. Critics and scientific investigators are often met with hostil-

ity, and are accused of persecuting the promoters, being

“close-minded,” or having some ulterior motive for

“debunking” the therapy.

PSEUDOSCIENTIFIC

THERAPIES: SOME

WARNING

SIGNS
(adapted from the  

American Arthritis Foundation)
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Over the last several months,

the potential of secretin to

treat autism has been passionately

p romoted. Consistent with ASAT ’ s

mission to provide accurate, sci-

ence-based information, we took

an objective look at the re s e a rc h

available to support dramatic

claims of effectiveness.

Does the hormone secretin, man-

ufactured from pig intestines, really

re p resent yet another “bre a k-

through” in autism treatment? The

Association for Science in Autism

Treatment (ASAT) urges extre m e

caution in pre m a t u rely embracing

claims that it does. So far, sound

scientific support for the use of

secretin to treat autism is nonexis-

tent. It has been approved only for

single-dose administrations to test

p a n c reatic function in adults. Safe

dosage levels for children have not

been determined, and nothing is

known about side effects because

the necessary controlled trials have

not been conducted. 

S e c retin is being promoted as a

t reatment for autism on the basis

of anecdotes, testimonials, and a 

published report of three uncon-

t rolled case studies (Horvath,

Stefanatos, Sokolski, Wa c h t e l ,

Nabors & Tildon, 1998, Journal o f
the  Asso ciatio n fo r Acade mic
Minority Physicians, Vol. 9, No. 1,

pp. 9–14). This report states that

three children improved physically

and behaviorally some time after

receiving secretin, but omits spe-

cific information about how those

changes were measured. The

authors acknowledge that the 

c h i l d ren involved were participat-

ing in educational pro g r a m m i n g

and other treatments when they

received secretin and there a f t e r.

Since the study was not controlled,

it is impossible to determine whether

the changes—if changes did indeed

occur—were due to secretin, or to

the other interventions.

The literature being used to mar-

ket secretin reflects an almost cal-

lous disre g a rd for the most basic

principles of objective evaluation,

scientific testing, and ethics. Instead

of hard data, “belief” and unveri-

fied personal accounts are offered

as the basis for pro c l a i m i n g

secretin “possibly the most impor-

tant discovery in the history of

autism.” Pressure is put on parents

to subject their children to

repeated injections of an untested

substance whose side effects are

completely unknown. Some of

those who are promoting secre t i n

most avidly are those who stand 

to profit monetarily from its sale.

The Canadian National Po st
reported recently that the initial

story about secretin on U.S. televi-

sion created a black market for the

substance, pushing the cost for a

small vial from $100 to $5,000 –

$10,000 in some areas. Some

physicians are reported to charg e

exorbitant fees for secretin injec-

tions, and the demand has made it

d i fficult for legitimate re s e a rc h e r s

to get enough of the substance to

test it properly.

Over the past few decades, autis-

tic children have been subjected to

countless experimental, sometimes

d a n g e rous, and often outrageous

t reatments. Most have entailed

enormous expenditures of money,

time and emotional energy. Almost

none have stood up to sound, sci-

entific testing. Parents, profession-

als, investors, and anyone who

wants to make considered, wise

decisions for autism or any other

condition would do well to consult

Quackwatch.com, a physician-

managed Web site devoted to alert-

ing consumers about organizations

and individuals who regularly pro-

mote questionable health practices.

T h e re are effective, scientifically

validated methods for helping chil-

d ren and adults with autism. The

best-documented of these to date is

intervention based upon the princi-

ples of applied behavior analysis

(ABA). But scientific research into

other treatments is ongoing, and

much more is needed. Dr. Marie

Bristol-Power and others at the

National Institutes of Health are to

be commended for demanding that

all treatments for autism underg o

r i g o rous scientific testing. The

Association for Science in Autism

Treatment also supports scientific

investigation of all promising inter-

ventions for autism, both biological

and behavioral. If the claim that

s e c retin benefits people with

autism is indeed plausible, it will

withstand careful scrutiny and

repeated testing. It is through criti-

cal assessment, not chimerical

speculations and sensationalism,

that true bre a k t h roughs in the

understanding and treatment of

autism will be accomplished.

–ASAT Board

I f  th e  cla i m  th a t s ecr e ti n

b en e f i ts  p eo p le  wi th  a u ti sm

i s  i n d eed  p la u s i b le , i t wi l l

wi th s ta n d  ca r e f u l  s cr u ti n y

a n d  r ep ea ted  te s ti n g.

SECRETIN: ANOTHER “BREAKTHROUGH” TREATMENT?
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The following letter was pub-

lished in the Wall Stre  e  t

J o  u rn a l on April 16, 1999 in

response to a WSJ  article on

secretin published March 10, 1999.

The letter is reprinted here with

the permission of the authors.

Dear Editor:

As parents of autistic childre n

and as professionals who tre a t

these children on a daily basis, we

find it necessary to respond to

your article of March 10, 1999,

“New Hampshire Mother Overrode

Doubts on New Use of Old Drug.”

We are concerned that a reputable, 

high-caliber publication such as

the Wall Stre e t Journal would add

to the sensationalism surro u n d i n g

the purported therapeutic use of

s e c retin for children with autism.

This “therapy” lacks published

c o n t rolled studies to support its

use, though many such studies are

underway. In addition, although

secretin has been used for years as

an aid in diagnosing gastro i n t e s t i-

nal disturbances, and is appro v e d

as such for adults, its safety and

e fficacy in children have never

been tested. Nothing is known of

the potential long-term negative

e ffects of secretin. The horm o n e

was first promoted on the basis of

anecdotal reports of a child who

has never been formally diagnosed

with autism (Parker Beck). The fact

that this subject appears at all in

The Wall Stre e t Jo urn a l tends to

serve as an endorsement for

s e c retin, making it seem a legiti-

mate and valid therapy. Pare n t s

who read the article may have little

knowledge of the necessity for

controlled studies in the scrutiny of

new treatments.

We are also concerned about

what parents are NOT told during

their inquiries regarding secretin:

1. The reported improvements are,

for the most part, temporary,

and may not be measurable by

s t a n d a rd cognitive, social, and

language testing methods. 

2. Since secretin is a porcine prod-

uct, there is a possibility that

repeated doses in humans

could lead to antibody form a-

tion against secretin by the

immune system (as was the

case with insulin) and eventual

lack of effect.

3. T h e re is a theoretical potential

for long-term adverse eff e c t s

from secretin such as pancreatic

“burnout” due to repeated intra-

venous doses which are high

compared to physiologic levels.

4. Secretin is currently prepared in

Sweden following the same

methods used in the 1970s

when it was first extracted from

porcine intestines. Although it is

relatively safe to  say that

se c retin is free from viruses

endemic to pigs, it is also true

that the preparation cannot be

100% “pure,” that other smaller

pieces of proteins are contained

in the vial. These extraneous

p roteins would be an added bur-

den to the child’s immune sys-

tem, which may react to them.

5. Secretin is not the sole physio-

logically active ingredient in the

infusion. It requires a stabilizer,

cysteine hydrochloride. This

cysteine component is also bio-

logically active in the central

and peripheral nervous systems.

The amount of cysteine in one

vial of secretin is negligible for

adults, but is significant for chil-

d ren. This fact will become a

p roblem for “practitioners”

administering three and four

vials at a time, since cysteine

acts as an excitatory neurotrans-

mitter and has been shown to

be toxic at high concentrations.

6. After three to five days, much of

the cysteine injected is metabo-

lized to taurine, a compound

WALL STREET JOURNAL

PUBLISHES SECRETIN PARENT/PROFESSIONAL STATEMENT

Alth o u gh  Secr e ti n  h a s  b een
u sed  f o r  yea r s  a s  a n  a i d  i n

d i a gn o s i n g ga s tr o i n tes ti n a l  d i s -
tu r b a n ces , a n d  i s  a p p r oved  a s
su ch  f o r  a d u lts , i ts  s a f e ty a n d
e f f i ca cy i n  ch i ld r en  h a ve  n ever

b een  te s ted .

Th e  a m o u n t o f  cys te i n e  i n  o n e
vi a l  o f  s ecr e ti n  i s  n egl i gi b le  f o r

a d u lts , b u t i s  s i gn i f i ca n t f o r
ch i ld r en . . . cys te i n e  a cts  a s  a n

exci ta to r y n eu r o tr a n sm i tter  a n d
h a s  b een  sh o wn  to  b e  to xi c a t

h i gh  co n cen tr a ti o n s .
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which has a generalized depres-

sant effect on the nervous 

system, and may be responsible

for the calming parents have

reported after secretin therapy.

7. People are assuming that

s e c retin has a direct action on

the central nervous system, but

it has never been shown that

this hormone crosses from the

b l o o d s t ream into the brain 

at all. Secretin’s stabilizer cys-

teine, however, does cross into

the brain.

The events surrounding secre t i n

have mirrored the history of autism

“research” in that parents, at great

emotional and financial expense,

a re encouraged to try some new

“therapy” that has no real data to 

support its use. Most therapies

have turned out to have little or no

e ffect. It would help legitimate

re s e a rch efforts if highly re g a rd e d

newspapers could avoid adding to

the feeding frenzy of secretin. The

shortage of this hormone cre a t e d

by the publicity of the “Dateline”

broadcast last October pushed the

black market price of one vial to

$5000, as reported in the

Canadian Natio nal Po st, e v e n

though the cost to  manufacture

and ship, according to Ferring

Pharmaceuticals, is $175. Until pos-

itive and lasting results are shown

by controlled studies, great caution

should be exercised in advocating

for or using secretin. The off-label

use of secretin has become a

money-making venture for “practi-

tioners” preying on a desperate

population of parents.

Respectfully,

Susan L. Connors, M.D., Hopedale ,
MA

Doro thy E. Crowe ll, Housatonic, MA
Deborah Fe in, Ph.D., University o f

Connecticut
William Chey, M.D., D.Sc., University

o f Rocheste r Medical Center
Pe te r Murad, Somerville , MA
Gina Green, Ph.D., New England

Center fo r Children, Southborough,
MA

Steve  Auster, M.D., Worceste r, MA

P.S. The information on cysteine

is scheduled to be published as a

Letter to the Editor in the 

July issue of the J o  u rnal o f the
Ame rican Academy o f Child and
Ado le scent Psychiatry.
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The Behavior Analyst Certification

B o a rd, Inc. (Board) has been

f o rmed to develop, promote and

implement a voluntary certification

p rogram for behavior analyst practi-

tioners across the United States and,

eventually, other nations. The Board

will establish uniform content, stan-

d a rds and criteria for the Behavior

Analyst Certification Board cre d e n-

tial. It will also ensure that its pro-

gram meets the legal standard s

established through state, federal and

case law; the standards of the

national Organization for Compe-

tency Assurance; and the “best prac-

tice” and ethical standards of the

behavior analysis pro f e s s i o n .

The Board will develop its

c e r t i f ication mo de l base d upon

t h e

successful B ehavior Analyst

Certification Program operated by

the State of Florida. The Florida pro-

gram has been in operation for 

15 years, and helps to ensure the

competency of practitioners thro u g h

stringent re q u i rements for appro p r i-

ate professional experience; form a l

education; passing a pro f e s s i o n a l l y -

developed written examination; and

continuing education.

The ABA Council has endorsed

the formation of the Behavior

Analyst Certification Board, and

has provided financial support to

aid the development process.

The Board seeks to administer

the certification exam to eligible

candidates at the Washington, DC

ABA Convention in 2000.

–Gerald Shook, PhD



SCIENCE IN AUTISM TREATMENT SPRING 1999

ASAT

SCIENCE IN AUTISM TREATMENT SPRING 1999

to voluntary national credentialing

s t a n d a rds, and hope other states

make this critical re s e a rc h - b a s e d

practice commitment by ensur-

ing the availability of university

training in ABA.”

“ C redentialing will go a

long way toward helping

consumers choose pro v i d e r s

who are truly competent to

help our children,” according 

to Carol Javna, PhD, Clinical

Psychologist. Dr. Javna is the

p a rent of two children with

autism, ages 7 and 10. “In the

absence of such standards, virtually

anyone can claim to be qualified to

conduct this treatment. I hope that

soon, through training and creden-

tialing efforts such as these, par-

ents of autistic children will not

face the sorrow that we have had

to face—knowing what is effective

for our children, but being unable

to find professionals who know

how to deliver it.”

For more information about the

Pennsylvania ABA certificate pro-

gram off e red through Penn State,

log on to www.outre a c h . p s u . e d u /

s t a t e w i d e p rograms or contact Kay

P a r t e n h e l m e r, Continuing Educa-

tion, Pennsylvania State University,

118 Keller Building, University Park,

PA 16802-1300, phone 814-865-3443.

Florida and Pennsylvania allow

n o n - residents as well as residents to

apply for certification. To obtain eli-

gibility re q u i rements and an applica-

tion booklet, contact Te resa Bixler,

Central Instructional Support Center,

6340 Flank Drive, Suite 600,

H a r r i s b u rg, PA 17112, phone 717-

541-4960. To contact Gerald Shook

and Associates, call 850-668-8757.

–Pam Dawson

At least 26 professionals have

ivoluntarily earned certifica-

tion under Pennsylvania’s

o n e - y e a r-old Cre d e n t i a l e d

Behavior Analyst (CBA) or

C redentialed Associate Behav-

ior Analyst (CABA) pro g r a m .

Modeled after a similar pro-

cess used in Florida since the

1980s, the Commonwealth’s

p rogram was developed under

the leadership o f Wi l l i a m

Penn, Ph.D., Pennsylvania

Department of Education (PDE)

D i rector of the Bureau of Special

Education.

Responding to requests from par-

ent organizations, Penn convened

a focus group in June 1997 consist-

ing of parents, advocates and edu-

cators, as well as staff fro m

universities, state agencies and the

medical community. The gro u p

d e t e rmined that the PDE should

place greater emphasis on educa-

tional models that are scientifically

validated as effective for childre n

with autism, and devote more

funding to such programs. Specifi-

cally, the group sought to increase

the number of professionals trained

in applied behavior analysis (ABA),

and to improve the quality of ABA

services by ensuring the compe-

tency of practitioners.

D r. Fran Warkomski headed the

c redentialing project for PDE,

drawing upon the expertise of Dr.

Gerald Shook and Associates of

Florida. To ensure adequate train-

ing for practitioners seeking certifi-

cation, Warkomski and Shook

collaborated with Ed Donovan of

Penn State University to develop

the Commonwealth’s first graduate-

level certificate program in ABA. 

Similar efforts are u n d e r-

way to develop a

national ABA credential-

ing program also based upon the

Florida mo d e l.  As  i n  F l o ri da

a nd Pennsylvania, national certifi-

cation will be voluntary. Consumers

of ABA services will not be pro h i b-

ited from hiring or retaining existing

p roviders who do not chose to

become certified. However, certifi-

cation provides consumers with

assurance that the provider has met

specific standards of competency.

“Pennsylvania has taken a leader-

ship role in the Northeast to ensure

competency-based training of staff

to provide effective treatment of

our residents who have autism,”

Warkomski said. “We look forward

Cer ti f i ca ti o n  i s  vo lu n ta r y.
Co n su m er s  o f  AB A wi l l  n o t 
b e  p r o h i b i ted  f r o m  h i r i n g

p r o vi d er s  wh o  d o  n o t 
ch o o se  to  b eco m e  cer ti f i ed .

Ho we ver, cer ti f i ca ti o n  
p r o vi d es  a s su r a n ce  th a t th e

p r o vi d er  h a s  m et sp eci f i c
s ta n d a r d s  o f  co m p eten cy.



Cu r rently, popular works on

autism intervention tend to fall

into a few broad categories includ-

ing, but not limited to:

Group A: Opinion books, in

which assertions about tre a t m e n t

are based largely upon the author’s

personal beliefs, masquerading as

received wisdom (what “we” sup-

posedly know or do not know

about autism). Little if any quality

re s e a rch is cited to back up such

opinions: authors tend to cite not

p e e r- reviewed studies, but their

own fame, their “thirty years in the

field.” Typically, such works trumpet

the appealing but unfortunately vacu-

ous premise that there are “many

options” for treating autism, while

o ffering no clear description nor solid

scientific support for such options.

Such opinion-based works have con-

tributed heavily to the lack of eff e c-

tive services for autistic childre n .

G r oup B: Coping books,

w h o s e authors (typically not par-

ents themselves), claim neverthe-

less a deep understanding of the

impact of autism on families. These

authorities see their job as analyzing

v a r i o u s p a rental personality types

and their respective abilities to

cope with an autism diagnosis.

While such coping is a laudable

goal, it is a matter of some debate

whether the great majority of these

books actually achieve that end, or 
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whether they sim-

ply prolong the Bettleheimian

model of psychoanalyzing pare n t s ,

instead of offering concrete help for

their childre n .

G roup C: Descriptive books,

in which the authors set about see-

ing how many new and diff e re n t

ways they can re f o rm u l a t e ,

redescribe, and recategorize the

symptoms of autism. As a parent I

know remarks, “How many ways

can you peel an onion?”

In this bleak literary landscape,

the occasional work that is actually

data-based, and strongly anchored

in both credible research and solid

clinical experience, is a rarity.

When such a work also offers con-

c rete help for people, it becomes 

a blessi n g .

McClannahan and Krantz

have written such a book.

Their Activity Sche dule s fo r

C h i l d re n with Autism o ff e r s

practical, step by step advice

on how parents and teachers

can help children to learn 

and to function with gre a t l y

reduced adult supervision.

Using the teaching tool called

“activity schedules”—sets of

p i c t u res or words that cue a

child to engage in a sequence of

activities—they demonstrate how

c h i l d ren can be taught to inde-

pendently engage in everything

from playing with toys to holding

so c ia l c o n ve rsatio n  w ith o ut

reliance on constant adult prompt-

ing. For the many parents who

cannot access good, center- b a s e d

programs for their child, this book

re p resents a generous source of

truly expert knowledge and con-

c rete assistance. For those who

want to increase their effectiveness

in working with autistic childre n ,

this work provides clear discussion

and clear examples of an impor-

tant teaching tool. Chapters cover

topics of assessing a child’s readi-

ness to use activity schedules, as

well as constructing, intro d u c i n g ,

monitoring and fading such sched-

ules. Apparent throughout the work

is the authors’ deep and caring

commitment to increase indepen-

dence, choice and social interaction

for the children they serve.
– CM

BO O K RE V I E W

Unwrapping the Gif ts of  Independence and Choice
Activity Schedules for Children with Autism:

Teaching Independent Behavior 
Lynn E. McClannahan, PhD & Patricia J. Krantz, PhD, Woodbine House, 1999 (toll free number 800-843-7323).
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The National Bioethics Advisory

Committee (NBAC) has drafted

human re s e a rch guidelines that

may impact autism re s e a rch, and

consequently, autism tre a t m e n t .

The guidelines call for changes to

current federal regulations, as well

as the creation of a new standing

national oversight panel.

Drafted over the course of more

than a year, the guidelines seek to

p rotect people who cannot con-

sent to treatment from the eff e c t s

of certain high risk studies that do

not offer potential direct benefit to

the subject. But that laudable goal

may have unintended conse-

quences. Researchers, parents and

the National Institutes of Health’s

(NIH’s) National Institute of Mental

Health (NIMH) have expre s s e d

concern that the recommendations

may impede important research on

mental disorders. NBAC Chairm a n

Harold Shapiro disagrees, contend-

ing that “appropriate ethical con-

straints” will result in more public

support of research.

A S AT board member Kathy

Mannion is among those who testi-

fied before the NBAC about how

the  p ro p o s e d guide l ine s ma y 

negatively impact research on chil-

d ren with autism. Following are

her remarks:

“Good morning. My name is

Kathy Mannion, and I re p re s e n t

two of my children who are inca-

pable of re p resenting themselves.

My sons Brian, age 9 and Daniel,

age 8, have autism.

Living with autism is typically a

lifelong struggle for both the child

and the family. Children are unable

to communicate or understand 

language. They are unable to learn

even the simplest things on their

own. They engage in ritualistic ,

often bizarre, sometimes violent,

and even self-injurious behavior,

and they require constant supervi-

sion and teaching. For families like

mine, life is often something to

survive rather than something to

enjoy. Autism is not episodic; there

a re no periods of normalcy; it is,

indeed, a constant.

My purpose today is to convey to

you the tremendous need for

ongoing and scientifically sound

re s e a rch in the field of autism.

Although the vast majority of 

persons with autism would be con-

sidered incapable of understanding

or providing informed consent,

good, ethical, humane scientific

re s e a rch has yielded pro m i s i n g

advances in the treatment of child-

hood autism. But this is only

because parents and guard i a n s

have been free to allow their chil-

d ren to participate in such re s e a rch. 

I learned many years ago while

working at Memorial Sloan-

Kettering Cancer Center that when-

ever there exists a condition with

no known physiological cause or

cure, desperation and vulnerability

pave the way and create a haven

for pseudoscience. This is in fact

true of autism. It is a field that 

is littered, and more accurately

dominated, by pseudoscience. The

presence of ongoing and scientifi-

cally sound investigation is sore l y

A S AT BOARD MEMBER/PARENT KATHY MANNION TESTIFIES

BEFORE NATIONAL COMMITTEE ON BEHALF OF CHILDREN

Go o d , e th i ca l , h u m a n e  

s ci en ti f i c r e s ea r ch  h a s

yi e ld ed  p r o m i s i n g 

a d va n ces  i n  th e  tr ea tm en t o f

ch i ld h o o d  a u ti sm .

ASAT boa rd member Ka thy Ma nnion a nd sons
(from left to  right, Bria n, Pa trick , Micha el, Da niel)
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I ask that in your efforts to pro-

tect our children, you do not unin-

tentionally deprive them of the one

and only hope that they and their

families have for a better life and a

brighter future. 

–Kathy Mannion
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lacking and the absence of the 

dissemination of accurate, scientifi-

cally validated information has 

not only allowed pseudoscience 

to flourish, but to prevail. This

results in precious time lost and

resources wasted.

When we first entered the world

of autism, my husband and I were

not at all prepared for the complex

maze that we would have to navi-

gate in order to get an accurate

diagnosis and timely, eff e c t i v e

intervention for Brian and later

Daniel. They were evaluated by a

vast array of professionals and

were labeled speech impaired and

language delayed. The unanimous 

recommendation was for both of

them to be placed in a generic

early intervention pro g r a m .

Although they began intervention

at less than two years of age they

made little, if any, progress in the

first three years of remediation.

During this time my questions

were governed by judgment honed

in medical science from my tenure

at Memorial Sloan-Kettering. Ye t

when I asked about a definitive

diagnosis, we were told one could

not be made. When I asked what

the research indicated on types of

interventions and their eff e c t i v e-

ness, we were told that no

research was available. The more I

pushed for answers and inform a-

tion, the more frequently I was

referred to various support groups.

It was clear to me that in the field

of mental health, the focus was

m o re on helping parents to cope

rather than providing them with

the information they need to make

informed decisions about the best

possible care and intervention for

their children.

It took us over three years to

finally access what scientific inves-

tigation had already proven to be

the most effective intervention for

c h i l d ren with autism. Once Brian

and Daniel began to receive effec-

tive intervention, they not only

began to learn but they began to

thrive. Had it not been for science,

I don’t know where they would be

today. Because of pseudoscience, I

will never know where they could

have  been today.

Brian and Daniel and countless

other people with autism did not

have the cognitive ability to pro-

vide informed consent to any type

of scientific investigation. If parents

and legal guardians do not have

the right to provide consent for

them, people with autism will be

almost categorically deprived of

the benefits that scientific investi-

gation provides.

H o w e v e r, scientific investigation

is the only hope that people with

autism have. As a parent, I applaud

the efforts of this committee in try-

ing to protect the rights of those

who are not capable of protecting

themselves. I would re s p e c t f u l l y

ask, however, that the committee

give careful consideration to

autism and developmental disabili-

ties where, before treatment, there

a re no episodes of normalcy and

i n f o rmed consent cannot be

granted, unless by a parent or

guardian. Without this proviso, sci-

entific study in this field would be

virtually eliminated.

“Ha d  i t n o t b een  f o r  s ci en ce ,

I  d o n ’t k n o w wh er e  m y so n s

wo u ld  b e  to d a y. B eca u se  o f

p s eu d o sci en ce , I  wi l l  n e ver

k n o w wh er e  th ey co u ld  h a ve

b een  to d a y.”

A S AT WOULD LIKE

TO THANK...

Bob Horn, Vice President, South

Hills Health System, and M a r k

K n e f e l k a m p , SHHS Building

M a n a g e r, for the donation of

o ffice space, furn i t u re and sup-

port services that have enabled

the launch of our headquarter

operations. E d w a rd H.

Rosenthal, Esq. and G i n a

F o re l l a , of Frankfurt, Garbus,

Klein and Selz, for the genero u s

donation of legal expertise and

other re s o u rces. M a d e l i n e

A p p l e b a u m , for her guidance

and advice about public relations.

Joyce Niederber g e r, who has

donated countless hours of 

clerical support to launch the

A S AT office. J e ff rey Slatkin, of 

J. Hunter Advertising, Inc. in NY

for his time and efforts of behalf

of ASAT, as well as, donation 

of computer publishing software.

Marion Kur ila, of MK

Composition Service for her cre-

ative expertise in the develop-

ment of this newsletter. P a u l a

B o r s c h and David Larkin ,

P resident, of Integrated Financial

Systems of Pittsburgh for dona-

tion of fundraising software and

computer support services.



I am committed to ensuring that every individual touched by autism has the knowledge 

to make informed choices about valid interventions and the opportunity to access high

quality services.

❏ Please add my name to your mailing list so I will continue to receive Science  in Autism Treatment,
the newsletter of the Association for Science in Autism Treatment, as well as future mailings.

I WISH TO DO MORE: Enclosed is my tax deductible gift of:

❏_____________    ❏ $25 ❏ $50 ❏ $75 ❏ $100 ❏ $150 ❏ $250 ❏ $500 OR MORE

The following is my:  ❏ Home Address ❏ Office Address

Name:

Address:

City:_______________________________ State:___________ Zip:____________ Country:______________

E-mail: _______________________________ Phone: ___________________________ Fax: __________________

I would like to be listed in the acknowledgements as:  ______________________________________________

Return this form to:

The Association for Science in Autism Treatment
575 Coal Valley Road, Suite 201
Jefferson Hills, PA 15025

Thank you for your support. Together, we will make a difference.

Yes,

MARCH 9 - 10, 2000

FIRST INTERNATIONAL CONFERENCE

FOR SCIENCE IN AUTISM TREATMENT

NEW YORK CITY

S A V E  T H E  D A T E
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