Epiror’s NotE: April is National Autism
Awareness Month. Learn more at
autism-society.org/get-involved/
national-autism-awareness-month.

HAVE YOU EVER FELT unprepared
to navigate nursing encounters with
patients with autism spectrum dis-
order (ASD)? If so, you’re not
alone. Many healthcare profession-
als report a lack of self-confidence
when caring for patients with ASD.
In the 1970s, autism prevalence
was estimated to affect one in
10,000 people. Currently, the Cen-
ters for Disease Control and Pre-
vention (CDC) reports that one in
68 children are identified with
ASD. People with ASD have been
appraised to have more unmet
healthcare needs than any other
special-needs population. These
health inequities are primarily at-
tributed to significant socialization
and communication barriers. As the
largest and most trusted workforce
in healthcare, nurses must be pre-
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Interacting with
individuals on the
autism spectrum
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Successful care dependsion
communication with:.patients,
families, and caregivers.

By Jayne Jennings Dunlap, MSN, FNP-C

pared to address this vulnerable
group across all settings throughout
the lifespan.

About ASD
Differences define humans as indi-
viduals, but unlike an outward
physical attribute, ASD is a cogni-
tive processing disorder that isn’t
always detectable by patient ap-
pearance. Scientific advances have
uncovered behavioral variances that
frequently develop during infancy
and may allow for earlier detection
of the disorder. The American Acad-
emy of Pediatrics recommends uni-
versal ASD screening at 18 and 24
months old. Early developmental
changes to cognitive tracking pat-
terns can alter links between areas
of the brain in those with ASD. This
atypical cognitive wiring can make
transferring information from one
situation to another difficult for those
with ASD.

Symptoms of ASD contribute to
challenges in communication, so-
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cialization, and sensory processing.
Some people with ASD demon-
strate repetitive behaviors, restrict-
ed interests, and distinctive learn-
ing styles. These symptoms span

a broad range and are unique to
each patient. (See ASD signs and
symptoms.)

Patients showing signs of ASD
may or may not be diagnosed with
the disorder. Some individuals re-
quire substantial assistance with ac-
tivities of daily living, but others
don’t. Individuals with ASD don’t
necessarily have decreased intelli-
gence; in fact, giftedness may be
present in some children and adults
with ASD.

Despite vast differences within
this population, awareness of simi-
larities (including difficulty commu-
nicating, forming relationships with
others, and understanding abstract
concepts) that are common among
individuals with ASD can augment
and guide nursing practice. Work-
ing with patients and their care-
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givers to identify individualized
strategies is key to optimizing
health outcomes.

Practice partnerships

Nurses should consistently seek
care partnerships with patients and
caregivers. However, this may be
difficult when uncertainties in inter-
personal communication prevent

a clear understanding of defined
goals and guidelines. Patients with
ASD who struggle with social com-
munication may find that requesting
special accommodations is difficult,
so use individualized strategies to
address limitations that create barri-
ers to healthcare.

Individuals with ASD interpret
the world in an exceptional way,
which may contribute to communi-
cation challenges. The burden is on
us to understand them just as they
must try to make sense of a “nor-
mal” world. (See Practice tips.)

Pediatric considerations
Healthcare professionals’ interactions
with children can promote caregiver
compliance with prescribed thera-
pies and treatments. Parents appreci-
ate the rapport nurses build with
their children with ASD. For exam-
ple, caregivers have noted the im-
portance of using their child’s name
at the beginning of every interac-
tion. And when you position your-
self at the child’s eye level, you indi-
cate that he or she is a participant in
care. This inclusion empowers those
who can to contribute during a
healthcare visit. When you provide
these opportunities, you foster a
chance for children with ASD to
practice healthcare engagement.

Adult considerations

Under the Americans with Disabili-
ties Act, nurses must accommodate
the specific needs of patients with

ASD. Use individualized strategies

to address limitations that may cre-
ate barriers to healthcare. Patients

with ASD who struggle with social
communication may find that re-
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ASD signs and symptoms

e avoids eye contact

ers point at them
prefers solitude
does not empathize

does not engage in pretend play

other sounds
fails to initiate play/interactions

normal language (scripting)
e displays restricted, repetitive actions

2015. cdc.gov/ncbddd/autism/signs.html

questing special accommodations is
difficult. The Autism Healthcare Ac-
commodations Tool (goo.gl/iAy7NP)
can help patients create personalized
accommodation reports for nurses
and other healthcare professionals.
Your proactive responses to accom-
modation requests can save time and
resources, improve therapeutic rela-
tionships, facilitate effective health-
care, and help improve health out-
comes for patients with ASD.

Caregiver considerations

A holistic approach prioritizes treat-

ment of the whole person and in-

cludes the family. If a patient with

ASD can’t communicate, ask care-

givers for information about his or

her particular abilities and needs.

Encourage parents, guardians, con-

servators, and surrogates to solicit

the patient’s priorities and values.

If you can’t obtain a plan of ac-

tion, urge healthcare decisions

based on estimates of what pa-
tients with ASD would choose if
they could be involved, and keep
these tips in mind:

e Always acknowledge patients’
presence and assume that they
understand your words, even if
they may not be able to express

Signs and symptoms of autism spectrum disorder (ASD) include:

e displays a lack of interest in others and has difficulty relating to them (absence
of joint attention—the shared focus of two people on one object)

fails to point at objects to convey interest or fails to look at objects when oth-

has difficulty conveying personal needs and desires
exhibits unusual responses to sights, smells, tastes, textures, or sounds

prefers not to be touched or to be touched only on his or her own terms
appears unaware when others address him or her and/or is hyperattentive to

® repeats/echoes words or phrases said, or repeats words or phrases in place of

e has difficulty navigating routine changes
e exhibits loss of skills previously attained (regression).

Source: Centers for Disease Control and Prevention. Autism spectrum disorder (ASD): Signs and symptoms.

understanding. This will help re-
assure the family.

e Know that the pervasive nature
of ASD can be taxing on the en-
tire family.

e Be aware that an ongoing griev-
ing process associated with ASD
may occur within the family.

e Assess family concerns and pro-
vide appropriate support.

e Focus on special opportunities,
not negative life predictions.

e Explore favorable actions rele-
vant to the healthcare visit.

ABCs of behavior
You may not fully understand the
challenging communication and
atypical behaviors associated with
ASD, but don’t dismiss them. All
behavior is a form of communica-
tion. To help overcome communi-
cation challenges, consider the
ABCs of behavior:
e Antecedent—prompting of be-
havior (before)
e Behavior—action/response (dur-
ing)
e Consequence—result of behavior
(after).
For example, if a patient appears
destructive, could he or she be us-
ing behavior to fulfill a need? Don’t
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Practice tips

Keep this advice in mind when caring for a patient with
autism spectrum disorder (ASD).

Appointment guidance
Although special arrangements may not be possible in
emergent situations, strive to:

arrange an informal trip for the patient and family or care-
giver to the healthcare setting before the first appointment
take and share pictures of key facility areas, equipment,
and healthcare staff

allow individuals with ASD to watch a family member un-
dergo similar exams first

ask about healthcare history and previous healthcare ex-
periences

provide extra time to accommodate any additional patient
needs, if possible

share strategies with staff to best communicate and inter-
act with patients with ASD

schedule the patient as the first or last appointment of the
day when possible.

Interaction tips

Explain what you will do before starting any examination
or procedure.

Show the equipment to patients and provide them with
an opportunity to visually explore and touch it.

Provide a picture illustrating what will happen.

Allow caregivers to stay in the room as appropriate.

Communication tips

Speak in short sentences with clear, precise language.
Use concrete, literal words.

Set up a plan (First, then ___ ).

Ask patients and caregivers for specific information, and
avoid abstract questions.

Give exact instructions directly (for example, instead of
asking “Can you stand up?” say “Stand up please.’)

Avoid figures of speech, especially metaphors, idioms,
irony, or words with double meaning.

Be aware that body language and facial expressions may
not be understood.

Praise specific behaviors rather than providing general
praise.

Assess patient understanding. You can ask the patient to
repeat back information, ask it again, or use a fill-in-the-
blank statement as appropriate, which may allow the pa-
tient to answer questions and discuss or indicate items or
experiences (for example, “A part of your body that hurts
is____").

Sensory tips

Meet with patients in a quiet room whenever possible.
Use natural light or dim fluorescent lighting, if possible.
Talk to one person at a time.

Tell patients that you will touch them before you do so.
Avoid unnecessary touching.

Encourage patients and caregivers to bring objects to reg-
ulate sensory stimuli (for example, headphones, sunglass-
es, or sensory toys).

Expect atypical pain thresholds (decreased or heightened).

Patient response

Don’t expect eye contact, especially in distressing situ-
ations.

Allow patients extra time for processing information.
Recognize that patients with ASD may not be able to un-
derstand others’ perspectives but may expect you to un-
derstand theirs.

Stimming (pacing, hand flapping, fidgeting, or rocking)
may be present and is a coping mechanism.

Expect that patients may invade others’ personal space or
require increased personal space for themselves.

put yourself in harm’s way during a
“meltdown,” but look for the func-
tion of a behavior and help the pa-
tient meet his or her own needs ap-
propriately.

In many cases, common medical
problems present atypically in those
with nontraditional communication
or mental functioning. Illness may
appear only as a change in baseline
function or behaviors. Caregivers
are valuable resources to help you
understand normality in patients
with ASD.

When providing care to patients
with ASD, consider a full list of pos-
sible differential diagnoses, including
common psychosocial and medical
causes. Mental illness may be only
one possible cause of aggression or
challenging behavior; many patients
with ASD have undetected or under-
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treated medical conditions that con-
tribute to their behavior.

Ask the following questions:

e What occurred before the patient
became distressed?

e How did others react?

e How did the patient respond to
those reactions?

This analysis can provide insight
into how patients with ASD are at-
tempting to fulfill their needs and
communicate their desires. Consid-
er this example: A patient with ASD
becomes combative in the bath-
room. An X-ray reveals a complete
fecal impaction. Investigating what
occurred before, during, and after
the behavior change leads to suc-
cessful medical treatment.

Creating trust
Use observable interests or fixations
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to motivate patients with ASD to
participate in their healthcare. Be-
fore making demands, take time to
“pair” with patients through their
interests. For example, if a patient
or caregiver mentions a favorite
movie or book, or if the patient is
holding a toy or wearing a charac-
ter shirt, connect with him or her
using these clues. Most adults and
children with ASD are more inter-
ested in predictable patterns or ob-
jects that are grounded in cause-and-
effect logic. Pairing helps create logic
and trust.

Facilitate information exchange
in a manner consistent with the
patient’s ability to communicate.
Communication skills vary between
modes of communication (for ex-
ample, written vs. spoken lan-
guage), and differences can exist
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between receptive vs. expressive
communication. Some patients may
understand spoken language but
aren’t able to speak. Others may
speak fluently but can’t accurately
process auditory information, or
they may simply repeat words
they’ve heard. Consider using sup-
portive or alternative communica-
tion, such as picture-based systems,
text-based systems, sign language,
or other signs or behaviors. These
systems may be stand-alone or ex-
ist as programs on tablets, smart-
phones, or paper.

ASD treatment

ASD has no cure. However, early
detection and intervention with
evidence-based treatments can
positively affect outcomes. Ap-
plied behavioral analysis (ABA) is
an evidence-based treatment that
uses behavior science to motivate
learners by breaking down com-
plex tasks into smaller steps. Prin-
ciples used in ABA address the
core deficits of ASD and teach
communication, socialization, and
adaptive skills. ABA therapy bene-
fits children and adults with ASD
and includes caregiver training to
ensure consistent and lasting im-
provement. To find a credentialed
ABA provider near you, visit
bacb.com. Collaborative treatment
with other disciplines, such as oc-
cupational and speech therapy,
has been shown to help patients
with ASD acquire skills.

The goal of ASD management is
to maximize functionality, improve
life quality, and promote independ-
ence. Nurses are a vital part of this
process. Advocacy and resource
sharing increase healthcare access
and treatment, reducing health dis-
parities for those with ASD.

Importance of early intervention
Perceptions of ASD are shifting,
evolving from a lifelong condition
with a poor prognosis to one in
which significant developmental
gains are realized into adulthood.
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Providing early childhood experi-
ences that enhance learning im-
proves developmental and cogni-
tive trajectories.

The CDC recommends that care-
givers first visit their child’s health-
care provider, who can make refer-
rals to specialists for evaluation and
confirmation of ASD. Simultane-
ously, caregivers should call their
state’s public early childhood sys-
tem to request a free educational
evaluation. This call doesn’t require
a referral or a medical diagnosis.
The Early Childhood Technical As-
sistance Center, a premier resource
for understanding the Individuals
with Disabilities Education Act, pro-
vides state-specific early childhood
special education and early inter-
vention information (ectacenter.org/
contact/619coord.asp).

Looking ahead

Nursing pioneer Dr. Loretta Ford
(cofounder of the first nurse practi-
tioner program) recently stated,
“The art of nursing, perhaps more
than the science, offers vulnerable
groups something they need most:
hope. The use of our presence with
all its holistic emotional intelligence,
caring, compassion and competence
tells people that they are valuable
and valued, unique, and worthy fel-
low human beings. Transformations
can occur if vulnerable individuals
are encouraged to find, focus and
harness their strengths. As nurses,
we can help them become invigor-
ated, energized and emboldened to
determine their future for them-
selves in health and in life” (email
communication, April 2017). One
interaction at a time, nurses can
successfully advocate for individuals
with ASD. *

Visit americannursetoday.com/?p=39303 to
view a list of selected references.

Jayne Jennings Dunlap is a family nurse practitioner
at Baylor Scott and White - Belton South Family
Medicine Clinic in Belton, Texas, and a doctor of nurs-
ing practice student at Texas Christian University in
Fort Worth.

FREE Online Course

Screen & Intervene:
Addressing Food
Insecurity Among
Older Adults

Hunger is a
health issue.

People experiencing food
insecurity are more likely to
suffer from chronic
conditions such as
diabetes, heart disease and
depression. In just 60
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