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chapter 10
&

Managing Medical Issues

and Problems

Fortunately, having an autism spectrum disorder (ASD) and being healthy

are not mutually exclusive. Although there are some medical problems

that are more common in ASD, most children with autism are born with the

same potential to live healthy lives as anyone else. However, the communication

and behavior challenges that go along with autism can make it harder to detect,

treat, and manage problems that might affect health. In this chapter, we discuss

some of the issues involved in providing quality health care to individuals on the

autism spectrum.

Challenges in ProvidingHealthCare

forChildrenWith Autism

Not surprisingly, two of the major problems in autism—difficulties with com-

munication and social skills—can pose major challenges for health care. For the

child (or adult) with limited verbal abilities, an acute disease may actually present

itself in very different ways. These may include changes in behavior such as irri-

tability, decreased appetite or refusal to eat, acute weight loss, or behavioral

changes such as head banging or self-injury. Sometimes it seems like the oppo-

site occurs because the child seems to be doing better! In addition to the prob-

lems in communication and relating, other problems may come because the

child does not like to be touched or won’t cooperate when being examined.

Even going to the doctor’s office can be a major chore! While most parents

occasionally have trouble getting their younger children to cooperate with rou-

tine medical procedures such as examination of the ears or mouth, even the

most minor procedures pose potentially major problems for the parents of a

child with autism or other pervasive developmental disorder (PDD). Just sitting

in the waiting room for a long period of time can be stressful for both child and
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parents. Because children with autism often need extra time getting used to the

doctor and the setting, the usual rapid pace of medical care—which only seems

to increase over time—may make examination more difficult.

Dealing with medical professionals can be complicated for any parent and is

even more complicated for parents of a child with significant developmental

problems. It is important that parents find health care professionals who under-

stand the child’s special needs. A good relationship with a pediatrician or other

primary care provider is important; the long-term goal is to help individuals on

the autism spectrum participate as much as possible in the process of getting good

health care and learning to be as informed and as active in the process as possible.

Therefore, probably the most important thing to look for in any health care pro-

vider is his or her interest in making the relationship a success over the long haul.

Although autism and related disorders are still not as well understood as they

should be by many physicians, more and more health care providers know at

least something about these conditions. By the time a child is first diagnosed

with an ASD, the family will probably already have a primary care provider

who, hopefully, has been helpful to them in getting a diagnosis and obtaining

services (see Chapters 3 and 4). If the family is satisfied with the care they have

been receiving, there is no reason to switch doctors, especially if the doctor is

willing to accommodate the child’s special needs and to learn about autism.

However, sometimes other considerations may lead parents to switch providers.

If a new doctor is needed, other families and school staff can often provide help-

ful information about finding someone new.

Preventive care is particularly important for children with autism, both be-

cause it tries to prevent problems that may be even more difficult to deal with in

a child with an ASD and because it helps give the child and health care provider

an opportunity to know each other apart from times when the child is ill. Rou-

tine screening by physical exam and laboratory testing are important to detect

problems early—when treatments can be helpful and prevent more severe or per-

manent conditions. Poor growth, dental problems, sensory impairments, curved

spine (scoliosis), and high blood pressure are a few of the disorders that might

be found at a routine preventive care exam. Follow-up care is especially impor-

tant if a child is on regular medications. Immunizing children against many pre-

viously common infectious diseases is an important part of preventive care.

HelpingMedical Visits BeSuccessful

Both parents and the doctor and his or her staff can take steps to make visits to

the office successful. As we emphasize routine visits are important in helping the

doctor have a baseline sense of the individual’s functioning when she is not ill.

Having the child become familiar with the doctor’s office and procedures when
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she is well also makes cooperation during an illness much more likely. Although

it can seem easier to skip well-child visits, this usually leads to other problems

over the longer haul. Fortunately, there are several steps that the doctor and his

or her staff and the parents can take to make things go well.

Parents can take several steps to help prepare the child for a visit to the doctor.

If the child is going to a new office, try to get some pictures of the staff ahead of

time and even drive by the office to show it to the child. Look in the library (or

bookstores) for books about going to the doctor that you can use with the child.

For some children, particularly those with significant communication problems,

using a visual storyboard or pictures of the doctor and the office may be helpful

each time you visit. For more able children, Social Stories may be helpful. The

idea is to try to make things as familiar as possible, given that people with autism

have trouble with change. If you can get them cheaply, equipment or pretend

equipment, like a stethoscope, blood pressure cuff, or even an otoscope (the

instrument doctors use to look in the ear) can help the child feel less anxious. If

possible, visits should be scheduled for a time when waiting time is likely to be

minimal, such as the first appointment of the day or of the afternoon. Or if there

is more than one waiting area, ask for the smaller and quieter one. Parents can

plan ahead and bring an activity (or activities) that the child enjoys. Usually, a

period of talking precedes the exam. This can help the child relax. When it

comes time for the exam, it may help if the doctor goes slowly and explains

what will happen. When possible, it’s important that a parent or other caregiver

who knows the child be present and available to help calm him and make him

feel comfortable.

In his or her approach to the child, the doctor will usually want to give

ample time for ‘‘warm-up’’ and familiarity (as we discuss later, this is not always

possible—particularly in emergency situations). Taking a careful and thoughtful

approach and telling the child in advance what is going to happen will help.

Doing less stressful parts of the examination first also makes sense—so that look-

ing in the mouth and ears may be saved until the end. Sometimes the doctor

must modify the usual examination procedure; for example, much of the exami-

nation of the young child can be done while the child is sitting on a parent’s lap.

If lab studies are needed, you can ask about applying an anesthetic cream ahead

of time to make the blood drawing less painful. This may help if the child has to

have regular bloodwork, such as checks of anticonvulsant blood levels if the

child has seizures.

Sometimes the pediatrician may suggest laboratory tests or consultations with

medical or nonmedical professionals (hearing tests, psychological tests, or tests

of communication skills or of nutrition). Parents should always feel free to ask

why a doctor recommends a specific test or procedure. For example, the child’s

pediatrician might wish to have the opinion of a psychiatrist or a child
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psychiatrist if behavior-modifying prescription medication is being considered.

If the child has seizures, the pediatrician might suggest a consultation with a

neurologist, who would then work with the pediatrician in the management of

the seizures. Generally, the pediatrician or primary care provider will supply

names of specialists, but parents can also get names from friends or other parents.

Parents should feel free to ask the specialist questions, particularly if medication

is prescribed. The pediatrician or primary care provider should be given the re-

port of the specialist’s recommendations and informed about any new medica-

tions prescribed.

OtherMembers of theHealth

Care Team

In addition to physicians, there are several other health care specialists who have

a valuable role in helping individuals with autism and related conditions. For

those children who need medication, an understanding and helpful pharmacist

can make a big difference for parents and families. The pharmacist may be able

to compound (make up) medications for children who don’t like the taste/flavor

of the usual kind of medicine. Using the same pharmacist for all medications also

ensures that the pharmacist can be on the alert for medication allergies or prob-

lems that come about when combinations of medicine have the potential to

cause trouble. These complicated medication situations are particularly likely

when children are seeing many different specialists who may all be prescribing

medications.

Within the school setting, the school nurse will often be the person who is

most knowledgeable about the child’s medical problems. She or he may be in-

volved daily if the child needs to take medication while at school. The school

nurse should know about changes in medication (including doses) to be on the

lookout for side effects. The nurse and teachers should have a plan in place

in advance to deal with any emergencies—anticipated (e.g., allergies) or

unanticipated (accidents and falls). If the child has seizures, the nurse should

know what to expect (see Chapter 12).

Medical ConditionsMoreCommon

in Autism andRelatedDisorders

Fragile X Syndrome

As we discussed in Chapter 2 fragile X syndrome is a syndrome associated with

intellectual disability, and, sometimes, with autism. The condition is X-linked

and, occurs more frequently in boys.
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getting high-quality medical care

There are several steps parents (and teachers) can take to be sure the individ-

ual with autism receives high-quality care.

1. Always be a careful observer. Particularly if the child has limited expres-

sive language skills, often the doctor, nurses, and other professionals

have to rely on you for information. Not uncommonly, a change in behav-

ior may be the clue that an illness is beginning.

2. Discuss and try to anticipate the child’s special needs. Try to anticipate

what you and the doctor and his or her staff can do to make the child as

comfortable as possible.

3. Don’t pass up the routine checkups. It is particularly important for the

child to see the doctor for routine checkups under circumstances that are

less stressful. Regular well-child visits give the doctor a chance to observe

the child when she is not ill.

4. Ask questions and get information. The doctor can provide you with valu-

able information, as much as you can provide the doctor. If you don’t un-

derstand something, you should always ask.

5. Keep a record. Parents may want to keep a notebook with reports of pre-

vious evaluations and past specialists. A short (one-page max) summary

may be very helpful; this can be with the child at school as well as in case

of emergencies. It should list any chronic medical problems such as aller-

gies or unusual responses to medications, neurological problems, sei-

zures, past illnesses, hospitalizations, or surgeries.

6. Teach health care. Teach the individual about going to the doctor

through books, pictures, play, videos, and other sources. Work to teach

some basic aspects of personal self-care, including personal hygiene.

summary of medical history information

Child’s name: _________________________________________________________
Parents’ names: _______________________________________________________
Date of birth: _________________________________________________________
Address: _____________________________________________________________
Home phone: _________________________________________________________
Work phone: _________________________________________________________
Health care provider name: __________________ Phone: ___________________
Other person to contact in emergency: ____________________________________
School: ______________________________________________________________
PDD diagnosis: _______________________________________________________
Level of communication and behavioral issues: _____________________________
Medical problems (e.g., seizures, asthma): _________________________________
Medications patient is taking (name and dose): _____________________________
Allergies to medications: _______________________________________________
Other allergies: _______________________________________________________
Unusual reactions to medications: ________________________________________
Hospitalizations: ______________________________________________________
Surgeries: ____________________________________________________________

medical conditions more common in autism 329



E1C10_1 07/04/2009 330

Associated problems in fragile X syndrome include mild intellectual disability

(although sometimes the intelligence quotient [IQ] is in the normal range). Boys

with the disorder may have some unusual body features such as large ears and

genitals; the face may be long and narrow; and the palate (the roof of the mouth)

may be unusually high and arched. Some individuals with this condition

have seizures.

In addition to intellectual disability, behavioral problems can include hyper-

activity, difficulties with attention, anxiety, repetitive motor mannerisms

(stereotypies), aggression, impaired speech and language skills, difficulty mak-

ing eye contact, and extreme shyness. Children with fragile X syndrome seem

particularly likely to have greater degrees of attentional difficulty than other

children with intellectual disability. Medical treatments for many of these behav-

ioral difficulties are discussed in Chapter 15. Some excellent resources on this

condition are provided in the reading list.

Tuberous Sclerosis

Tuberous sclerosis is a disease that is rare but has been noted to be significantly

associated with autism. Symptoms of tuberous sclerosis include the growth of

unusual tissue (tubers) or benign tumors in the skin, eye, brain, and other organs,

as well as white patches on the skin at birth. The tumors associated with this

disorder are often seen in the preschool years and may increase in frequency

during puberty. These growths are ‘‘benign’’ in the sense that, unlike cancer,

they do not spread but the effect on growth and development can be very seri-

ous. For this reason, the child may need to have computed tomography (CT) or

magnetic resonance imaging (MRI) scans to monitor the growth of tubers in

his brain.

Although the effects of the disorder can be severe, the degree of severity

in individual children is quite variable. Sometimes the first symptoms are

seen in infancy or early childhood—often with the onset of seizures. Be-

tween 50% and 60% of affected individuals show intellectual disability, and

about 80% have seizures. See Chapter 12 for information about medical

treatment of seizures.

Studies of individuals with autism show that a small number—probably fewer

than 1%—may also have tuberous sclerosis. This figure is higher if only individ-

uals with autism and seizures are included. About 8–12% of these people may

have tuberous sclerosis. If you look at the problem the other way around,

roughly one-third of children with tuberous sclerosis have autism. The ratio of

boys to girls with autism associated with tuberous sclerosis is about the same (it is

equally likely in boys and girls); this is in contrast to autism in general, where the

rate of autism is several times higher in boys than girls.
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Children with tuberous sclerosis may have speech delays and learning prob-

lems, even if they do not have intellectual disability. They often have motor

problems as well. All children with developmental delays and seizures should be

carefully examined for the physical signs of tuberous sclerosis.

Seizure Disorders

Epilepsy (recurrent seizures) is the medical condition most commonly seen in

autism and related disorders. Because as many as 25% of children with strictly

diagnosed autism may develop epilepsy, we devote an entire chapter to seizure

disorders and their treatment later in this book (Chapter 12).

CopingWithCommonMedical Problems

Dealing With a Sick Child

Generally speaking, children with autism are no more or less susceptible to the

usual range of childhood illnesses. However, when children with autism are ill,

the child’s difficulties communicating what is wrong and often an unwillingness

to be examined complicate matters. It goes without saying—even though we are

now saying it—that the information provided here is general information and the

child’s health care professional is the best source of information specific to the

child. Also, it is important to keep in mind that parents are an important part of

the medical treatment team—they can provide information on history and the

child’s past responses to illness and treatments—an invaluable part of the health

care process.

How to Know When Your Child Is Sick

There are many different ways that parents can tell when their children are sick.

The child can have a fever, a rash, a cough or runny nose, upset stomach with

vomiting and diarrhea, or one of many other symptoms. Sometimes a change in

behavior is the only sign of an illness. It can, at times, be a real detective project

to find the cause of the changes that you notice. Many children with autism or

other PDDs are on medications to help with behavior or to treat a seizure dis-

order. At times, these medications can cause adverse reactions, and sometimes

this can complicate the task of figuring out what is really going on when the

child is ill.

Children who are not yet talking present special problems for medical pro-

fessionals. Of course, in some ways, these problems are similar to those faced

by pediatricians every day as they deal with infants. When the person can’t
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communicate very well, the doctor has to rely a lot on the history or informa-

tion others provide about the illness. The doctor also can rely on what he or

she sees while watching the child as well as on physical examination findings

and, sometimes, on laboratory tests, x-rays, or other special procedures. There

are some major differences, however, between dealing with a nonverbal 8-

month-old and a nonverbal 8-year-old. Some of these are discussed below.

One of the important considerations is helping the child communicate about

pain and discomfort.

how to know when your child is in pain

There are several reasons that it can be difficult to recognize that a child with

ASD is in pain. First, children with autism may not experience pain in the same

way that other children do. And, second, they can have a great deal of diffi-

culty communicating about their pain.

Some children with autism don’t seem to mind pain very much. We’ve

known children with appendicitis who didn’t complain at all. Sometimes the

doctor may be surprised the child was not ‘‘acting sicker.’’ Other children may

be bothered quite a bit even by a small amount of discomfort. For these chil-

dren, difficulties with change and inability to deal with even minor annoyan-

ces can create major behavior problems. As the child gets older, you’ll have

an increasingly better sense of how he deals with pain.

Children who are not yet using words to communicate present the greatest

challenges when they are ill. As the individual who knows the child best, be

alert for any changes in the child’s behavior or appearance. Behaviors that

suggest pain in children with ASD include:

� Moaning, whimpering, or unusual crying. These vocalizations may or may

not be associated with changes in facial expression suggesting pain.

� Changes in eating or sleeping habits. For example, the child may refuse

favorite foods or seem to be sleeping more.

� Changes in activity or behavior. This can include either unusual lack of

activity or overactivity. Some children may start to become self-abusive if

they are in pain, for example, hitting their head on the floor or with their

hand if they have an earache, dental pain, or sinus infection. Pain in an

arm or leg might result in changes in the child’s movement. Occasionally,

parents tell us that their child’s behavior actually improves when the child

is sick. For example, the child may be more talkative (this is probably

related to the stress of being ill).

Sometimes, particularly when pain or discomfort is chronic, you and

the doctor have to turn into real detectives to try to track down the source

of the behavior change. It can be helpful to think about things by taking

a broad view of the child. For example, for an adolescent girl who has
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behavior difficulties on a monthly basis, you might wonder about whether

she is having discomfort in relation to ovulation. Similarly, changes in be-

havior in association with the seasons might suggest seasonal allergies.

As we mentioned, the sudden onset of self-injurious behavior can also be

the first sign of illness due to pain from an ear infection or new teeth (this

can include the eruption of the ‘‘wisdom teeth’’ [the third molars] in

adolescence).

� Changes in appearance. Although it can sometimes be hard for you to put

into words in a very exact way, you’ll sometimes notice that the child just

looks ill. As the person who knows the child the best, you may be the first

person to realize this.

For children who don’t yet use verbal language, it is important to be aware of

possible warning signs that the child may be in pain (see the box above). The

child who can communicate with words may be able to talk about pain or dis-

comfort. However, he may use very personal or ‘‘idiosyncratic’’ language. For

example, saying, ‘‘My stomach hurts,’’ may, for some children, mean many dif-

ferent things. Other children may have an unconventional way of saying they are

in pain. Sometimes they may say a phrase that they first heard when they were

sick; for example, ‘‘I got a booboo’’ may be used to refer to any discomfort any-

where in the body and, clearly, language of this type would be very difficult for a

doctor to understand correctly without the help of a familiar adult. Other chil-

dren may have some language, but not enough to communicate in detail, or be

able to use conventional gestures that otherwise might help localize pain. Use of

visual aids and other communication supports may be helpful. For instance, you

can show a child a picture of a child or a doll and ask the child to indicate where

on the doll it hurts. Or you can show her pictures of children’s expressions and

ask her to point to the one that shows how she feels.

Some excellent resources are provided in the reading list at the end of this

chapter. Picture books have been specifically developed to review in advance

what happens when a child goes to the doctor or a hospital to help him commu-

nicate about what happens there. Other books were designed for typically devel-

oping children but also can be quite appropriate. Parents can also make their

own picture books (preferably using photos of the child) and work with the

speech pathologist about being sure that the child has some words he can use to

communicate about pain and feelings of discomfort. If the child doesn’t seem to

understand the meaning of the word pain or hurt, you need to try and teach that

concept by saying, ‘‘Ouch, that hurts,’’ every time you sustain a minor injury or

pointing out when the child must be hurting.
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Common Medical Problems

Children with autism or other PDDs can develop any of the medical problems

that typical children can develop. Because of their communication and develop-

mental difficulties, it can be harder for a parent or a medical professional to rec-

ognize that a child with autism is sick. It can also be harder to diagnose the

problem. In this section, we discuss only a few of the medical problems seen in

children on the autism spectrum. Others, such as celiac disease, are discussed in

other parts of the book (Chapter 18).

Infections, unfortunately, are part of growing up. Fortunately, many steps can

be taken to reduce the frequency and severity of infections in children with

ASD. These include teaching good hygiene (hand washing, use of tissues), re-

ducing exposure to situations likely to cause infections, and immunizations

(which we discuss later in this chapter). Infections occur when viruses or bacte-

ria invade the body; the body’s natural defenses (the immune system) then be-

come active in fighting off the infection in various ways. In some cases,

particularly with bacterial infections, the doctor can supply medicine (antibiot-

ics) that help the body do its job of fighting off infections. These medicines may

help shorten the length of an infectious illness or its severity. For viral infections,

fewer medicines are available, although immunizations can be given to prevent

some viral illnesses in the first place. While infections can involve any part of the

body, the most commonly seen involve the ears, eyes, nose, throat, sinuses, and

skin, and the respiratory, gastrointestinal, and urinary tracts.

Infections can be harder to diagnosis in children with ASD because the child

is less likely to complain of pain or discomfort. The infection may present itself

only as a dramatic change in your child’s behavior or as a fever. Observing your

child and keeping track of the events leading up to the time your child goes to

the doctor help the doctor understand the way the illness developed and may

help determine the cause of the illness.

fevers

Children frequently get fevers when they are sick. It is often a parent’s first

clue that their child has some kind of infection. Fever by itself is not necessar-

ily bad. Some children tend to have higher or more frequent fevers than other

children. The height of the fever does not indicate how serious the infection

is. Discuss this issue with your doctor and ask if there is a specific tempera-

ture at which you should call.

We treat fevers for several different reasons. An important reason is that

a child will often feel better and act more like herself when the temperature

comes down. In addition, fevers can lower the seizure threshold. That is, if

your child has seizures, she may be more likely to have one when she has a

334 chapter 10 managing medical issues and problems



E1C10_1 07/04/2009 335

fever. Most pediatricians recommend acetaminophen (Tylenol) or ibuprofen

(Motrin or Advil) to bring down a temperature. Many children respond bet-

ter to the use of one of the newer thermometers that measure the tempera-

ture in the ear or on the forehead from the temporal artery than they do to

the use of a thermometer that requires insertion into their mouth or rectum.

Temperatures taken this way are generally pretty accurate and make for

less trouble for children who may not want anything like a thermometer in

their mouth!

Gastrointestinal Infection (GI ‘‘Bugs’’) A gastrointestinal (GI) infection is

any infection in the stomach or intestinal tract. Often, this leads to stomachache,

vomiting, diarrhea (or all three). It can be referred to by several different

names—gastroenteritis, GI bugs, or intestinal flu. GI bugs are easy to pass

around, and sometimes poor toileting skills, especially if there are large numbers

of people in a school or a group setting, may result in GI disease occurring in an

entire grade or school group at the same time. Usually, the diagnosis of GI illness

is not difficult because the vomiting and/or diarrhea is quite obvious.

Finding the cause of a GI infection may take some time. Most of them are

caused by viruses and are self-limited and will be over in a week or less. If they

last longer or there is diarrhea with blood, or signs of dehydration such as de-

creased urination or lack of tears when crying, more of an evaluation is needed.

Treatment for most GI infections usually consists of dietary changes and encour-

agement of fluids to avoid dehydration. Usually, doctors recommend clear

liquids and avoidance of dairy products. A BRAT diet (bananas, rice, applesauce,

and toast) is recommended by some doctors for younger children or a generally

bland diet for older children. Avoidance of fatty, fried, or spicy foods is recom-

mended. A few GI infections are treated with antibiotics. The most important

aspect of caring for a child with vomiting and/or diarrhea is the prevention of

dehydration. If your child shows signs of dehydration, you should contact your

doctor immediately.

The best way to prevent GI infections is to foster good hand-washing

routines in children after they use the bathroom and for caretakers involved

in diapering or toileting to be extra careful about washing their own hands.

Having sick children stay out of day care or school until their vomiting or

diarrhea has completely stopped is another important way to prevent the

spread of GI infections.

A parasitic infection with pinworms (enterobiasis) can also contribute to be-

havior change because it can cause intense rectal itching. Pinworms can be

hard to detect unless the doctor knows of the severe itching it is causing and

instructs you to look for the pinworms in the anal area late at night or first thing
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in the morning; they are small but visible and will move. Sometimes people

just put a piece of adhesive tape over the area with the pinworms; they will stick

to the tape and can be taken to the doctor for inspection. Or you can obtain

a pinworm kit from your health care provider that includes a plastic paddle to

help collect the pinworms. When found, the pinworms can be treated with

medication.

Urinary Tract Infections (UTIs) UTIs occur when bacteria infect the uri-

nary tract. These infections are much more common in girls than in boys. Poor

hygiene and cleaning after going to the bathroom can make this kind of infec-

tion more likely. Children need to be reminded to wipe first in the front and

then in the back. Irritation of the perineum from soaps or bubble bath may

make UTIs more likely for some children, as can constipation.

The most common symptoms of a UTI are pain on urination, increased fre-

quency of urination, and urgency (which means feeling like you have to go im-

mediately). Fever, general irritability, abdominal discomfort, and low back pain

may also develop. At times, vomiting and diarrhea are the only clues. If your

child develops new onset of daytime or nighttime wetting after she has been

routinely dry, you should look for a UTI.

A child with autism or PDD with a UTI may not complain of pain on urina-

tion as other children might. A fever or new onset of bedwetting or daytime

accidents may be the only clues. Your child may suddenly be going to the bath-

room more often than usual. Sometimes a change in behavior—such as in-

creased irritability—can be a clue.

Respiratory Infections and Sinus Infections Colds are infections that affect

the upper respiratory system. Infections of the lower respiratory system are

called bronchitis and pneumonia. Sometimes the sinuses (air spaces in the head)

can become infected (sinusitis). A simple cough or runny nose often won’t need

to be seen by the doctor. However, if there are symptoms and signs of strep

throat, including sore throat; possibly swollen, red tonsils; and sometimes white

patches on the tonsils, there are now quick tests available, and antibiotic treat-

ment can be started. Prolonged cough and congestion, with the child looking

sicker, should be checked out by a doctor. Sinus infection may be suspected if

there is prolonged nasal congestion (a week to 10 days or more) with thick and

discolored mucus.

Middle Ear Infections Infections of the middle ear (otitis media) are one

of the most common problems for which children are taken to the doctor. Ear

infections are also common in children with ASDs; given the potential of ear

infections to interfere with hearing, prompt treatment and control is important.
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With these infections, fluid in the middle ear (on the other side of the eardrum

from the ear canal) becomes infected. Most children have at least one ear infec-

tion by the age of 2, and many have more. As your child gets older, you can

expect the frequency of these infections to decrease.

Anything that makes your child more congested, such as an upper respiratory

infection or allergy, will make an ear infection more likely to occur. They can

also occur in someone who is otherwise perfectly healthy.

The signs and symptoms of an ear infection will vary with your child’s age

and with his ability to communicate. Ear infections can cause fever and pain as

well as impaired hearing and disturbed balance. As a result, some of the com-

mon symptoms of an ear infection are irritability, especially when your child is

lying down; poor feeding; trouble sleeping; inattention; and increased opposi-

tional behavior. The signs can include pulling at the ears or hair or banging the

head against the floor, crib, or bed. Poor balance and falling can also indicate a

middle ear problem. Fever can at times be the only clue that your child has an

ear infection, although not every child will have a fever with every ear infec-

tion. Occasionally, the only symptom of an ear infection is a cough. Some

children never have any symptoms from an ear infection and it is discovered at

a routine health check.

Your pediatrician will make the diagnosis of a middle ear infection by looking

into your child’s ear and looking at the eardrum with a special instrument called

an otoscope that lights up and magnifies the area. The doctor will probably need

your help in holding your child still to look in the ear. Giving your child the

chance to get acquainted with the doctor (and his or her instruments) while not

ill makes it easier to examine her when she is not feeling well.

Ear infections can be caused by either viral or bacterial infections. The doctor

cannot tell which is causing it just by examining the ear. Bacterial infections can

be cured by antibiotics.

We treat ear infections with antibiotics for several reasons: first, to make the

child more comfortable and to correct whatever other problems the infection

has caused, such as decreased hearing or poor balance; and second, to prevent

any more serious infections from developing, such as mastoiditis (an infection

of the mastoid bone behind the ear) or meningitis (an infection of the cover-

ing of the brain). These complications are, fortunately, very rare. In fact, re-

cently there has been more of a problem with the overuse of antibiotics and

the development of bacteria that are now resistant to the commonly used anti-

biotics. Because of this, your pediatrician may recommend giving your child

something such as acetaminophen (Tylenol) or ibuprofen (Motrin or Advil)

for pain relief and then waiting and watching for a day or two to see if the ear

infection will clear up without antibiotics. If it doesn’t improve on its own, or
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if your child is very uncomfortable when the ear infection is diagnosed or

appears quite ill to your doctor, he or she will probably prescribe antibiotics

right away.

Sometimes parents note improvement fairly quickly after starting antibiotics

and take this as a sign that the infection is cleared; this may not be the case. It is

important to take antibiotics for the full length of time prescribed, even though

your child should feel better in 1–2 days. Most of the antibiotics are taken for 10

days, but a few are taken for only 3–5 days. Rarely, a single shot of antibiotics is

used. If the ear infection does not clear up on the first antibiotic, your doctor

will need to prescribe another. Unfortunately, as mentioned, with more wide-

spread use of antibiotics these days, there are now bacteria that are resistant to

many of the antibiotics.

If your child has frequent ear infections, your pediatrician may recommend

that he take a low dose of an antibiotic on a daily basis for a few months to try to

prevent, or at least decrease the frequency of, the ear infections. If this does not

work, or if fluid remains in the middle ear after an infection for 3 months or

longer, your child may need to have pressure-equalizing (PE) tubes placed in

the eardrum to restore hearing or prevent infections. Surgery is required to place

these in the ears.

There are times when enlarged adenoids contribute to the problem of recur-

rent ear infections by blocking the eustachian tubes and making it hard for the

middle ear fluid to drain out. In such cases, their removal will be recommended

along with the placement of pressure-equalizing tubes. The tonsils are not usu-

ally removed unless they have also been infected repeatedly or are causing other

problems such as sleep apnea.

The decision to have surgery to put in pressure-equalizing tubes will be made

only after weighing the risks and benefits involved. Your child will require gen-

eral anesthesia and usually a short stay in an outpatient surgery center. You will

want to have an anesthesiologist and an ear, nose, and throat (ENT) surgeon

(otolaryngologist) who are experienced with children. For children with lan-

guage and communication problems, often the risk is worth the greater poten-

tial benefit of improved hearing and fewer infections. However, decisions are

always made jointly by you and your doctor.

Swimmer’s Ear (Infection of the Ear Canal) Children with autism should be

taught to swim for many reasons. It is great exercise and (more importantly)

helps prevent drowning (see Chapter 11). Children who spend a great deal of

time swimming can develop swimmer’s ear (otitis externa). This is an infection

and inflammation of the ear canal (the part of the ear from the outside of the ear

leading up to the eardrum). It can also be caused by local trauma, such as having
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a cotton tip applicator pushed too far or too forcefully into the ear canal. Usu-

ally, this is done in an attempt to remove wax, but more often it pushes the wax

further in and can injure the sides of the ear canal. If your child has swimmer’s

ear, she will usually complain of pain (or look as if she is in pain) when you move

the ear or push in front of it. It may also be painful for her to lie on that ear or to

open her mouth wide, which may move the affected area.

Swimmer’s ear is diagnosed in the same way as a middle ear infection, that

is, by looking into the ear with an otoscope. It is usually treated with eardrops—

either antibiotics alone or a combination of antibiotics and steroids to help

reduce the inflammation. Occasionally, oral antibiotics are also needed. Some-

times if the infection is very bad, a wick is placed in the ear canal to make it

easier for the drops to get into the ear.

If your child gets recurrent swimmer’s ear, it is worth trying to prevent it by

using special eardrops to try to dry out the ear canal after swimming. There are

many nonprescription brands of drops intended for this use. You can check with

your pharmacist about which brands he carries. Do not use them if your child

has pressure-equalizing tubes in his ears, however. Most ENT doctors recom-

mend that children with pressure-equalizing tubes wear specially molded ear

plugs while swimming.

Conjunctivitis Conjunctivitis, or pink eye, is an inflammation of the outer

covering of the eye. It can be caused by either allergies or infection. The infec-

tions can be either viral or bacterial; only bacterial infections improve with

antibiotics. You will know that your child has this problem if you see that her

eye looks red, and at times you will also see drainage. With bacterial infections,

the drainage is usually thick and either yellow or green. If you wipe it away,

more will appear. In the morning, there may be crusting along the edges of

the eyes and the lids may at first seem stuck shut. With viral infections, the

drainage may be thinner and is less likely to be discolored. There may be no

drainage at all with allergic conjunctivitis. There are other causes of red eyes,

so you should check with your health care provider if you notice this in your

child.

The treatment varies, depending on the cause. Bacterial infections are treated

with antibiotic eye drops. Occasionally, oral antibiotics are used if there is also an

ear infection or if it is impossible to get drops into the eyes. When conjunctivitis

is due to allergies, it is treated with antihistamines, taken either orally or as

eyedrops.

Skin Disorders Skin conditions can be especially problematic in children with

autism spectrum disorders. The itching, pain, or appearance of skin conditions

can be very irritating or distracting, and children with autism may react by
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scratching and picking. Some of the most common are eczema (itchy, dry

skin), impetigo (infected skin), and acne.

Your pediatrician can make suggestions to help you deal with these problems.

Sometimes topical medication will be required, and at other times your child

may need to take something orally. Medications that help with itching may be

all that is necessary at times, while in other situations an antibiotic may be

required.

If your child picks at his skin, monitor him carefully. Quickly treat any minor

scratches or infections that develop, in order to prevent more serious problems.

Noninfectious Gastrointestinal Problems In the past several years there has

been much interest in GI problems in ASDs. This interest came about for several

reasons: the flurry of interest in the gut hormone secretin (see Chapter 18) and

an awareness of the frequency of GI problems in children on the spectrum.

Clearly, any GI problem can occur in children with autism/PDD. There are also

good reasons problems like constipation or loose stools could be more frequent;

for example, many people on the autism spectrum tend to be sedentary and don’t

get enough exercise or they have unusual eating habits. One of the problems

with GI difficulties is that these cause discomfort but aren’t readily observable.

Common problems that are painful include gastroesophageal reflux disease, con-

stipation, diarrhea, and lactose intolerance.

Gastroesophageal reflux involves the passage of stomach contents back up into

the esophagus, throat, or mouth, where it is either silently swallowed or actually

spit all the way out of the mouth. It occurs in many people without causing any

symptoms, but when it does cause symptoms, it is considered a problem known

as gastroesophageal reflux disease (GERD). It can start right after birth or it can

develop later in childhood. In children, symptoms of GERD include:

� Vomiting, which at times may be severe enough to limit growth

� Esophagitis (irritation of the esophagus), which can cause pain and

irritability

� Respiratory symptoms such as cough, hoarseness, stridor (noisy breath-

ing), and wheezing; less commonly, apnea and recurrent pneumonias.

Your child may stop eating because of the pain or have behavioral changes

such as irritability or loss of interest in food. These types of changes require

investigation to understand their origin. A careful history of the relationship

between eating and the pain may allow a doctor to diagnose GERD. Sometimes

testing is required. Your pediatrician may refer you to a pediatric gastroenterolo-

gist for this testing. Because testing for GERD usually involves something

unpleasant, such as placing a tube into the stomach, many doctors will treat

GERD on the basis of the history to start with. There are now several different
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kinds of medication that can be used to treat gastroesophageal reflux very

effectively.

Constipation One of the most common GI problems in all children is consti-

pation. This can mean either having infrequent bowel movements or having

hard or difficult-to-pass bowel movements. Some children can have such severe

pain from constipation that they are admitted to the hospital to be watched for

appendicitis. Often, constipation makes children lose their appetite.

There are many different causes of constipation. Some of the most common

include dietary problems, lack of activity, and behavioral issues such as reluc-

tance to use the toilet. Some medications can also cause constipation, so if your

child develops constipation after starting a new medication, talk to your doctor.

There are also many medical problems that can cause constipation, so if the

problem persists, again, consult with your doctor.

As a parent, you may be able see the problem starting to develop by paying close

attention to your child’s bowel patterns. Watching how frequently she has a bowel

movement and how large or hard it is may allow you to correct a problem before

it becomes too severe. If your child is too old or independent for you to be directly

monitoring her bowel habits, try to be alert to changes such as your child spending

increasing amounts of time in the bathroom or complaining of stomach pain.

Dietary changes can help prevent or correct constipation if your child will

allow the changes. Some changes that may help include:

� Increasing the child’s intake of fluids. If it’s hard to get your child to drink

much, you can try to sneak fluid into his diet with gelatin, popsicles, and

other foods with high water content that your child does like.

� Increasing the amount of fiber in your child’s diet. Adding many fruits and vege-

tables, especially the leafy green ones, can be helpful, although frequently

children have constipation because they don’t like these foods. Adding bran

cereals or whole-grain breads, rice, and pasta will also increase the fiber in

the child’s diet. Bear in mind that bananas, apples, or dairy products can

constipate some children. Even if your child doesn’t like fruits or vegetables,

you may be able to get her to eat some by adding ground-up vegetables

such as carrots or zucchini to sauces or cookies or making fruit smoothies.

It is possible to buy juice boxes with added fiber that will help some chil-

dren. You may have to ask your doctor where you can order them.

� Occasionally, your child may require a stool softener such as mineral oil or

docusate (Colace) or polyethylene glycol (Miralax).

Trying to successfully adjust the diet of a child with autism to correct consti-

pation may require the input of many specialists. Your doctor may refer you to a

dietitian or a gastroenterologist.
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Diarrhea Acute diarrhea, lasting less than 7 days, is a common problem in all

children. It is most commonly caused by infection. Sometimes foods will cause

diarrhea, especially large quantities of juice, or intolerance to milk, wheat, or

many other foods. If your child has severe or persistent diarrhea or if you see

blood in the bowel movement, you should see your pediatrician.

Lactose Intolerance Some children develop lactose intolerance as they get

older. They lack either some or all of the enzyme lactase, which is needed to

digest the sugar lactose that is found in dairy products. As a result, if they con-

sume too much dairy, they can develop gas, abdominal pain, or diarrhea. Any of

these can cause a child to be uncomfortable and fussy.

Cutting down on or eliminating dairy products helps. The Lactaid products

available at the grocery store are a good substitute for many people. These are

dairy products without the lactose sugar. You can also buy Lastase pills, which

provide some of the missing enzyme and allow some people to comfortably eat

small amounts of dairy products. There are tests for lactose intolerance, but often

diagnosis can be made without testing by eliminating dairy products for a trial

period. If symptoms recur when dairy products are reintroduced, your child is

presumed to have lactose intolerance.

EatingProblems

Children with autism and related disorders can have a number of problems with

eating and food. These often include:

� Unusual food preferences and sensitivities, which can lead to a restricted

diet

� Obesity

� Pica (eating nonnutritive substances such as dirt or string)

� Rumination (regurgitation of food that has already been eaten)

In this section we’ll consider some of these problems and potential solutions.

Again, keep in mind that this is a general discussion with general suggestions and

that when you need specific advice, various professionals (as well as many parents

and well-intentioned friends and relatives) will be there to make suggestions!

Unusual Food Preferences and Sensitivities

Children with autism or other pervasive developmental disorders may have un-

usual eating habits. Some have pronounced likes and dislikes when it comes to

food. Sometimes these habits keep the child from having a good diet. Some

children are extremely sensitive to certain food textures or tastes or smells.
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Some children may eat only certain kinds of food (e.g., foods that are soft and

mushy). Other children may resist new foods or may not tolerate foods of cer-

tain temperatures. Sometimes children eat the same foods over and over again.

We’ve seen children who would only eat white food, who would only eat cold

food, who would only eat French fries and certain fast foods.

The attempt to introduce new foods at mealtimes can lead to temper tan-

trums and other difficulties. Occasionally, these escalate to the point that the

child becomes malnourished, although this is unusual. Avoidance of certain

foods (such as dairy products) may have important implications for other aspects

of health such as developing strong bones and teeth. These unusual food prefer-

ences are not always easy to understand. When problems start early, they often

seem to get worse as the child becomes a bit older, so it is worth trying to help

the child when these problems first develop.

To some extent the unusual food preferences of some children with ASD

resemble the problems seen in typically developing toddlers, who often engage

in struggles over food. The endless reminders from your mother to eat your peas

or broccoli may come to mind! These problems are, however, often much

more marked and severe in children with autism. Several things help the typi-

cally developing child cope, for example, being motivated to imitate the models

provided by family members eating a range of foods or enjoying praise from

parents for trying new foods.

Unfortunately, children with ASDs often feel less social motivation and de-

sire for praise. In addition, heightened sensitivities to foods, rigidity and diffi-

culties with change further complicate attempts to introduce new foods into

their diets. These problems can be even more complicated when parents are

also pursuing dietary interventions (see Chapter 18) that further restrict what

the child can eat. For example, some parents restrict the diet so much that the

young child may not be able to participate effectively in educational program-

ming because the only foods available to him as reinforcers are unappetizing

to him.

Helping Your Child Tolerate More Foods

Dealing with unusual food preferences is not easy. Strategies for coping with this

problem are quite varied. One approach is to attempt very gradual change—very,

very gradually introducing new foods. This might work well, for example, for a

child who eats only white foods. For this child, you could gradually begin to

introduce color into the food. Blenders and food processors can be a real help in

this regard. Sometimes unpopular foods can be hidden in other blenderized

foods; this may make the texture more tolerable as well. Depending on the

child’s preferences, it may be possible to add to foods she does like. For example,

eating problems 343



E1C10_1 07/04/2009 344

if she will drink milkshakes, you can try adding different kinds of foods to the

shake.

For some children, varying the way in which the food is presented may be the

trick. Sometimes freezing pureed vegetables into popsicles may make them

more interesting! Or a child who would never eat cooked peas might respond if

they were present in frozen form. Other children might be willing to try dried

peas, available in some Asian food stores! The usual rule of thumb is to try grad-

ually introducing new foods. Even though it is a hassle, keep at it since, other-

wise, the tendency is often for the child to become even more rigid.

Sometimes children are delighted to try foods that they have been involved in

preparing. This approach can also have payoffs if you need to plan school

lunches or snacks. You can try a visual approach to help involve the child in

cooking. For example, make up a set of index cards illustrating how to prepare

spaghetti and put them in order, in a notebook or on a ring. (Photos might show

the child getting the spaghetti box out of the cupboard, getting the pot out, and

putting water in it, etc.) For children who can read, the printed words may be

sufficient.

You might also try involving the child in grocery shopping to try to spark his

interest in new foods. You can consult with the child’s school staff about ways to

make this a positive learning experience. For example, you can make a visual

shopping list ahead of time. Use a digital or instant camera and make photo-

graphs of the actual items the child will need in the store. You can put these

onto a shopping list using Velcro tabs. This special list can help the child shop

with you in the store while you are doing your shopping. Start with very simple

foods and gradually increase the complexity as time goes on. This is a wonderful

way to make grocery shopping a positive learning experience for the child and

help him take pride in his abilities. You also help encourage adaptive behaviors

and important community and daily living skills.

If poor weight gain is an issue, more calories may be added. Adding whole

milk to the diet can provide added calories. You may want to try adding a com-

mercial instant breakfast or a product such as Ensure or Pediasure that provides

both calories and many needed nutrients for the day.

Getting Professional Help

A range of behavioral approaches can also be used to help the child learn to

tolerate a greater range of foods. It is important to have the help of an experi-

enced professional in setting these up. Often, a gradual, step-by-step approach is

used with carefully selected rewards for more appropriate eating. The specific

plan is individualized, depending on the child’s needs and problems. Praise,
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time-limited meals, ignoring food refusals, and more frequent ‘‘mini-meals’’

(with limited snacks in between) can all be used in various combinations. As

with everything else, it is important to weigh the pros and cons of the various

approaches. Children whose limited diets put their growth and development at

risk are the ones who will need the most intensive intervention programs.

Various professionals can be helpful to you in dealing with the food prefer-

ence problem. Behavioral psychologists may help you design a plan for gradually

introducing new foods and expanding the child’s range of foods. Especially if the

child eats a very narrow range of food, it may be worth meeting with a dietitian

to review your child’s diet and think about ways to supplement it. Often, it is the

texture, rather than the taste, of food that seems to be a problem. Speech–

language pathologists or occupational therapists may be able to work with

you in developing ways to help the child be able to tolerate a greater range of

textures or help with other aspects of the ‘‘presentation’’ of foods.

Overeating and Weight Gain

Excessive body weight is now a very common problem in our society. We tend

to eat foods that are high in calories and don’t engage in the degree of physical

work that our forefathers did. This is of concern because obesity is a risk factor

for many chronic diseases, such as heart disease and type 2 diabetes. The over-

weight child with autism often becomes even less likely to exercise, and a vicious

cycle sets in, which only adds to the weight problem and makes it even harder to

manage the child physically.

Children with autism and related disorders can be at risk for obesity for sev-

eral different reasons. Often, a lack of interest in team sports and in physical

activity means that children with autism may not burn enough calories. For

other children, food functions very effectively as a reinforcer to the point that

the child lives for snacks and treats. Other children seem never to reach the point

of feeling full and eat and eat until interrupted. Occasionally, some medications

used for emotional or behavioral difficulties (such as risperidone) may actually

stimulate the appetite and lead to weight gain.

Sometimes the overweight problem results from children having unrestricted

access to food. This may happen in school or adult programs. It may be more

difficult to control food intake in a private home when other members of the

family want to have their own access to food. Occasionally a husky adolescent

or young adult may become aggressive if food or snacks are denied. It’s impor-

tant to balance carefully the degree of weight control desired and the effort it

will take to achieve this goal. If the amount of overweight is relatively minimal,

it may not be worth the effort.
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Undernourishment

Inadequate weight gain or even weight loss in children with autism is usually

caused by eating too little of the right kinds of food due to unusual food prefer-

ences, as described above. Rarely, this occurs because of very restricted diets that

children are put on. In addition, some medications such as methylphenidate

(Ritalin) and other stimulants may make children feel less hungry and contribute

to difficulties gaining weight. If weight loss occurs, your pediatrician will need

to do some testing to rule out medical explanations as the cause.

Unusual Eating Behaviors

Eating Nonfood Substances (Pica) Some children with ASDs have trouble

with eating nonfood substances. This is known as pica. Some will eat dirt,

paint chips, string, or anything they find on the floor. Other children will

chew on materials or keep them in their mouths without swallowing them

(or sometimes swallowing them by mistake). Still other children may be

tempted to eat the leaves of plants (some of which are poisonous). Some

may even eat their own feces. It is unclear why pica is more common in

children with ASDs, although it probably reflects more general problems

with cognitive development. Pica also occurs in children with intellectual

disability who do not have autism.

Eating nonfood items can lead to various medical problems, such as obstruc-

tion of the bowel, and increase the child’s risk for lead poisoning, depending on

what is eaten. There is a strong association between pica and iron deficiency

anemia. This can be tested for at the same time that a lead level in the blood

is checked.

Various strategies can be used for dealing with inappropriate eating and

mouthing behaviors. The choice of strategy depends on the age and develop-

mental level of the child, your ability to restructure the environment to prevent

the problem, and the nature of the trouble. Sometimes children really like the

experience of moving their mouth and/or chewing. If this is the case, you can

try several different things. For very young children, a pacifier may be helpful.

For somewhat older children, increased access to foods that are crunchy or

chewy may help decrease the desire to chew on other things. (You can try chew-

ing gum, but avoid excess sugar!) An occupational therapist might also be able to

suggest appropriate nonfood items for your child to chew on, such as rubbery

‘‘chew tubes.’’ Occasionally, children engage in these behaviors when the envi-

ronment is too complicated for them—that is, they use chewing as a stress re-

ducer. You can see if reducing the level of environmental stimulation helps with

the problem. Occasionally, using an electric toothbrush (sometimes several times
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a day) can help deal with the child’s apparent need for oral simulation (this also

has advantages for dental care).

Various professionals may be helpful in reducing pica. The speech–language

pathologist or occupational therapist may help you think about new ways to

cope with the problem and give the child alternative behaviors. A psychologist

or physician with experience in developmental disabilities may also be helpful in

suggesting behavioral interventions to try. Sometimes you can find a substitute

or alternative behavior such as eating ice chips (with or without flavor). Some-

times your reactions to the behavior may be an important part of what keeps it

going. You may need to learn to ignore the behavior if it is not endangering the

child’s health, and instead give her plenty of praise and attention when she is not

chewing on nonfood items.

Lead Exposure If the child eats or mouths nonfood items, it is essential to take

precautions against lead poisoning. The most frequent source of unexpected

lead in the United States is from indoor house paint that was used before it was

banned for health reasons in the 1970s. It can also come from lead solder used

to connect water pipes in older homes. If you live in an older home, you

should have both the paint and the water checked for lead. Painting over lead

paint will prevent a child from eating loose paint chips. If the original windows

are still part of the house, there is the possibility that a fine dust with lead paint in

it will fall on toys and other objects in the room when the windows are opened

and shut. If the child puts one of these toys into his mouth, he will ingest lead.

The solution is to scrape the wooden window frames down to bare wood and

repaint them with lead-free paint or replace them with new windows.

Elevated lead levels cause different symptoms, depending on how much lead

is ingested and the age of the child who has ingested it. Usually, when children

have elevated lead levels, their parents do not notice any symptoms, but they

may actually suffer from some subtle neurodevelopmental problems. The Cen-

ters for Disease Control and Prevention considers any lead level of 10 micro-

grams per deciliter or above to be abnormal, and it should prompt a search for

the source of the lead. Higher levels, usually of 40 micrograms per deciliter or

above, may cause more side effects such as anemia. Extremely high levels of 60

micrograms per deciliter or above may cause worse problems such as behavioral

changes, regression of newly acquired skills, and most seriously, acute brain tox-

icity with seizures and coma. Obviously, higher levels must be treated promptly.

It is possible to die from the effects of extremely high lead levels.

The pediatrician will probably screen the child for lead routinely when she is

young. You may want to request a lead level at an older age if you think there has

been any possible exposure. If the child tends to mouth everything or to eat

nonfood substances, it is worth having the doctor check a lead level with a blood
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test. If a high lead level is found, various treatments are available. In addition,

efforts must be made to discover the source of the lead and remove it.

Rumination This unusual behavior—which, fortunately, is not very com-

mon—refers to the habit of regurgitating food and chewing it again. This be-

havior is occasionally seen in typically developing infants but is most common

among people with intellectual disability (with or without autism). For the latter

group, it may start at more or less any point in time. Problems related to rumi-

nation can include dental complications, food aspiration (food passes into the

lungs rather than the stomach), and growth problems. To complicate life, gastro-

esophageal reflux may contribute to the problem at least some of the time.

Various interventions can be used to deal with rumination, particularly if serious

medical complications are present. The assistance of an experienced behavior

management professional is really needed to deal with the behavioral aspects of

this problem. He can, for instance, figure out what the child ‘‘gets’’ out of the

behavior and come up with substitute behaviors to teach instead.

Celiac Disease (Gluten Intolerance)

Celiac disease is a disorder of the small intestine. People who have it cannot eat

foods with gluten in them because it damages the lining of the small intestine.

This can lead to malabsorption of nutrients and poor weight gain or weight loss,

fatigue, diarrhea, and discomfort. Other symptoms can at times also be experi-

enced. The disorder can develop in infants and children, but many times it is not

diagnosed (and possibly may not develop) until adolescence or adulthood.

In recent years, it has become easier to screen for celiac disease. As a result,

it is now known that celiac disease is much more common in the general pop-

ulation than previously thought. Some studies report as many as 1 in 133 peo-

ple in the United States have celiac disease. Children with autism are no more

likely to have celiac disease than typical children, but because more people in

general are being diagnosed, there will also be more people diagnosed who also

have autism.

Gluten is a protein that is found in wheat, rye, and barley, and sometimes oats

(if they have been contaminated with wheat). These substances are found in a

wide range of foods. Treatment for this disorder requires avoidance of all gluten

in the diet. This usually requires the help of a dietitian or nutritionist, at least

initially. Some people with gluten intolerance also have lactose intolerance be-

cause of the damage that the gluten has done to the small intestine. This will

improve as the intestine heals.

If there is a suspicion that the child may have celiac disease, the pediatrician

can do a blood test to assess the likelihood that the child has the disorder. To
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definitively diagnose celiac disease, however, a biopsy (sample of tissue) needs to

be taken from the child’s small intestine while she is either sedated or under

anesthesia. Testing needs to be done before the child starts on a gluten-free diet,

or her intestine may heal before the biopsy can confirm that it has the damage

typical in celiac disease.

Coping with theEmergencyDepartment

and theHospital

Dealing With the Emergency Department (ED)

In dealing with an emergency, remember that all the doctors, nurses, and other

health care professionals want to provide quality care to your child and indeed to

all patients. Unfortunately, they often have little experience with children with

autism and related disorders and often are working in a very fast-paced and busy

setting. Not surprisingly, the combination of inexperienced staff and an overly

stimulating environment can increase the child’s anxiety, complicating visits to

the ED.

As with other areas of medical care, parents or adults with the child have an

important role in this process. Parents have to be persistent and effective advo-

cates for their child when dealing with the ED, and can be assertive and helpful

without being hostile and overbearing. Obviously, in an acute emergency, the

health care professionals will do whatever is necessary to manage the situation.

That is, if the child is not breathing or her heart is not beating, resuscitation may

have to be carried on. This requires the full attention, effort, and energy of all

the ED, and parents or other adults will probably have relatively little role in

the process.

More typically, however, the problem is one of an acute illness or injury that

is not really life threatening. Many of the same considerations come into play in

the ED as in other settings. For example, as with school programs, children with

autism often do better in situations where there are fewer distractions—a quieter

and less distracting room is better than a busy and overstimulating one. Similarly,

although there will be many people around the ED, it will be better if you and

the child interact with as few of them as possible. Hopefully, the ED staff will pay

close attention to the information that you can give them. Keep in mind that it’s

easy to overwhelm them with information. The important things to be able to

tell them are that the child has autism or a similar disability and that you are the

parent and know the child’s medical history. Use of a MedicAlert bracelet can be

helpful (in case parents are not around). The school should have basic informa-

tion that needs to be conveyed in the event of an emergency, and the school

nurse can be helpful in being sure this is collected and available if needed.
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If there are important issues such as allergies to medications, information rele-

vant to the current emergency, or chronic health care problems, this should be

communicated very quickly and briefly to the ED. The doctors and staff will also

want to know the name of the local primary care physician. This doctor may be

very helpful to you as well. For example, he or she could call ahead to let the ED

staff know you’re coming or talk with the ED staff to alert them to what works

best for the child.

As in the doctor’s office, the doctors and health care providers should be

thoughtful and considerate in dealing with you. Except in a life-threatening sit-

uation, they should introduce themselves to you as well as to the child. If some-

one comes into the room without doing this, you should introduce yourself to

them. It’s important to realize that the staff of the ED may be misled by the

child’s appearance. Indeed, Leo Kanner, in his original report on autism, noted

the ED staff to overestimate levels of functioning. If you notice that this seems to

be happening, let them know. Obviously, if it’s possible, the individual should be

able to answer questions about his injury or illness. More typically, however,

parents or teachers will be the people to do this, particularly for younger indi-

viduals. Again, the primary care provider may be able to provide information by

phone or in person that will help the ED staff.

In a non-life-threatening situation, parents or familiar adults can usually be

present to assist the staff in working with the child. The presence of familiar

people will generally help calm the child, and they can also tell the doctors if,

for example, there are any ‘‘tricks of the trade’’ in working with the person. For

instance, you may know that the child particularly hates having her ears looked

at. If this is so, you may tell the doctor that he or she may want to save this part of

the examination to the very end. If the child has a favorite activity, engaging in

this may help the child feel more comfortable.

Like the child’s regular physician, the ED doctor should be very aware of sev-

eral issues that often cause behavioral difficulties and acute behavioral change,

particularly in doing a physical examination. Problem areas often include exami-

nation of the mouth and ears; unfortunately, these are just the places that can

cause pain and discomfort (from an ear infection or an impacted wisdom tooth).

Indeed, particularly in nonverbal children, problems in the mouth and ears can

often result in acute behavioral change. A child who previously has been in good

control may suddenly begin hitting herself on one side of the head or the other.

This is often a clue that the child is suffering pain in some area.

If the child has breathing problems or allergies, it’s important that the doctor

listen to the chest and consider the possibility of pneumonia or other chest infec-

tion. The doctor will listen to the heart to be sure the child does not have an

unusual heart rate or murmurs. The doctor will want to examine the child’s

abdomen by gently feeling different parts of his belly. The doctor will be looking
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for signs that indicate an acute infection, such as the point tenderness of appen-

dicitis, or other problems. The doctor also may wish to do a rectal examination

to see if the child is losing any blood in the digestive system and to be sure that

constipation or bowel impaction is not causing the trouble.

Particularly if the child has recently fallen or had another injury, the doctor

will also be alert to the possibility that she might have a broken bone or been

knocked out. The doctor will wish to look at the child’s arms and legs to look

for swelling of the joints and so on. The doctor will also be looking for any

problems in the skin, such as rashes or skin infections or any signs of injury. If

the child has seemed to lose abilities over a short period of time, the doctor

will also want to do a careful neurological examination. That involves check-

ing the function and strength of many parts of the body, as well as checking

reflexes with a reflex hammer. It is hard to do a thorough neurological exam

with an uncooperative child, but the doctor will have to do the best that he or

she can.

For girls and women with autism, a gynecological examination may some-

times be needed. It will be very important that the doctor or nurse practitioner

know whether your child has previously had a gynecological examination.

Sometimes, even after a thorough search, the physical examination does not

show any particular disease or evidence of injury. Often, the doctor will then

want to order laboratory tests. These may include things such as analysis of the

urine, a complete blood count, blood chemistry, tests of liver function, an

electrocardiogram, or x-rays. Depending on the circumstance, the doctor may

also wish to look for blood levels of medications your child is currently on. If

your child has apparently ingested something he should not have, the doctor

may also order toxicology screens. These can be either urine or blood tests.

If blood tests are needed, you may want to ask if an anesthetic cream can be

used to numb your child’s skin before the blood is drawn. EMLA (lidocaine/

prilocaine) cream is one brand that is frequently used. It can make blood draw-

ing a much less painful and upsetting process for your child. Unfortunately, the

cream is meant to be applied to the skin an hour before the blood drawing in

order to be maximally effective. In the emergency setting, this is often not

possible.

Occasionally, a new illness will be heralded by an acute change in behavior or

a level of functioning, and again the doctor will be alert to this. If there is a

marked change in the child’s level of consciousness or awareness of the environ-

ment, the doctor may order a computed tomography (CT) scan or conduct a

lumbar puncture (spinal tap) in order to check for bleeding or signs of infection

around the brain.

Sometimes it may be preferable for more invasive tests and procedures such as

the vaginal examination, lumbar puncture, or even treatment of broken bones to
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be done with some degree of sedation. By this we mean that your child can be

given some medication to make her less anxious or somewhat sleepy without

putting her completely to sleep, as happens with general anesthesia. Medications

to sedate your child can be given by the doctors in the ED either by mouth or as

a shot in the muscle or intravenously. If general anesthesia is required, an anes-

thesiologist (a specialist in anesthesia) will be needed and your child will proba-

bly need to be taken to the operating room. This can sometimes take a long time

to arrange.

It is important that the doctor realize that sometimes people with autism have

‘‘paradoxical’’ reactions to some sedatives; that is, they become more agitated,

rather than calm. Consultation with an anesthesiologist may be helpful if seda-

tion is needed. If you know that a particular medicine has been used before with

good results—for example, at the dentist’s—be sure to let the ED doctors know

this. Similarly, if you know that some medicine resulted in a worsening of be-

havior rather than sedation, be sure to mention this. Be sure the anesthesiologist

is aware of any medications that your child is on.

It’s important that the primary care doctor realize that you have been to the

ED and that the staff there communicate results of their assessment and any lab

or other studies directly to him or her.

is a trip to the ed really needed?

Sometimes it will be obvious that you need to go to the ED: The child will

have a dramatic change in behavior, a broken bone, or a laceration requiring

stitches. Other times, you may be unsure how urgent the situation is. For

example, the child may have changes in response to illness that can be diffi-

cult to understand and may be difficult to put into words. That is, you may

notice more irritability, changes in sleep patterns, weight loss, or what may

seem to you to be a change in level of functioning. It is always a good idea to

check with your primary care provider first unless there are life-threatening

problems. He may be able to give you some advice over the phone and/or

see your child in the office, allowing you to avoid a visit to the ED altogether.

Coping with the Hospital

In contrast to visits to the ED, hospitalizations are usually planned in advance.

This gives some opportunity to prepare the child, adolescent, or adult and the

hospital staff for his stay. As a general rule, it is best to try to avoid hospitalizations

if possible due to the stress of having uncomfortable or painful procedures done
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in an unfamiliar environment by unfamiliar health care providers. This means

that whenever possible, tests such as brain wave tests (electroencephalograms),

hearing tests, or minor medical or surgical procedures such as having wisdom

teeth removed, are best handled on an outpatient basis. When this isn’t possible,

a one-day admission to the hospital sometimes can be arranged so the child does

not have to stay overnight. These possibilities should always be explored with

the child’s health care provider.

Sometimes it is impossible to avoid a hospital stay. For example, if your child

has to have her appendix removed or if she has an infection that has to be treated

by intravenous (IV) antibiotics, hospitalization may be mandatory. If it is possible

to anticipate a hospital stay, however, you can at least take some steps to prepare

the child.

Sometimes there is only one option in terms of a nearby hospital, particularly

for less serious problems. At other times, there may be several choices and the

task becomes more complicated. Often, for simpler problems, a community

hospital may be best. These hospitals tend to be smaller, with fewer staff mem-

bers. Often, the environment is less threatening and noisy, and if the hospital is

closer to home, it makes it easier for parents and family members and others

to visit. When problems are more complicated or medical procedures are

more extensive, however, the child will have to be in a larger hospital setting.

The strengths here have to do with the number of doctors and specialists availa-

ble and their expertise. The downside, unfortunately, is that often many different

doctors and staff are involved in the child’s care and the hospital will be much

busier and the pace more rapid.

Especially in a larger or teaching hospital, it’s important for you to identify

which doctor is primarily responsible for the child and work with him or her to

be sure that medical care is well coordinated. Often, the pediatrician or primary

health care provider will be involved on a regular basis. As in working with the

regular doctor, you should never hesitate to ask questions. There may, of course,

be times when either the situation is so urgent or the doctor is so busy that he or

she will not at that point have time to discuss something with you. However, the

doctor should always be able to go over your concerns or questions with you

later. You should be made to feel and should feel that you work with the hospital

staff as part of the team of people who are helping to provide the child with

high-quality health care.

Depending on the individual’s level of understanding, she should be informed

about the hospitalization in advance in a calm way. It usually is not necessary to

go into great detail. It may be helpful for the child to understand a little about

what is going to happen. This is a judgment call based on the parents’ and the

doctor’s knowledge of the child. Sometimes parents manage their own anxiety
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by trying to tell the child more than she needs to know. Again, try to strike a

reasonable balance. Particularly if the admission is an elective one, it would be

good to have the child, adolescent, or adult visit the hospital ahead of time.

They should meet the staff and the doctors, if possible, and even have a tour of

the operating room and recovery room facilities. Use of picture books, photo-

graphs, and other visual aids may be helpful. School staff might also be able to

help prepare the child for the visit. For adults who are more cognitively chal-

lenged, it may be particularly helpful to have an introductory visit—in this case,

as much for the medical staff as for the patient!

Many hospitals have what are called Child Life programs in which a trained

professional will try to help the child understand what is going to happen in the

hospital before he gets there. This is particularly helpful when the child is going

through elective surgery or other kinds of procedures. The Child Life staff mem-

ber may be able to show the child the room where he will go to sleep, the room

where he will wake up, the kinds of materials he will see, and the staff he will

meet. Occasionally, these individuals can be called on if there are adolescents or

adults with developmental disabilities.

Whenever possible, you should talk to staff about ways to add as much famil-

iarity to the hospital stay as possible. You can bring in a few familiar activities,

videos, toys, and so forth. Maybe you can bring favorite music on an MP3 player

or the child’s familiar blanket. If the individual likes to watch his favorite videos,

as is often the case, find out if there is a video or DVD player in the room or if

one can be brought in.

The child should be accompanied by a family member or another familiar

person who is aware of the child’s communicative abilities. This person can be a

teacher, a staff member, or a family friend, as well as a family member. The

availability of this person helps the hospital seem like less of a strange place. This

person can also help negotiate with hospital staff and try to explain, in terms the

child will understand, all that is going to happen. In most hospitals, a parent or

family member can ‘‘room in’’ with the child. This should be utilized whenever

possible. Sometimes hospitals will provide staff members called ‘‘sitters’’ to help

the family. This is a person who can stay with the child if there is no familiar

person available for a time. If this service is available, it’s important that the staff

member have some familiarity with children with autism. Ideally, it would be

someone who can communicate easily with the child by whatever modality she

uses. Sometime teachers, aides, or other school staff (or friends or family mem-

bers) can take over this role. If the child is not yet verbal but can use visual aids,

you can use them to help her have a sense of what to expect—that is, use photo-

graphs to make visual schedules, use pictures to explain what will happen, and

so forth.
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consent to medical treatments

If your child with autism is in his late teens (the exact age varies from state

to state), you need to make sure you understand what your state law says

about giving consent for medical treatment. Once your child reaches a spe-

cific age, the power to withhold or grant consent for medical treatment will

ordinarily pass from you, the parents, to your child. This may not be a prob-

lem if your child has good communication skills and is likely to understand

the need for routine and emergency medical care. However, if your child is

likely to refuse needed medical care due to comprehension or communica-

tion difficulties or because he has an aversion to doctors, you may need to

take steps to retain control of medical decision making for him. Usually,

this involves you, the parents, becoming the legal guardians of your child.

In some situations, it may work well for you to establish some kind of

limited guardianship in which you are responsible only for medical and/or

financial decisions for your child.

If you have questions about medical consent, talk to your family lawyer or

other parents to see what is needed. If possible, discuss the issue with your

son or daughter as well. It is important to do this before you actually need it.

Preparing the hospital staff is as important as preparing the child for his stay.

Hospital staff readily learn to ‘‘tune out’’ all the noises, smells, lights, and myriad

activities and stimulations that occur on the hospital floor. They may not under-

stand that a blinking light can be very distracting for a child with autism. Or they

may not understand why a loud noise coming from a heart monitor may send

him into a frenzy of activity or aggression. If possible, talk to staff about any

potential difficulties the child might have before they occur.

Whenever possible, the hospital staff should know and use the child’s routines

to help her feel more comfortable in this strange place. So, for example, tell

them about the child’s ability to engage in self-care activities, her sleeping rou-

tines, such as the use of music or a story or a favorite object for comfort, and her

favorite recreational activities. If the child is not feeling too unwell, school-based

activities will also be a good way to help her spend some time and engage in

familiar activities. Try to plan these in advance with the child’s teacher.

More and more frequently these days, hospitals are set up for patients to have

single or private rooms. If this is not the case, your child will need to share a

room with another patient. You and the staff should carefully consider who they

put in the other bed in the room. It may be hard for your child to have a fussy

child in the room or someone with many visitors.

Staff should also be educated about any safety measures your child needs. It is

a bit surprising, but in fact the hospital can be a somewhat dangerous place. If
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your child is impulsive or tends to act out behaviorally, are there provisions for

his safety? Questions to consider might include:

� Does she need a room where the windows are protected—for example, so

that she cannot be tempted to throw things out or jump out?

� Does she need an adult in the room all the time?

� Does she need some of the room furniture to be removed?

� Can familiar objects be placed in the room to make her feel more comfort-

able—within reason?

� If the child is self-abusive, does she need to wear a helmet or mittens?

� What behavioral techniques help the child avoid difficult behaviors? What

techniques are most effective? What techniques are less effective?

Parents can help hospital staff immensely by conveying this kind of

information.

Hospital Procedures

At the time of admission, whether it is an emergency admission or an elective

admission that has been scheduled, it will be important to review the child’s his-

tory with members of the treatment team. Be sure also to let hospital staff know

if the child is receiving medications on a regular basis. If he is coming for an

elective admission to the hospital, it is easy for parents to bring along bottles of

medicine. If this is an emergency admission, it’s important that the parent or staff

members have a list of medications readily at hand so that the hospital knows

exactly what medicine the child receives and when. This is particularly impor-

tant if the child takes seizure medications or medicines that help address behav-

ior problems.

Once the child has been admitted, there are several things you can do to make

the hospital experience less traumatizing:

� Ensure that the child feels as safe as possible in her own room. Some procedures,

such as blood drawing, are uncomfortable and whenever possible should

not be done in the child’s hospital room. A treatment room is preferable so

that the child feels as safe as possible in her own room. Everything should

be ready in the treatment room by the time the child arrives, so that the

procedure can be done as quickly and as safely as possible. You or another

caregiver may need to assist with the procedure. If you choose to leave the

room, extra hospital staff may be needed.

� Make sure the child knows what is going to happen. Before beginning, the hos-

pital staff should explain to the child what is involved in as much detail as
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he needs. It’s important in telling children about procedures to be honest.

Well-meaning lies such as ‘‘It won’t hurt’’ cause more trouble in the long

run than the truth. If the child can and does ask whether something will

hurt, tell the truth. You do not have to go overboard on this, but you

should be honest and straightforward.

Preparing the child is especially important when she has elective sur-

gery. Here, the opportunity for her to meet the staff and to see the recov-

ery room and the operative suite of rooms can be very helpful. With the

permission of those involved, you can take photographs, which can be put

in a book that you can review with the child before (and after) the experi-

ence of surgery.

� Create a diversion, when possible. Procedures such as lumbar puncture and

throat culture may present particular challenges. During uncomfortable

procedures, you can sometimes help the child by taking his mind off the

procedure by counting, listening to a favorite story, or talking about the

child’s favorite interests. Using rewards both during and after the proce-

dure may also be helpful. It is very important for parents to try to stay

calm. If the parent is calm, it is more likely the child will be calm.

Some procedures, such as electroencephalograms (EEGs), CT scans, or

MRIs require a much longer period of time. It may be impossible to get a

child with autism to cooperate long enough for these without sedation or

general anesthesia. In our research with MRIs, we use a mock scanner (i.

e., a replica of a real one) for children to use to become familiar with what

it feels like to be in an MRI machine.

� Avoid restraining your child if possible. Sometimes this can be done through

careful preparation, but sometimes children cannot cooperate with proce-

dures and have to be restrained. It is best to avoid this if possible, but when

it is necessary, it is better if a number of trained people are available to help

things go as smoothly as possible. Although it can be difficult to watch,

your child is less likely to hurt herself or others if a number of people hold

her still.

� Reduce pain as much as possible. Sometimes pain or anxiety can be avoided

by premedication. We discussed the use of EMLA cream, sedation, and

anesthesia earlier in the section on dealing with the ED. If you know

ahead of time that a certain medication will be used for sedation, you may

want to try it first at home to see how your child reacts to it. Be sensitive to

the child’s needs. As with other patients, it’s important that hospital staff be

sensitive to the needs of the child and the family. Sometimes children (or

parents) may overhear aspects of conversations that are not necessarily

about them but may be upsetting to them. Usually, it is not good to have
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‘‘secrets’’ from the child—often, these end up not being secrets at all and

they have the potential to backfire in unfortunate ways. Thus, conversations

about the child’s medical care, current medical status, and future procedures

are probably best done outside the room with the parents and doctor first,

and then, immediately afterward, in a briefer and more relevant form with

the child. Of course, all information should be given to the child with tact

and sensitivity. Older and more able individuals can and should be involved

in discussions of their care whenever possible and realistic.

Surgery

If surgical intervention is being considered (unless on an emergency basis), there

should be a careful discussion of the benefits and risks for the child. In consider-

ing the benefits and risks, it is important to realize that surgery has the potential

for disrupting ongoing programs, causing the child some discomfort, and always

has the possibility for complications and infections.

The child’s regular doctor can be very helpful to you in balancing the pros

and cons of surgery. Sometimes the pro is that the procedure is easier to do

when the child is younger or that the problem may become worse as he gets

older. Sometimes the procedure may significantly increase the child’s ability

to profit from educational or other programs. For example, the placement of

pressure-equalizing tubes may allow the child to hear better. Other times, such

as with appendicitis, surgery is not elective but absolutely necessary.

If the child is having elective (i.e., nonemergency) surgery, you fortunately

will have time to explore the various options and prepare the child, as much as is

possible and appropriate, for the experience. As mentioned earlier, the Child

Life specialist will be able to assist you in helping prepare the child for the expe-

rience. Of course, since you know the child so well, you may also have impor-

tant information about her to share with the Child Life specialist. Again, you

might want to take some pictures ahead of time to introduce the child to the

hospital and the staff. You don’t want to be horribly intrusive, but you may be

able to take a few pictures during the visit to use in talking to the child afterward.

Alternatively, if the child can make use of more verbal modalities, Social Stories

might be helpful.

Anesthesia If the child will need anesthesia, try to schedule a time to speak

with the anesthesiologist (a doctor who administers anesthesia) or nurse–

anesthetist (nurse who administers anesthesia) to talk to them in advance about

the child’s special circumstances. These should include his ability to cooperate

and understand, any special fears or anxieties you and the child may have, and

the child’s medical history. Particularly if the procedure or surgery is being done
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in a one-day surgery center or in anticipation of discharge to home immediately

afterward, be sure to listen to the instructions that you are given. For example,

usually the child should not eat for some hours prior to anesthesia.

The anesthesiologist will usually talk to you about the kind of anesthesia that

she or he plans to use. Sometimes anesthesia is ‘‘local’’ (such as when the dentist

numbs up a tooth before putting a filling in); sometimes it is ‘‘general’’ (when

the person is basically put to sleep). Some children with autism may need general

anesthesia for even minor procedures because they may become so agitated

when people try to do anything to them that they cannot be controlled easily.

Other children may do just fine with local anesthesia for procedures such as get-

ting a cut stitched up.

Sometimes a small amount of sedation can help a child be able to use local

anesthesia. Sedation will make the child less anxious, and the local aesthetic will

prevent pain in the area of the procedure. Often, before general anesthesia, some

sedative agent is given to help the child feel less anxious. The question of what

type of anesthesia is something you can discuss with the doctor.

Recovery Room After a procedure or surgery, the child may be moved back

into a recovery room—a special place where nurses and doctors can keep a close

eye on the child until they know that things are okay and that he is awake. Usu-

ally, the child should have seen the recovery room ahead of time (assuming that

this was not an emergency procedure). It will help if you are around and can stay

calm and collected. If possible, arrange for a favorite toy, game, or other familiar

object to be nearby when the child awakens. You should ask to join the child as

soon as is practical after the surgery. As with other things, an ounce of preven-

tion is worth a pound of cure. Try to anticipate problems and discuss the child’s

needs in advance with the staff in the recovery room.

Dental Care

As is true in other areas, an ounce of prevention is worth a pound of cure when

it comes to dental care. Children who have inadequate prevention are at risk

for major problems as they get older. For example, dental pain may cause self-

injurious behavior, and untreated dental problems can lead to other medical

problems—sometimes severe ones. Sadly, some children and some adults with

autism we know are only able to have a dental examination and dental proce-

dures under general anesthesia! The goal should be to try to prevent the devel-

opment of such fears of dental care. Unfortunately, that is not always possible.

Occasionally, dental problems first present themselves as behavior changes in

children and adolescents with ASD. This is particularly common in children

who have more difficulties with communication skills and who have had limited
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ongoing dental care due to their lack of cooperation (sometimes despite the best

efforts of parents!). This may happen, for example, when a cavity has progressed

into a very painful dental abscess. In such a circumstance, the child’s behavior

may gradually, or more abruptly, deteriorate and self-injurious behavior may de-

velop. The self-injurious behavior usually takes the form of face slapping or head

banging and may be quite severe. Sometimes an abscess may be visible on the

face as a swollen and puffy bulge in the cheek, but this doesn’t always happen.

Occasionally, an older adolescent with autism may develop these problems as

the wisdom teeth come in. Younger children with autism sometimes also de-

velop self-injurious behavior (although usually in a somewhat less severe form)

as their teeth come in.

Children with autism and other PDDs are at increased risk for dental prob-

lems due to the same symptoms of autism that complicate other aspects of health

care. These include many of the problems also faced in dealing with going to the

doctor’s office as we discussed earlier in this chapter. They may be particularly

difficult due to the child’s unusual sensitivities (e.g., to the smell or taste or grit-

tiness of toothpaste), difficulties with oral ‘‘defensiveness’’ (an unwillingness to

have things in the mouth), or difficulties with attention (making it difficult to sit

for a long period in the dental chair).

Children with specific diagnoses along the autism spectrum may have addi-

tional dental problems. For example, children with Rett’s disorder who have

problems in eating and swallowing may retain bits of food in the mouth, making

cavities more likely. Children with fragile X syndrome may have specific malfor-

mations such as crowding of the teeth.

Coping with the Dentist’s Office

Most children with autism spectrum disorders should start seeing a dentist

around age 3 unless problems have been noted earlier. A big part of these early

visits to the dentist is to help the child become comfortable with the office and

the dentist. It also gives the dentist a chance to get to know the parents, and to

provide information on dental care and preventative measures such as fluoride.

The dentist may also help think about ways to encourage good dental care

(tooth brushing and flossing).

While all this is happening, the child can (within limits and with supervision)

get more familiar with the office and its operation. A chance to see and maybe

hold the instruments may be helpful. As time goes on, modeling the behaviors

needed at the dentist and with dental procedures can be useful, with parents and

siblings showing the child what to do.

You should be thoughtful and careful in selecting the child’s dentist. Good

sources of information on potential dentists include the primary physician or
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other health care provider, as well as other parents. Some dentists have special

expertise in working with children or individuals with developmental problems.

If the child has difficulty working with a regular dentist, it may be worth trying to

find a pediatric dentist with special expertise in this area; sometimes these dentists

will also work with older individuals who have developmental challenges.

Just as with visits to the doctor’s office, visits to the dentist’s office will go

more smoothly if you try to anticipate potential problems. Sometimes the child

may need to visit the dentist’s office to see it before she is ready to actually begin

having examinations or dental procedures. The use of picture books in advance

of the visit and a visual schedule for procedures may be helpful. Some commer-

cial books are available (see the reading list at the end of this chapter), and you

can make your own as well.

Some dentists, particularly those especially trained in working with children,

pride themselves on taking it ‘‘slow and easy’’ with a new patient with autism.

They will realize that the new situation has many potentially overwhelming

sights and sounds and may be a bit of a push for the child with an ASD. They

may try to work out a program for the child in which they gradually do more

and more actual dental work. For instance, the first goal may be for the child to

just sit in the dental chair and go up and down or sit on your lap on the dental

chair. Next, they may work on having the child tolerate the dentist/hygienist

looking inside his mouth without touching it and so on. This can take time.

You can also talk to the dentist and the dental hygienist about ‘‘tricks of the

trade’’ they may have heard about. For example, some children may not like the

texture or taste of certain toothpastes or polishing compounds (sometimes the

gritty texture makes for special trouble). A patient dentist will be willing to take

the time needed to make the child feel more comfortable because he or she knows

that the treatment will be more likely to be successful in the long run.

Occasionally, particularly for more challenging or painful procedures, the

dentist may want to use sedative medications or other specific techniques (e.g.,

nitrous oxide [laughing gas]) to make them more tolerable for the child. Except

in cases of emergency, you’ll have the chance to discuss these ahead of time.

Keep a couple of things in mind when discussing options for anesthesia or medi-

cation. In general, don’t try something for the first time and expect it to work.

As discussed earlier, some children with autism get more agitated with anesthesia

or premedication. In our experience, when premedication is going to be used, it

may be worthwhile to try a ‘‘test dose’’ at home (or in the dentist’s office) and

see how the child tolerates it.

Sometimes the dentist may want to treat the child in a hospital on a day admis-

sion or in an outpatient hospital facility where anesthesia is available. The dentist

may recommend this for routine examination if he or she has not been able to do

a good exam even after several attempts to help the child be more comfortable.
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tips on dental health

� Start early. Tooth brushing should be started as soon as the teeth begin to

come in. Try to make this an enjoyable game or have a special (favorite)

activity after.

� Try different toothpastes. Different flavors are available. Brushing without

toothpaste is better than not brushing at all!

� Talk to the dentist (also maybe to the pharmacist) about ways to give the

toothbrush a taste that is interesting.

� For children who don’t tolerate the toothbrush, work on a plan to help in-

troduce it.

� Try brushing teeth in front of a mirror. Sometimes children are interested in

watching themselves. You can also try tooth brushing as a family activity

(occasionally children with autism will get into the swing of this).

� If the child won’t brush her teeth, encourage water drinking immediately

after meals (to try to clean out as much food as possible from the teeth

and give the bacteria that cause cavities less food to grow on). You can do

this with a bottle for very young children or through a straw or squeeze

bottle for older children.

� Think about other approaches. Some children like mechanical things

and might be willing to try an electric toothbrush or one of the water

irrigators.

� Avoid foods that are known to cause cavities. This means limiting sweets,

particularly sticky sweets. Some candies are particularly likely to stick to

children’s teeth, such as ‘‘fruit roll-ups’’ and dried fruits such as raisins.

Keep in mind that many drinks have large amounts of sugar as well. Try to

encourage use of other (nonsweet) foods as snacks. For children who re-

ceive foods as reinforcers, try to encourage a range of foods.

� If the child has motor difficulties talk with the occupational therapist or

physical therapist about adapted toothbrushes that may give the child

more stability and control.

� For more able children, ‘‘disclosing tablets’’ (which show areas where

more brushing is needed) might be both helpful and instructive.

You don’t want to turn tooth brushing into a daily battle, but try to turn it

into a regular and routine habit. Flossing can also be started early on for children

who will tolerate this (not all will, but it is worth trying). Fluoride is a chemical

that makes tooth enamel harder and more resistant to decay and is now com-

monly added to the drinking water in the United States. If your water has no

fluoride added or you have well water, you can talk to the dentist about ordering

fluoride for daily use. For some children, sealants can make a big difference in

reducing cavities.
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Immunizations andAutism

In the past, there were many childhood illnesses that almost all children had to

suffer through in order to become immune to them. In the past, many children

died from these illnesses and others suffered permanent brain damage. For exam-

ple, Helen Keller became both blind and deaf as a result of a childhood infection

that today could have been prevented. Now many infectious diseases can be

prevented by vaccination. Some illnesses, such as smallpox, have been elimi-

nated, which is why there is no longer a routine immunization requirement for

smallpox. Other illnesses, such as polio, will hopefully be eliminated in the not-

too-distant future. Sometimes the reason for immunization is to protect the

child from a serious illness; at other times, it may be to prevent the illness in

adults. If a pregnant woman develops rubella, there can be very serious conse-

quences for the fetus. The use of immunizations to prevent childhood illness and

reduce childhood disability and death is a triumph of medicine in the last

century. There are now a number of illnesses that can be prevented through

immunization; this list changes all the time as new immunizations become avail-

able. See the Advisory Committee on Immunization Practices (www.cdc.gov/

vaccines), the American Academy of Pediatrics (www.aap.org), and the American

Academy of Family Physicians (www.aafp.org).

Over the past several years, there has been much concern that autism might

sometimes be caused by the measles immunization in the measles, mumps, and

rubella (MMR) vaccination, or by the mercury-containing preservative thi-

merosal in some vaccines. The measles connection was suggested in a study

in the prestigious British medical journal, The Lancet, in which it was stated

that persistent measles virus could be found in the gastrointestinal (GI) tract of a

very small number of children with autism. It was theorized that this finding in

the gut was somehow connected with a change in the brain, causing the chil-

dren to become autistic. The conclusions of this article were later retracted. The

fear that measles immunization (particularly the MMR combination) could

cause autism led many parents, starting in Great Britain, to refuse the shot for

their children. As a result, there have now been increasing numbers of cases of

measles in Great Britain but, unfortunately no decrease in the number of cases of

autism. Similarly, even though there was no good data suggesting that the thi-

merosal was the cause of autism, it was taken out of all of the vaccines except for

multiple-dose vials of influenza vaccine used for children over 3 years old. And

once again, as with the decrease in the use of the measles vaccine, there contin-

ued to be more and more cases of autism diagnosed.

It is true that some children with autism seem to be doing fine until some

specific event, after which they seem to regress (see Chapter 13). This is not the

case in the majority of cases of autism; however, there are several things that
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make this whole business difficult to sort out. In the first place, it is likely that

the apparent association between an immunization such as measles and the onset

of regression is just that—only an apparent association. They may have occurred

at the same time, but one may not have caused the other. This seems possible

since the vaccine is usually given at a time when parents start to notice possible

developmental problems anyway. A recent report from the National Academy of

Sciences (see the reading list) did not find convincing evidence for the associa-

tion of measles immunization with autism.

A number of well-done scientific studies have now been conducted and do

not support the idea that immunizations cause autism. Studies done around the

world have failed to find good evidence that either the measles vaccine itself or

the preservative might cause autism. For example, in Denmark, the rates of au-

tism increased after the preservative was eliminated from the vaccine. A study by

Taylor and his coworkers (1999) found no change in the rates of autism with the

use of MMR vaccine. Similarly, rates of autism don’t seem to change in sensible

ways in relation to changes in the MMR vaccination formulation. The reading

list provides more information on this topic.

If your child has had an unusual reaction to immunizations or if you are

concerned about the MMR immunization, you should discuss this with your

child’s doctor.

Summary

In this chapter, we reviewed some aspects of health care in autism. We empha-

sized that finding a good health care provider is really important and worth

spending extra time on. We also discussed the importance of helping the child

become familiar with the doctor’s office and office staff and of paying attention

to routine care and immunizations. We advocated for keeping a short medical

summary with the child, particularly if he has any important medical conditions.

Even if he doesn’t, it will be good to have a summary that can be used in case of

emergency. We finished with a discussion of some of the most common medical

problems you may encounter, as well as other disorders that have been associated

with autism.

We also discussed some aspects of illness in children with autism, as well as

injuries, the ED, and hospitalization. Obstacles to effective diagnosis and treat-

ment for children with ASDs include difficulties in communication and unusual

behaviors. There are many steps that you can take to ensure that the child re-

ceives high-quality health care.

Obviously, you want the child to be as healthy as possible. Whenever possible

and appropriate, medical conditions should be treated promptly and thoroughly.

However, sometimes children with autism may have relatively minor problems

364 chapter 10 managing medical issues and problems



E1C10_1 07/04/2009 365

for which treatment may not always be appropriate or a priority. You sometimes

have to decide if the child would be better off suffering the symptoms of a minor

condition, rather than suffering from the cure. To the extent possible and appro-

priate, the child should be involved in discussions about her treatment. Since the

medical care of children with autism is not always cut and dried, it is vital that

you are able to make informed decisions about the child’s care. This is best done

by building a strong working relationship with the doctor and the other health

care providers who are part of the treatment team.
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& questions and answers

1. My daughter is really phobic about going to the doctor. She

freaks out when she sees the stethoscope, not to mention the

thing the doctor looks in her ears with. We get so anxious taking

her to doctors. What can we do to prevent all this?

There are a couple of things you can do. One is to attempt to gradu-

ally have your child become more familiar with medical ‘‘stuff.’’ See if

you can get her a doctor’s kit to play with. Sometimes doctors’ offices

will have old stethoscopes children can see. One of the functions of

‘‘playing doctor’’ for typically developing children is to deal with their

anxieties about going to the doctor. In that respect, your daughter’s re-

sponse may be pretty normal. She may, however, lack some of the abili-

ties to put all this into words. See if looking at some books about going

to the doctor helps. You could also try taking pictures and/or developing

a story about going to the doctor. If the problem persists, talk with the

school psychologist or someone with experience in managing behavior

problems to see if you can come up with a way to make the experience

more positive for her.

2. My husband’s employment recently changed and we have a new

insurance company. It seems like we’ll have to change our son’s

pediatrician since he doesn’t participate. Is this a good idea?

If you have had a good experience so far with your current pediatri-

cian, it is not a good idea. See if you can find out why your pediatrician

doesn’t participate or whether you might have a choice of insurance plans

and still be able to have the same doctor. Although switching of pediatri-

cians is more and more common (for the reasons you mention), it is not a

good idea for someone with chronic medical problems or with difficulties

adjusting to new people and places.
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3. My child hates going to the doctor’s office, so I usually go only

when I have to. Is this a mistake?

Yes, it is a mistake. The more familiar you and your child are with the

office, the less traumatic it will be to go--particularly when your child is

not feeling well anyway. Talk to your child’s doctor and maybe the office

staff to see what they can do to help you (e.g., giving you the first

appointment of the day or giving your child a room of his own to wait

in). Try to go just to get acquainted and have a special treat for your child

waiting at the office. If need be, get the help of a behavioral psychologist

so that you can work out a plan to help your child feel more comfortable.

It will pay off in the long run!

4. Our daughter won’t let anyone brush her teeth, but she doesn’t

do a good enough job on her own. She’s already had two cavities

and had to have general anesthesia to fill them. What can we do?

Children on the autism spectrum can be very sensitive about having

things done in or near their mouths, so this can be a problem. You seem

to suggest that she is at least doing some brushing of her teeth. Try to

encourage this. Talk to her speech pathologist and maybe to the occupa-

tional therapist, as well as the dentist, to think about ways to help her with

doing a better job brushing. Some children like (while others hate) elec-

tric toothbrushes. Ask your dentist about having sealants and/or fluoride

treatments to help prevent cavities.

5. My son has a dreadful allergy to some antibiotics. My wife and I

worry that if he is ever injured and we are not around, he might

be taken to a hospital or doctor who doesn’t know this. What can

we do?

You can do several things. If your child can be persuaded to wear it, a

MedicAlert bracelet can go with him all the time. In any case, your pro-

gram/school staff should all have a basic record of special medical needs.

A copy of this record should travel with your child—to outings, to sum-

mer camp, on sleepovers. If your child keeps a wallet with him, you can

also put a copy there.

6. My child has to have some elective surgery. There is a large teach-

ing hospital about 50 miles away and a community hospital in our

town. Which one should we use?

This really depends on the nature of the surgery. The advantages of

staying in town are pretty obvious, so the question is, are there advantages

to the larger teaching hospital that outweigh these known positives? If it is

a complicated or specialized surgery, has the staff at the larger hospital had

more experience with it? How much of a hassle will it be for you to go to
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the larger hospital? Can you stay with your child in the hospital? Your

child’s pediatrician should be a good person to advise you on this.

7. My child seems to get a lot of colds and infections and runs a fever

when she is sick. Is a fever dangerous?

Your question is really a two-part one. A fever by itself is not necessar-

ily dangerous. A fever is a sign of infection, and, obviously, that is some-

thing that needs to be looked into. But fevers per se are not necessarily

dangerous—unless your child has seizures or the fever is very high and

could trigger fever-related (febrile) seizures. You also mention that your

child has many infections. Has she recently started to go to school or into

day care? Sometimes children who have not previously had many infec-

tions will start to get them when they are exposed to other sick children

(one of the reasons why you should try not to send your child to school or

day care when she is sick!).

8. My child hates taking medicines. Are there any tricks to getting

him to do so?

Here are several ideas to try:

� Give him something that he likes to taste first and then give him the

medicine followed by another helping of whatever it is he likes.

� Similarly, you can mix many medications with foods or drinks that taste

better, but be sure to talk to your doctor or pharmacist to check on this

first.

� Ask your pharmacist if there is any way for him to mix the medicine

in a liquid form that might taste better.

� Parents have told us many different things that worked for their chil-

dren. One parent mentioned having the child suck on a cold Popsicle

to numb the taste buds and then give him the medicine!

9. Are there specific genetic tests for autism?

There are tests for some disorders (like fragile X) often associated with

autism. There are also now a number of genes being studied as potential

causes of autism and it may be that tests for at least some of these genes

will be available in the not so distant future. Knowledge in this area is

changing rapidly. Genetic studies can now look for more subtle changes,

for example, breaks and rearrangements in chromosomes. Talk with your

doctor about current recommendations on genetic testing.
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