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practice applicationsFOR YOUR INFORMATION
Registered Dietitians’ Insights in

Treating Autistic Children
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he topic of children and young
adults living with autism has
once again captured the atten-

ion of the mainstream media. Au-
ism is becoming so prevalent in to-
ay’s public discourse that the
roducers of popular reality televi-
ion shows have purchased the rights
o a documentary on the topic (1).

hile, at first blush, this may seem to
ring this disorder into the light of
ublic acceptance, it also is a clarion
all for health care professionals to
nsure that the condition is under-
tood and managed well, and not sim-
ly characterized as a personality
uirk. This newfound attention is
ost recently due to the results of the
rst and largest summary of preva-

ence data taken from multiple US
ommunities. In a report published by
he Centers for Disease Control and
revention in February 2007—the
rst published results from the orga-
ization’s Autism and Developmental
isabilities Monitoring Network—re-

earchers suggest that approximately
ne in every 150 children in the
nited States has autism or a closely

elated disorder. The number of chil-
ren apparently affected—560,000
ationwide if the statistics are reflec-
ive of all 50 states—makes autism
ow more than ever a “major public
ealth concern” according to Marsha-

yn Yeargin-Allsopp who conducted
he survey (2).

Children afflicted with autism ap-
ear to suffer gastrointestinal prob-
ems and allergies at a rate that out-
aces that of children who do not have
utism (3), and parents are seeking
utrition information—from support
roups, the internet, etc—on treating
hese problems.

Autism was first classified by Dr

This article was written by Tony
Peregrin, a freelance writer in
Chicago, IL.
c
doi: 10.1016/j.jada.2007.03.021

2007 by the American Dietetic Associat
eo Kanner of Johns Hopkins in
943; previously the disorder was of-
en confused with schizophrenia.

ith the increased emphasis on psy-
hoanalysis in the postwar years, the
eading view was that the disorder
as caused by a lack of affection from

refrigerator mothers,” a term for
others of autistic children based on

he assumption that autistic behav-
ors stem from the emotional frigidity
f the children’s mothers. In the
970s, parents began to refute this
heory and began pressing research-
rs to seek other causes, specifically
eurological causes. In 1980, autism
ecame an official diagnosis (separate
rom schizophrenia or retardation),
nd today scientists are continuing to
valuate the disorder and are consid-
ring the idea that there may be mul-
iple autisms (4).

Autism—and its
various treatment
methodologies—
continues to be a

disorder that is not
fully understood.

However, autism—and its various
reatment methodologies—continues
o be a disorder that is not fully un-
erstood. Some researchers have
pined that dietary supplements may
ave beneficial health effects, but
heir use by developmentally chal-
enged children is cause for consider-
tion because of the “limited evidence
f efficacy and safety, the unknown
ffects on growth and development,
nd the potential for adverse drug in-
eractions” (5).

Increasingly, parents are investi-
ating supplements and alternative
iet strategies, but it should be noted
hat food and nutrition professionals

ounseling these families must have a

ion Journa
ccess to, and an understanding of,
ny prescription medications that the
hild is on. ADA’s position paper on
roviding nutrition services to chil-
ren with developmental disabilities
tates that the “dietetics profes-
ional’s role as an effective member of
he health care team is to assess the
linical, biochemical, and anthropo-
etric measurements . . . of the cli-

nt” (6).
Kimberly Mathai, MS, RD, and

haron Lemons, RD, offer practical,
nsightful information on the role of
he registered dietitian in educating
arents and helping them select the
est treatments for their children.
athai is the author of The Cancer
ifeline Cookbook and her special in-
erests include assessment and guid-
nce for persons living with cancer
nd nutrition programs for persons
ith developmental disorders. Lem-

ns is an officer for the Dietetics in
evelopment and Psychiatric Disor-
ers dietetic practice group and is the
other of two sons with autism.
Do you agree that the results

rom the Center for Disease Con-
rol and Prevention’s Autism and
evelopment Disabilities Moni-

oring Network do not necessar-
ly suggest that autism is on the
ise because the definitions and
ehavior measures used to define
utism have changed over time?
Kimberly Mathai: I think that—

ike celiac disease—this disorder has
een under-diagnosed due to lack of
nformation in the medical commu-
ity. I continue to meet parents who
uspected at early age their children
ad autism spectrum disorder (ASD),
ut were told by providers that their
hildren would “catch up” develop-
entally. Currently, health care pro-

iders are more acutely aware of the
igns and symptoms of ASD, certainly
ue to the increasing media exposure
f the disorder.
Sharon Lemons: Over time the di-
gnosis of autism has evolved from a

l of the AMERICAN DIETETIC ASSOCIATION 727



s
d
l
o
d
t
t
a
i
v
s
w
w
d
m
p
b

a
c
s
s
a
o
m
h
e
t
t
fi

s
y
t
e

p
t
a
t
p
p
e
f
m
e
u
w
p
s
o
o
n
b
b
a
b
t
n
t

l
a
a
p
a
s
t
h
m
(
f
t
e
m
w
d
t
t
i
m
w
s

t
t
p
t
s
a
s
t
t

m
e

e
c
u
B
a
b
i
t
t

h
s
t
t
z
f
s
c
m
s

R
n
c
y
w
p
y
w
a
h
a

a
e
b
a

A
w
m
p
t
h
i
f
p

n
f
r
w
A
w
t
s
o
c
s

FOR YOUR INFORMATION

7

ingle disorder to a spectrum of disor-
ers. This may well account for a
arge part of the increase in number
f diagnoses. It’s gone from being a
isorder nobody would want to have
heir child diagnosed with because of
he stigma of being called a “refriger-
tor mother” to a diagnosis that will
nsure your child gets multiple ser-
ices through the community and
chool systems. In the past, children
ere usually only diagnosed if they
ere severe. Today, many of the chil-
ren who are being diagnosed are
ild. This could very well account for

art of the huge increase in the num-
er of children being diagnosed.
It appears that more parents

re giving supplements to their
hildren who are autistic. Re-
earch studies have shown that
upplements may help symptoms,
ccording to the Autism Society
f America. Cod liver oil supple-
ents (rich in vitamins A and D)
ave been linked with improved
ye contact of children with au-
ism, and vitamin C has appeared
o help in brain function and de-
ciency symptoms like depres-
a

28 May 2007 Volume 107 Number 5
ion and confusion (7). How do
ou suggest that food and nutri-
ion professionals council par-
nts on this important issue?
Mathai: At an initial consult, I ask

arents to detail what supplements
hey are providing for their children,
nd ask them to explain to me what
hey understand the role these sup-
lements have in their child’s therapy
rogram. I then discuss with the par-
nts whether there is good research
or their particular use of the supple-

ent, whether they are dosing at ad-
quate levels, and to be alert when
sing multiple supplements to stay
ithin safe ranges (especially with
arents using cod liver oil with other
upplements such as vitamins A
r D). I don’t criticize a parents’ choice
r pronounce something as “utter
onsense,” but help them understand
etter whether they are making the
est choice for their child. Some ther-
pies don’t have good documentation
ut seem to be beneficial. I establish
hat I am an expert in sorting through
utrition therapies, and that is why
hey are paying me.

Lemons: I encourage families to
ook at the research. I talk to them
bout the difference in peer-reviewed
nd anecdotal evidence. I also remind
arents that raising a child with dis-
bilities is a marathon not a sprint. In
hort, I remind parents that even
hough some of these supplements may
ave a positive effect, using supple-
ents can wear their resources thin

these resources include finances,
riends, family, professionals, and emo-
ional support). Parents should also
valuate the research/evidence when
aking their decisions. I also discuss
ith them the possibility of toxicity. I
iscuss with them the supplement
hey are using then I show them how
o determine the upper limits for each
ngredient so they can look this infor-

ation up themselves in the future
hen they may not have access to my

ervices.
In addition, I encourage them to

ake a good look at the cost and ask
hemselves if this is a reasonable
rice for the ingredients included in
he supplement. Some supplements
eem to be overpriced. When parents
re looking at a particular brand of
upplement, I encourage them to read
he labels and determine the value of
he combined supplements. For ex-

mple, purchasing the vitamins and a
inerals separately could save par-
nts a significant amount of money.
According to the Autism Soci-

ty of America, one of the most
ommon vitamin supplements
sed in treating autism is vitamin
, which plays a key role in cre-
ting enzymes needed by the
rain. What role does the RD play
n counseling parents on alterna-
ive treatments such as enzyme
herapy?
Mathai: Enzyme therapy can be

elpful, since some researchers have
uggested that children on the spec-
rum may have an inborn error of me-
abolism: they may lack certain en-
ymes that break down compounds in
oods (eg, peptides in gluten and ca-
ein). If these undigested peptides
ross the blood brain barrier, they
ay potentially interfere with cell

ignal transmissions.
Lemons: See answer to question 1!

emind everyone this is a marathon,
ot a sprint. Is this something you
an manage long term and, if not, do
ou see a time when this treatment
ill be able to be discontinued? If you
lan to do it permanently, how will
ou handle emergencies when mom or
hoever is managing the diet is un-
vailable? And, how do you plan to
andle this when your child is an
dult?
Discuss the importance of food

nd nutrition professionals’ knowl-
dge and awareness of the science
ehind supplements, enzyme ther-
py, drug interactions, etc.
Mathai: Parents of children with

SD are very internet-savvy and
ell-read, but can be prey to undocu-
ented claims for therapies. The RD

lays a pivotal role in helping parents
o understand what therapies are
elpful based on their due diligence

n reading literature, attending con-
erences, and communicating with
eers.
Lemons: Registered dietitians

eed to be knowledgeable about what
amilies are being told, what peer-
eviewed evidence is available, and
hat anecdotal evidence is available.
lso, they should pay attention to
ho is doing the research and see if

here is bias involved in the conclu-
ions. For example, there is research
n gluten-free/casein-free (GF/CF)
ausing rickets, and there is a re-
earch paper on GF/CF helping with

utism, but they aren’t multidisci-
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FOR YOUR INFORMATION
linary. Each is looking for their own
onclusion without taking the con-
erns of the other into account.
How do you suggest food and

utrition professionals convey
esearch findings to parents in a
ay that they can understand
nd comprehend what these find-
ngs may or may not mean for
heir family?

Lemons: Much of the research is
necdotal; but that doesn’t mean any
f these treatments won’t yield im-
rovements. Autism research is fairly
oung. It wasn’t until Dr Bernard
imland of the Autism Research In-
titute helped dispel the “refrigerator
other” theory in 1964 that research-

rs started looking at causes other
han bad parenting. I feel most of the
ublished research needs more of a
ultidisciplinary approach. I encour-

ge parents to look at both sets of
esearch both peer-reviewed and an-
cdotal and makeup their own minds.
he professionals who are working
ith them may disagree with their

ecision, but our responsibility is not i
o make the decision. Our responsibly
s to provide families with enough in-
ormation to act upon their decisions
afely and with the least amount of
egative impact on the family.
Children with autism exhibit re-

trictive and repetitive behaviors
hat can influence food intake. Dis-
uss the use of dietary plans, in-
luding the gluten- and casein-free
iet (“elimination diets”) and some
dvice you typically give to par-
nts on these diets.
Mathai: I ask parents to under-

tand where there are sensory issues
elating to food intake, and where
here is a misunderstanding of the
arental role in the feeding relation-
hip with their children. Before an
nitial appointment with a client, I
sk the parent to keep a food record of
hat the child is eating. If I note that

he child is eating a variety of tex-
ures of foods (eg, french fries, ice
ream, and pizza), then I discuss with
he parent whether there is a texture
ssue or whether there is a control

ssue with the child that relates to p

May 2007 ● Journa
ood. As we know, the feeding rela-
ionship between a parent and child is
hat the parent chooses the food; the
hild chooses whether or not to eat
he food. Often, parents are allowing
heir children to dictate what, when,
nd how they eat. I ask the parents to
esume their roles as parents in the
eeding relationship, serve as good
ole models in eating a wide variety of
oods, and try to have family meals
hat include foods that all members of
he family can eat.

Lemons: I encourage parents to
se those repetitive behaviors and de-
otion to sameness to their advan-
age. Set up a routine and stick with
t. Breakfast is from this time to that
ime, for example, or everyone eats
ne protein, one vegetable, and one
tarch. Glass tables can have some-
hing stuck to the bottom that is a
raphic of where the plate goes. By
utting a graphic on the bottom of the
lass, parents could set a routine and
each their child where to place the

late, glass, utensils, etc.
l of the AMERICAN DIETETIC ASSOCIATION 729
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After a family has decided that they
ant to do a nutritional treatment, I
ncourage families to ask themselves
hat their expectations are from the
iet/treatment. Either with a health
are professional or on their own, I
ncourage families to look back on
heir expectations at set intervals. I
ncourage them to do this either
eekly or every other week and list
n a piece of paper the current pros
nd cons of the diet. I want the par-
nts to feel they are in control of the
iet/treatment and they have given it
n adequate chance, but still be able
o discontinue it if they feel it’s not
orking or if it’s too overwhelming.
What are the risks in elimination

iets? They are viewed largely as
isk-free, but is it worth question-
ng the time, effort, and expense
pent in pursuing these diets?
Mathai: The major concern, from
y professional viewpoint, is that of

ny restricted diet: Is the child get-
ing adequate nutrition (macronutri-
nts and micronutrients); is the child
ating sufficient quantities of whole
oods, including fruits and vegetables,
iet-appropriate whole grains, le-
umes, and appropriate animal pro-
ein? An important assessment tool in
y practice is computer analysis of

ood records that shows breakdowns
f these macronutrients and micronu-
rients. This “black and white” record
can share with the parents to help

hem understand where to address
ny dietary gaps or deficiencies. As to
he efficacy of the gluten-free/casein-
ree diet, many parents report anec-
otally of improvements, both behav-
oral and cognitive, in their children
hen on this diet. In addition, other
arents have investigated other nu-
ritional approaches to ASD, includ-
ng the specific carbohydrate diet and
he low-oxalate diet; these diets can
e appropriate for children with ongo-
ng gut issues.

Lemons: Start eliminating one
hing at a time. Make sure they are
ating enough kcals, protein, calcium,
tc. Even if casein is causing a problem,
f you totally remove whatever the child
ats and create malnutrition that’s not
ood either. These kids don’t fit the
old of “they’ll eat when they get hun-

ry.” I’ve seen children go without for 3
ays before the parents gave in and
ave them what they wanted. Many
amilies are spending countless hours

nd money buying specialty food and s

30 May 2007 Volume 107 Number 5
etermining which restaurants they
an eat at. These diets can have very
ositive results but it is important to
eep in mind that they can also stretch
he resources of families that may al-
eady be stretching their resources to
heir very limits.

Whichever dietary treatment
s decided upon for a patient, it is
mportant to introduce this
hange slowly. Is that correct?
Especially considering the repet-
tive nature of these children?)

Mathai: Initiating the food
hanges in any nutrition therapy plan
s best approached in stages. For ex-
mple, there is an excellent handout
hat outlines a 10-week transition to

GF/CF diet, beginning with elimi-
ating dairy foods, finding five GF/CF
reakfast foods, finding five GF/CF
unch foods at weekly stages (www.
acanow.com/gfcf_diet_10_weeks.htm).

Lemons: I encourage families to
ake one change at a time. This will

revent the whole family from being
verwhelmed. Learning each of the
ifferent diets has a definite learning
urve. But if they can establish one
ew routine at a time then it will
ake the transition smoother.
I encourage families to use mostly

resh, single-ingredient foods to make
t easier on everyone—family mem-
ers, school personnel, and baby sit-
ers are less likely to make mistakes
f you remove the need to read every
abel.

Both Mathai and Lemons note that
he food and nutrition professionals
hould remember that families are
ikely working with several health
are and education providers, such as
eachers, psychologists, physicians,
nd that families may be over-
helmed with information provided

rom experts; working in concert with
hese health professionals benefits
he child and the family.

Finally, it’s important to urge par-
nts to regularly evaluate the pros
nd cons of each nutritional therapy,
ccording to Mathai and Lemons.
“We should empower families to

ive themselves permission to try
ew therapies while providing
nough support to insure a balanced
iet,” says Lemons. “Then we should
mpower families to give themselves
ermission to quit if they feel the diet
s having a negative effect. We are
esponsible for these clients for a

hort segment of their lives, while
arents may be responsible for their
hildren for a number of years—and
ometimes—for the rest of their
ives.”
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