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Case Study 

A B was born at 39 weeks
following an uncompli-
cated pregnancy and rou-
tine deli very in 2005.

Between 12 to 15 months, her par-
ents noticed she was not speaking as
much as expected and had a limited
vocabulary. They took her to a pedi-
atrician who was not concerned and
suggested waiting for re-evaluation
at the next visit. At the 18-month
checkup in 2007, AB’s family felt
something was wrong due to her
lack of speech and asked for a refer-
ral to a speech therapist. After two
visits with the speech therapist, an
evaluation with a developmental
pediatrician was suggested. Frustra -
ted, her parents asked why she was
not developing normally. They un -
derstood that the speech therapist
could not officially diagnose AB
with anything that was not speech-
related, but they were looking for an
answer about their daughter’s
delayed speech. What was the thera-
pist suspecting? The answer: Autism. 

AB’s parents found the waiting
list for a developmental pediatrician
was approximately one year. Litera -
ture stressed the importance of early
intervention in potential cases of
autism. How could a year-long wait-
ing list be acceptable for evaluation?
With persistence, AB’s parents were

estimates that 1 in 68 children are
affected by autism, while that number
increases in boys to 1 in 42. According
to the CDC (2016), pre valence in -
creased about 30% from the rate of 1
in 88 last reported in 2013.

Manifestations of communica-
tion and behavioral issues make these
children some of the most difficult
patients to treat. Providers must be
willing to take extra time to look for
issues and become familiar with the
baseline examination of the patient
in order to be able to detect changes
in the future. It is imperative to un -
derstand that patients with autism
communicate nonverbally in many
cases, so it is important to determine
the particular behaviors a child mani-
fests and understand what the patient
is trying to communicate. It is also
important to remember that it is com-
mon for many patients with autism
to have behavioral deterioration in
unfamiliar environments, particularly
when those environments are over-
stimulating. Special toys and treats
that are friendly to children with
autism are essential to have in the
office and may facilitate the effective-
ness of the visit. It is recommended to
have toys that would appeal to a
range of developmental stages be -
cause children with autism may all
differ in this area. Toys such as puz-
zles, figures, cars, and dolls could be
included, but should be able to
accommodate different gross and fine
motor skills as well. 

Because children with autism
have difficulty communicating as
typically developing children do, ill-
nesses will not manifest with the typ-
ical subjective symptoms that would
normally be described in the general

able to get an appointment with a
different developmental pediatrician
about a month later. Just before her
second birthday, the doctor con-
firmed the speech therapist’s suspi-
cions and diagnosed AB with perva-
sive developmental disorder-not oth-
erwise specified, which is an autism
spectrum disorder (ASD) previously
included in the American Psychiatric
Association Diagnostic and Statistical
Manual of Mental Disorders-IV (DSM
IV). This diagnosis has been placed
under the umbrella of ASD in DSM V
and rated according to levels of sever-
ity (Autism Research Institute, 2014).
The family was given information
about behavioral therapy, speech
therapy, and a list of local providers
for those services. No mention was
made about looking for possible con-
current medical issues.

Long thought to be purely psychological in origin, current research lends credence
to the idea that autism has a medical basis. Patients with autism can be among the
most challenging patients that a healthcare provider may care for. Often the pre-
senting symptoms of autism make these patients difficult to examine and may also
mask underlying concurrent conditions. This article reviews some of the more com-
mon conditions found concurrently in the autistic population. 
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Autism 
Autism is difficult to diagnose.

Long thought to be psychiatric in ori-
gin, current research has indicated
autism is a complex medical issue
with psychological manifestations
(Autism Treatment Trust, 2013).
Autism is part of a spectrum of disor-
ders that range from one extreme to
another: patients can be mildly affect-
ed with no apparent disabilities and
be barely distinguishable from their
peers, or they may be severely affected
and require care around the clock.
Each patient has his or her own
unique presentation. The parents of
autistic children will often remind
you, “If you have seen one child with
autism, you have only seen one child
with autism.” The Centers for Disease
Control and Prevention (CDC) (2016)
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population. In addition, these chil-
dren cannot usually communicate
information about their symptoms or
what they are feeling. Examining and
treating patients on the autism spec-
trum involves some detective work.
The medical significance of present-
ing symptoms or behaviors may not
be obviously related. Children with
autism often act out by hurting them-
selves or others because they are in
pain or cannot indicate what is both-
ering them. Parents and direct care-
givers can be very useful in describing
the child’s baseline regarding what is
typical or atypical for the child in
terms of behavior. All organic causes
should be ruled out before the as -
sumption is made that an issue is
strictly behavioral. 

Based on the incidence of autism,
there is an increased likelihood that
healthcare providers will have children
with autism in their practice. Current
research estimates that a full-time pedi-
atrician will have at least 20 to 25
patients on the autism spectrum
(Carbone, 2013) or 11 patients with
ASD per 1,000 in a practice (Will,
Barnfather, & Lesley, 2013). As these
children age, we can expect that pri-
mary care providers will see a corre-
sponding increase in the number of
affected adult patients in their prac-
tices. Research indicates that most pri-
mary care providers feel uncomfort-
able managing a patient on the autism
spectrum, especially severely affected
patients (Carbone, 2013). Both nurse
practitioners and physicians rated
their ability to function as primary care
providers for ASD patients lower than
that of other chronically ill patients
due to the complexity of ASD patients
(Will et al., 2013).

Until recently, there has been a
lack of information available on
autism, and thus, many experienced
primary care providers feel uncom-
fortable caring for patients with
autism and their families. Many older
healthcare providers who are teach-
ing and practicing simultaneously are
also uncomfortable caring for this
population. Few have experience with
managing or treating autism but are
in the position of training new pri-
mary care providers on this subject
(Major, Peacock, Ruben, Thomas, &
Weitzman, 2013). Healthcare provi -
ders who lack experience with autism
would benefit from a training pro-
gram on caring for the patient with
autism that incorporates new research
in this area. Medical education pro-

Healthcare providers must remember
that sleep issues affect not only the
child with autism, but also the pri-
mary caregiver and potentially other
household members. Family mem-
bers who care for these children often
have little respite. Frequent sleep
issues can have a negative impact on
their ability to cope with the stress of
being 24/7 caregivers (Malow et al.,
2012). When family sleep deprivation
is identified to be an issue, the health-
care provider should educate family
members to seek care as needed.

Medications that are available to
assist with sleep have sedative side
effects. Any medication for children
with autism may affect them different-
ly as compared to non-autistic patients
depending on the presence of concur-
rent medical conditions. For example,
children with autism who have mito-
chondrial dysfunction may have diffi-
culty with gastrointestinal (GI) issues
that could interfere with the absorp-
tion of medications (Frye & Rossignol,
2011). When ordering medication,
starting with low doses and titrating
up slowly will allow one to monitor
the child for side effects or other issues.
Many of these children tend to be on
over-the-counter supplements that
may not be monitored by a provider
but still need to be considered for the
possibility of drug in teractions. 

Melatonin has been used fre-
quently for treatment of sleep disor-
ders for patients with and without
autism, and demonstrated to be safe
(Rossignol & Frye, 2011). A recent
meta-analysis pointed out that five
randomized, double-blind placebo
controlled studies demonstrated that
melatonin, an over-the-counter sup-
plement, is safe and effective for
improving sleep in children with
autism (Malow et al., 2012; Rossignol
& Frye, 2011). Research indicates mela-
tonin is the only treatment that has
been shown to have efficacy for the
treatment of sleep problems in chil-
dren with autism (Rossignol & Frye,
2011). It is also clear that simply
improving sleep also improves behav-
ior during the day. Malow and col-
leagues (2012) treated 24 children with
autism ages 3 to 10 years with 1 mg
doses of melatonin and were titrated
based on their responses up to as high
as 6 mg, although satisfactory results
were seen between 1 to 3 mg each
evening. The study showed that the
medication caused minimal to no
adverse effects, with one possible case
of GI upset; no other issues or alter-

grams are adding more robust train-
ing about autism. It is anticipated the
future will show an increase in autism
education, and providers will be bet-
ter equipped to deal with the increas-
ing numbers of patients with autism.

Concurrent Medical
Conditions

Recently, medical research has
demonstrated many concurrent med-
ical conditions associated with aut ism.
Improved awareness of these disorders
can increase the medical professional’s
index of suspicion when evaluating a
child with autism. Below are descrip-
tions of several examples of comorbid
medical disorders that can be easily
missed in patients with aut ism. 

Sleep Disorders 
Sleep disorders are a common

occurrence in the child with autism as
compared to the non-autistic popula-
tion. Individuals with autism may
awaken during the night several times
a week and stay awake for extensive
periods of time (Bauman, 2010). 

Some studies have found an inci-
dence of up to 80% of sleep disorders
in children with autism (Bauman,
2010; Malow et al., 2012), compared
to a lower rate of about 30% for chil-
dren without autism (Bauman, 2010).
Although the exact causes of sleep
disorders in the autistic population
are unknown, many theories suggest
alterations and/or abnormalities in
the biology or chemistry of these chil-
dren. Others suggest a disorder of
melatonin production, dysregulation
of the circadian rhythms, or medical
is sues, such as gastroesophageal re flux
disease (GERD) that lead to sleep
issues and nighttime awakenings
(Bauman, 2010). 

Regardless of the reason or theory
for sleep disorders, it is critical that
children on the autism spectrum get
enough sleep. Lack of sleep can cause
difficulties with attention, training,
behaviors, or functioning during nor-
mal daytime hours, and can interfere
with learning (Malow et al., 2012).
Primary care providers should investi-
gate the possible environmental as
well as medical causes of sleep issues
and rule out disease processes. If any
sleep concerns are identified, the
child needs to have a sleep study or be
referred to a specialist (e.g., sleep spe-
cialist, neurologist) to investigate
potential issues, such as sleep apnea
(Bauman, 2010; Carbone, 2013).
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ations in lab results were identified.
Study outcomes revealed better quality
sleep and improved behavior for these
children in the daytime and slightly
reduced stress for parents of the affect-
ed children (Malow et al., 2012).

Immunologic Issues 
Multiple allergies are common in

children with autism, which supports
the theory of an underlying immune
system dysfunction in this population
(Autism Treatment Trust, 2013). The
combination of food and environ-
mental allergies often results in a
domino effect on other body systems,
evidenced by an inflammatory res -
ponse with elevated serum cytokine
and immunoglobulin E (IgE) levels
(Autism Treatment Trust, 2013). This
is believed to affect the neurological
system in individuals with autism.
Reactions to common food or envi-
ronmental allergies may vary from
local to systemic, and manifest in
some children as behavioral or sleep
issues (Autism Treatment Trust, 2013).
New fields of research investigation
suggest possible connections between
autism and autoimmune diseases
(Autism Treatment Trust, 2013).

The physical examination should
include assessment of usual signs and
symptoms of allergic responses, such
as eczema, Dennie’s lines, allergic
salutes, and/or swollen boggy nasal
mucosa (Cash, 2011). Not all signs of
allergies may be apparent or easy to
isolate in the patient with autism, so
testing for allergies should be consid-
ered if suspected. Blood work can be
done to test for IgE reactions to the
most common allergens. This testing
is useful in detecting sensitivities that
may not be obvious and manifest as
behavior issues. Skin testing for aller-
gies may be considered; however,
many individuals with autism have
sensory processing issues and would
likely not tolerate skin testing that
could potentially cause itching and
local reactions. Current treatment
recommendations for allergies in -
clude avoiding the allergen (if
known), testing for allergens, and
evaluation by an allergy specialist.
Antihistamines may be given to treat
symptoms. Currently, there are no
recommendations for treatment of
allergies specific to the autism popu-
lation in the literature. 

Gastrointestinal Issues 
GI disorders are commonly found

in individuals with autism. Common

Concurrent Medical Conditions In Autism Spectrum Disorders

dard of care for issues such as GERD,
constipation or diarrhea (Buie et al.,
2010). If a GI issue is suspected and
standard treatments have not shown
improvement, referral to a gastroen-
terologist who has experience with
children with autism is recommended.

Neurological Issues 
Seizures may be present in up to

35% of individuals with autism;
about 60% of patients with autism
have abnormal electroencephalo-
grams (EEGs) (Bauman, 2010). Sei -
zures, like autism, have a variety of
presentations. Symptoms can range
from obvious tonic-clonic seizures to
easily missed absence seizures.
Without any clear seizure activity, it
can be easy to overlook seizures in
this population. Screening EEGs are
recommended when seizures are sus-
pected or when there is speech regres-
sion (Frye, Butler, Strickland, Castillo
& Papanicolaou, 2010; Olivie, 2012). 

Autism often involves periods of
staring or repetitive movements that
can make the diagnosis of seizures dif-
ficult. Providers should inquire about
symptoms of seizures, including peri-
ods of staring or eye fluttering, deviat-
ed gaze, and behavior changes that
are followed by excessive fatigue
(Bauman, 2010). Screening EEGs in
this population has indicated some
seizure-like changes without evidence
of observed seizure activity (Bauman,
2010). Treatment with medications,
such as anti-epileptic drugs, has often
been associated with improvement in
behavior and language in this popula-
tion (Autism Treatment Trust, 2013)
and should be considered (Frye et al.,
2010). Referral to a neurologist who
has experience with children with
autism would be appropriate. 

New Areas of Research 
One of the newer developments

in the science of autism includes the
links to mitochondrial disorders.
Guilivi et al. (2010) (as cited in Frye &
Rossignol, 2011) reported that mito-
chondrial disorders may be present in
the majority of patients with autism.
Mitochondrial disorders may also be
related to the clinical findings of
autism and the comorbidities often
found within ASDs, which could
account for the various range of
symptoms (Frye & Rossignol, 2011).

Diagnosis of underlying mito-
chondrial disorders can be difficult
because this requires specialized test-

GI disorders include reflux, colitis/
inflammatory diseases, food intoler-
ances, or symptoms of irritable bowel
syndrome (Autism Treatment Trust,
2013; Bauman, 2010). Loose stools,
undigested food, or abdominal dis-
tension are some of the more appar-
ent symptoms often noted, while
other GI issues, such as colonization
with abnormal bowel flora, may not
be so easily detected without further
evaluation (Buie et al., 2010).

Children on the autism spectrum
may have a “non-celiac” food sensi-
tivity, which tends to be more com-
mon in those patients who have both
ASD and allergies (Autism Treatment
Trust, 2013). They may also have food
intolerances due to sensory issues and
may need intensive feeding therapy
in order for them to receive a healthy,
balanced diet. Many children have a
self-limited diet that may result in
motility issues. Pica is also a common
finding on the autism spectrum and is
may be related to a mineral deficiency
(Olivie, 2012). 

Some food elimination diets,
such as gluten-free/casein-free, have
gained popularity in the autistic pop-
ulation and have also shown some
improvement with GI symptoms.
Current literature does not support
this as a first-line intervention (Cash,
2011) but suggests this diet may be
more effective on a case-by-case basis.
Food elimination diets may alleviate
GI symptoms by removing an un -
known allergen or item that is not
well-tolerated. Theories suggest in -
gesting irritant foods causes inflam-
mation in the gut lining that causes
the membranes to leak, releasing par-
ticles into the body outside the GI
tract (Autism Treatment Trust, 2013;
Malow et al., 2012). 

In 2010, Buie et al. recommended
that GI or other medical issues be
considered when there is a sudden
change in behavior without explana-
tion in a child with ASD. Assessing
the child for GI disorders can be diffi-
cult. Children often present with
unusual discomfort symptoms that
may include grimacing, mouthing/
chewing objects, putting pressure on
their abdomen, hurting themselves,
or being aggressive toward others
(Bauman, 2010).

Treatment depends on identifica-
tion of the underlying GI issue. Some
treatments considered may be food
elimination trials, as well as allergy test-
ing, to look for possible food sensitivi-
ties. Other treatments follow the stan-
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ing. Frye and Rossignol (2011) discuss
the presence of elevated lactate as one
factor indicating underlying mito-
chondrial disorder, and research con-
tinues to identify other biomarkers.
Other means of testing for mitochon-
drial disease include muscle biopsy,
buccal swabs, and serum testing for
mitochondrial DNA abnormalities
(Frye & Rossignol, 2011). The labora-
tories equipped to do these tests are
uncommon, and advanced planning
is often required to package and ship
specimens for testing. Because this is a
highly specialized field, referral to or
consultation with a provider who is
familiar with mitochondrial disorder
is desired for children who need fur-
ther evaluation. It is recommended to
check with insurance carriers to deter-
mine coverage before ordering this
specialized testing.

patient. Parents and family remain
the best sources of information about
what works best and what does not
work (Johnson, Bekhet, Robinson, &
Rodriguez, 2013). Kopecky, Broder-
Fingert, Iannuzzi, and Connors
(2013) suggest a parent/guardian sur-
vey that can be completed on admis-
sion to assist healthcare providers in
determining the child’s needs, includ-
ing expressive communication, recep-
tive communications, what will/will
not be tolerated, how to interpret
behaviors the patient may display,
how to calm the patient, sleep issues,
supervision, and safety issues. 

Communication is different for
each child with autism. Some chil-
dren may use a picture schedule or
visual schedule and others may use a
mobile device, such as an electronic
tablet with communication software.
Careful use of language is necessary as
well. Scarpinato et al. (2010) related
the importance of keeping communi-
cation short and in simpler terms.
Because children with autism often
have difficulty generalizing, they may
only know one word or term to
describe something. For example, if
they know “belly” as the term for
their stomach, if “stomach” or anoth-
er similar term is used, they will likely
not understand it. Children with
autism also have issues reading facial
expressions and other non-verbal
communications; thus, these meth-
ods of communicating are not recom-
mended (Scarpinato et al., 2010).
Children who cannot communicate
effectively often have aggressive out-
bursts that are misinterpreted
(Kopecky et al., 2013). However, there
may be medical causes for these
behaviors, such as pain, that should
not be overlooked. Nurses should ini-
tiate a discussion with caregivers or
family to help facilitate the use of
familiar terms and determine the
most effective methods of communi-
cation for each child. 

Safety is an important considera-
tion as well. Healthcare providers may
think of safety issues for children with
autism only as when they act out or
have behavioral issues. These behav-
ioral issues can include agitation to
more aggressive behaviors, such as
kicking and hitting, which may be
directed at family or healthcare
providers, but can also include self-
injury (Johnson et al., 2013). In some
instances, when children are upset,
allowing them to calm down may be
the best approach (Kopecky et al.,

The Role of the Nurse 
In Caring for Children 
With Autism 

A thorough nursing assessment
of children with autism and their
needs is recommended in any health-
care setting. In addition to the normal
items included in a nursing assess-
ment, Scarpinato et al. (2010) discuss
other important areas to be addressed
in the baseline assessment, such as
developmental level of the patient,
any hypersensitivities the patient
may have, activities that may cause
overstimulation or upset the patient,
what usually works best for the
patient in similar situations, and the
best way to communicate with the

Return to Case Study 
AB’s parents followed up with

the pediatrician regarding the diag-
nosis from the developmental pedi-
atrician. The pediatrician also gave
information about early childhood
intervention programs in their com-
munity in addition to the develop-
mental pediatrician’s recommenda-
tions: speech, occupational therapy,
and behavioral therapy. AB’s parents
researched autism and became con-
nected with some other parents of
children with autism through local
support groups. It was very frustrat-
ing that there was not a consistent,
agreed-upon treatment plan for
autism at that time. Locating doc-
tors who were knowledgeable about
the treatment of autism proved to
be an even more difficult task. With
the overabundance of theories and
misleading information available,
AB’s parents wanted to find inter-
ventions that were evidence-based.
Fortunately, they located a neurolo-
gist experienced in treating patients
with autism who had just moved to
their community. 

The neurologist did a thorough
evaluation, ordered a 24-hour EEG,
and blood tests. EEG results showed
abnormal activity over the speech
areas of AB’s brain, which the neu-
rologist explained could be a prel-
ude to seizures and recommended
an anti-seizure medication. He
explained that even though the
seizures were not fully apparent yet,
they could become more apparent

at a later point. The neurologist indi-
cated the anti-seizure medication
could treat the potential seizure
activity. and help speech develop-
ment when those areas of the brain
were affected. He advised starting
oxcarbazepine (Trileptal®).

After starting this medication,
AB’s speech showed remarkable
improvement. There was a lot of
echolalia, but both the family and
therapists were thrilled. They felt
they had more to work with and
would be able to shape the child’s
speech over time. Her parents felt
the neurologist was the first doctor
who looked at the reasons behind
why AB had autism and identified
some other medical concerns that
could be treated. The serum lab
work repeated on several occasions
came back with a consistently high
level of lactate, which the neurolo-
gist believed was a metabolic issue
and needed further investigation.
Genetics tests later showed an
underlying mitochondrial disorder
confirmed by blood tests and buccal
swabs. This condition is currently
being treated as well.

Six years later, AB has shown
remarkable improvement and con-
tinues to see this neurologist. She can
speak in words and sometimes in
phrases and sentences to make her
needs known. Thanks to the thor-
oughness and persistence of the neu-
rologist, AB has improved exponen-
tially. Had the neurologist not con-
sidered medical causes for what has
long been considered merely a psy-
chiatric issue, AB’s progress would be
very different. Do N
ot 
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2013). Wandering is a common prob-
lem in the autism population.
Wandering and/or eloping from the
inpatient environment is a concern
that necessitates careful supervision
(Kopecky et al., 2013). Nurses should
work with family members to ensure
that children who are at risk for elope-
ment are carefully monitored. Be -
havioral therapy (applied behavioral
analysis) can be effective. This thera-
py consists of a system of reinforcing
good behaviors and extinction of
undesirable behaviors using a reward
system and reinforcement (Johnson
et al., 2013). Rewards and reinforce-
ment vary from child to child and can
include praise, TV time, puzzles,
games, favorite toys, or edibles
(Johnson et al., 2013). Timing of
rewards is just as important as giving
the rewards themselves. Parents (and
behavioral therapists) will give
rewards often to help continually
reinforce when the child is acting
appropriately (Johnson et al., 2013).
Continuing with consistent reinforce-
ment of desired behaviors is impor-
tant. If they plan to use reinforce-
ment, nurses should discuss the rein-
forcement with the behavioral thera-
pist or family to ensure they are fol-
lowing the behavioral plan correctly.

Johnson and colleagues (2013)
state that distracting children with
preferred toys or activities can help to
calm them, and reducing environ-
mental stimulation is key. This stimu-
lation is most often noise-related, but
it can be anything in the healthcare
environment. Limiting the amount of
unnecessary medical interventions is
also helpful (Scarpinato et al., 2010).
Tasks should be broken down into
smaller steps, which can help make
them less overwhelming. However,
they may require a longer amount of
time to complete (Johnson et al.,
2013; Kopecky et al., 2013).

Being flexible is one of the best
things a nurse can do. Children with
autism are so much alike in some
ways and so very different in other
ways. What may work for one child
may be upsetting to another.
Flexibility often means being willing
to try to accomplish something in dif-
ferent ways rather than the way it is
usually done. Taking extra time to
learn about these children and their
needs will help facilitate their care.

Nurses can also assist the family
by creating and maintaining a list of
community resources. These re sources
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in autism spectrum disorders: A system-
atic review and meta-analysis.
Developmental Medicine and Child
Neurology, 53(9), 783-792. doi:10.1111/
j.1469-8749.2011.03980.x

Scarpinato, N., Bradley, J., Kurbjun, K.,
Bateman, X., Holtzer, B., & Ely, B. (2010).
Caring for the child with an autism spec-
trum disorder in the acute care setting.
Pediatric Nursing, 15(3), 244-254.
doi:10.1111/j.1744-64155. 2010.00244x

Will, D., Barnfather, J., & Lesley, M. (2013).
Self-perceived autism competency of pri-
mary care nurse practitioners. Journal for
Nurse Practitioners, 9, 350-355. 

can be used as a starting point for fam-
ilies to help them begin evaluation for
services that can be accessed while
waiting for a formal diagnosis. This list
should include in formation about
local Early Inter vention Pro grams, a
crucial piece of information for fami-
lies. Children can be evaluated without
a diagnosis, and if they meet the con-
ditions for early intervention, they can
often start receiving services long
before they can see a specialist.

Conclusion 
Healthcare providers should be

aware of the concurrent medical con-
ditions that occur with autism.
Children with autism do not have
typical presentations for medical ill-
nesses; careful assessment and atten-
tion should be paid to the subtlest dif-
ferences that occur. The list of differ-
ential diagnoses should be consider-
ably longer, and new issues should
not be merely dismissed as behav-
ioral. Because waiting lists for special-
ists may be very long, it is important
for primary care providers to start an
initial work up, and if possible, in
conjunction with a specialist. Re -
commendations include maintaining
a list of current providers who treat
children with autism both within and
outside the community. As time goes
on and the population of children on
the autism spectrum grows, it is only
a matter of time until a child on the
autism spectrum is encountered in all
nursing practices. 
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