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Pain Assessment of Children with Autism Spectrum Disorders
Elizabeth Ely, PhD, RN,* Mei Lin Chen-Lim, MSN, RN, CCRC,* Kate M. Carpenter II, MEd, CCLS,†
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ABSTRACT: Objective: Pain assessment of individuals with autism spectrum disorder (ASD) is largely un-
explored. The core deficits of ASD may interfere with this population’s ability to effectively use traditional
pain assessment tools. Accurate pain assessment is essential to providing quality care. The objective was to
illuminate barriers to pain assessment in children with an ASD, describe novel methods to communicate
about their pain experience, and identify vocabularies that hold meaning with respect to pain to better
understand pain from their context. Methods: Qualitative descriptive study using semistructured interviews
including interactive electronic technology to enhance communication. Subjects included children aged 6 to
17 years with ASD experiencing acute pain after a surgical procedure at a large urban tertiary children’s
hospital. Results: Based on the analysis of 40 interviews, participants consisted of 34 (85%) male, 29 (72.5%)
non-Hispanic white with mean age 11.75 6 3.36 years (range: 6–17). All subjects were able to describe and
locate their pain but required a variety of approaches. Assessment preferences included minimal time spent
focusing on pain and simplistic language and actions using terms familiar to each subject. Notably, subjects
were able to reliably demonstrate understanding of graded response and seriation. Parent involvement was
essential, both in helping interpret the child’s needs and providing trusted support. Conclusions: Some
children with ASD require an alternate interactive approach to pain assessment. Individualized consideration
and estimation of pain assessment methods for use in this population may provide more meaningful
interactions, ultimately guiding better pain management interventions.

(J Dev Behav Pediatr 37:53–61, 2016) Index terms: pain assessment, pain management, autism spectrum disorder, children.

Accurate and reliable pain assessment of individuals
with autism spectrum disorder (ASD) is largely un-
explored. Given the core deficits of ASD may signifi-
cantly interfere with the ability to use traditional pain
assessment tools, a better understanding of how this
population relates their experience of pain to providers
is essential for quality care. Although accommodations
have been adopted to enable successful pain measure-
ment among specific disabled patient groups, including
those with cognitive impairments and nonverbal indi-
viduals, these methods do not address the particular
challenges common to those with ASD.1–5

ASD is a developmental disability grounded in disor-
dered communication and socialization.5 Individuals re-
veal a spectrum of vulnerabilities limiting effective

communication and social participation. Pragmatic lan-
guage delays, including impaired ability to match dialog
with context, deficits in using communication for social
purposes, difficulty following common rules of conver-
sation, and less developed appreciation of nonverbal
communicative behaviors complicate how individuals
with ASD share emotion. Children with ASD may have
trouble processing information reflected in the facial
expressions of others.6 This social communicative deficit
may explain why children with ASD seem to demon-
strate less outward reaction to pain or pleasure; limited
interest in social reciprocity tempers otherwise recog-
nizable displays of emotion in this population, including
that of pain.7,8 However, the absence of discernible
behaviors that typically indicate pain does not reflect an
absence of pain perception.9,10

Increasing numbers of patients seeking health care
carry a diagnosis of ASD, with a rising prevalence of this
constellation of developmental disabilities.11 Providers of
medical services are largely unprepared to accommodate
and adapt practices to the needs of these individuals. Also,
many medical conditions co-occurring with ASD require
highly specialized evaluations and interventions within
a hospital-based setting. When children with ASD en-
counter the health care environment, accurate pain as-
sessment is essential to providing quality care. This study
aims to identify barriers to pain assessment in children
with ASD and describe methods to communicate about
their experience of pain. Specifically, we sought to
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identify a vocabulary familiar to this population that holds
meaning with respect to pain and to better develop our
understanding of pain among individuals with ASD.

BACKGROUND
Self-report, parent perception, and provider estima-

tion of pain in children with autism spectrum disorder
(ASD) are vulnerable to misinterpretation and inaccur-
acy.10,12 This influences quality of care and may con-
tribute to disparities in services received by this
population. Both diminished capacities to relate an ex-
perience of pain by affected individuals and limited un-
derstanding by providers of what motivates atypical
behaviors among children with ASD impact desired
comprehensive assessments and appropriate treatments
within health care systems.

Self-report of pain among individuals in all patient
populations assumes a capacity to understand and the
ability to accurately and effectively use words to describe
pain. Also, pain assessment scales largely rely on an un-
derstanding of the concept of a graded response (e.g.,
a visual analog scale of 1–10), interpreting pictorial rep-
resentations of facial expressions displaying subtle dif-
ferences of emotions and identifying with one of them
(e.g., Wong-Baker FACES scale13),14,15 referencing past
experiences to lend perspective to current pain events
or seeking caregiver estimation of pain (e.g., revised
FLACC).16,17 Each of these methods fails to recognize the
social-communication deficits inherent to ASD that may
influence the reliability of the pain assessment tools.

Children as young as 4 years of age are able to com-
municate about pain intensity, character, location, and
methods of relief through drawings, self-report pain tools,
and play.15,18 Studies suggest that self-assessment of pain
in developmentally disabled children is tenable,19 but
cautions that cognitive abilities, attention, and behavior
are compromised by the experience of pain.17,20,21 It
stands to reason that children with an ASD who attend
school and are able to communicate through words,
symbols, or actions could provide some information about
the pain they feel. The challenge then is to adapt existing
pain assessment tools using what we know about the
differences a child with autism might experience when
trying to communicate about pain. For example, children
with ASD may experience lengthy distress because of
difficulty in shifting attentional focus away from a recent
upsetting event (e.g., injury) and perseverate on what
happened rather than identify the pain they feel. In ad-
dition, many children with ASD have characteristics, such
as comorbid anxiety, a more concrete or limited language
repertoire (making word choice important during con-
versations about pain, e.g., “how uncomfortable are you”
or “how much does it hurt”), difficulty appreciating, and
conversing about abstract emotions, challenges with
pairing cause and effect, and diminished understanding of
socially appropriate pain behaviors.10,12,20

Evidence from published research and our clinical ex-
perience support the need to closely examine effective

methods for pain assessment in children with ASD. As
with children who are cognitively impaired, children with
ASD may require alternative methods to assess their pain
so that effective interventions can be provided.

METHODS
Population

A convenience sample of 40 patients aged 6 to 17
years with verbal communication skills commensurate of
a typical 6-year-old child diagnosed with autism spec-
trum disorder (ASD) (such as autism, Aspergers, perva-
sive developmental disorder) and admitted for scheduled
surgery were included in the study. Patients scheduled
for an invasive surgery requiring general anesthesia (e.g.,
pectus repair) or admitted through the emergency de-
partment at a large urban pediatric tertiary care center
were screened for eligibility either during preadmission
testing or soon after admission to the surgical service.
The diagnosis of ASD was based on electronic medical
records (entered as ICD 9 by institutional provider or
identified within medical records at the time of study
enrollment) and corroborated by the child’s parent at the
time of consent. Participants’ verbal communication skill
was screened by investigators (E.E. and K.M.C.) using
a brief questionnaire (Table 1) created in consultation
with institutional speech, language, and autism special-
ists. Language proficiency at 6-year-old level is required
to use the study procedure assessment tools.13–15 The
institutional review board approved the study.

Design
This was a qualitative, descriptive study based on

semistructured interviews completed during an acute

Table 1. Evaluation of Language Skills

Questions for the Parents

Does your child communicate verbally?

Does your child answer questions about how they feel, what
happened in a situation, or what they are doing?

Does your child reliably and consistently answer yes/no
questions?

Does your child talk about their feelings or can they describe
what someone else might be feeling, such as if someone else
gets hurt or is sad?

Does your child take turns in conversations with back and forth
questions, comments, and answers?

Does your child request help or medicine when they are in pain
or when they need something?

How has your child expressed pain to you in the past?

What words/vocabulary do you use at home to talk about
something that hurts?

Does your child understand or express different amounts or
quantities of something, such as “a lot,” “a little,” “none,”
“better,” “worse”?

Does your child understand why they are coming to the
hospital/having this procedure/surgery?
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postsurgical hospitalization (Table 2). During the in-
terview, published pediatric pain assessment tools and
iPad (Apple, Cuppertino, CA) applications were used to
scaffold the dialog13–15 (Table 3). Interviews were con-
ducted after establishing that participants had a concep-
tual understanding of both a graded response and
seriation, as these are requisite cognitive skills for using
self-report pain assessment tools. The understanding of
seriation or a graded response was established by asking
the subjects to order a series of circles increasing in size.
This Piagetian seriation task is accepted as a measure of
cognitive maturity needed for meaningful use of tradi-
tional pain self-assessment tools.14,22 Successful comple-
tion of23 this task consists of the correct sequencing of

figures from the largest to the smallest. Positive respon-
ses to the seriation task provided some confidence in the
subjects’ ability to be able to discuss commonly used and
validated pediatric pain assessment tools during the in-
terview process.15

After consent, a folder with study questionnaires was
left with parents/guardians to complete at their conve-
nience. Study questionnaires included demographic in-
formation and the Social Responsiveness Scale (SRS),22

a validated tool to help measure traits specific to ASD.12

Interviews took place in patient rooms at times con-
venient to the family and treatment team. Subject inter-
views occurred within 1 to 7 postoperative days, with
most occurring postoperative Day 1 (mean, 1.05 days;
median, 0.5 days; SD, 1.7 days). The interviewer (EE or
KC) explored the subject’s understanding and experi-
ence of pain, and familiar means of communicating
about pain. The interview typically started by asking the
patient to identify with a painful occurrence (the reason
for admission and/or current pain status with location
and descriptors). Interviewers attempted to differentiate
physical pain from coexisting anxiety, fear, and nausea
using a variety of approaches and noting nonverbal
communication such as attentional distraction and wor-
ried facial expression. Usually pain location and
descriptors were discussed first in each interview. Sub-
jects were engaged in a conversation about pain through
use of selected interview tools (Table 3). All interviews
were recorded, transcribed, and coded based on de-
scriptive and qualitative content analysis techniques.24–26

Analysis
Analysis of data included descriptive statistics and

qualitative interview data. Standard descriptive summa-
ries were reported for subject demographics. Results of
Social Responsiveness Scale (SRS) questionnaires were
scored and compared with published norms for children
with ASD. The interview data were analyzed using
qualitative descriptive and content analyses methods.24–
26 Transcripts were reviewed throughout the study, and
saturation was achieved with 40-completed interviews.

Qualitative descriptive analysis was used to analyze the
transcripts of all interviews to code like responses into
categories and themes. Field notes generated during the
interview were also transcribed and coded. All members
of the research team took part in the analysis process.
Each member reviewed transcripts independently then
joined in team meetings to discuss and compare codes
and categories until consensus was reached.

Qualitative content analysis was used to code specific
responses to questions from the interview such as sub-
ject opinions about the pain scales presented and
methods subjects discussed as helpful to manage their
pain. Responses were coded and counted by subject to
determine (1) the frequency of use of specific words or
phrases to refer to pain, (2) preference for a pain as-
sessment tool, and (3) favored means to help man-
age pain.

Table 2. Semistructured Interview Guide

Questions to Elicit Information About Pain in Children
with ASD

1. Can you draw a picture of some pain or hurt you have had?

Tell me about the picture.

What were you thinking of when you drew the picture?

2. When you don’t feel well how do you tell someone?

What words do you use to tell someone about your hurt or
pain?

3. When you feel hurt or pain what do you do to make yourself
feel better?

4. How do you feel right now? If child says ok, no pain now,
then discuss with the child the reason for being in the
hospital, for example, surgery, fracture. If ER visit: When you
came into the hospital how did you feel? OR if surgical
admission, How did you feel when you woke up after the
surgery?

5. Can you show me/mommy/daddy what hurts?

6. What does the word hurt mean to you? Is that the same as the
word pain?

7. Here are some pictures of children doing stuff, do any of
these pictures seem to show the child is hurt or feeling
pain? Would show pictures of a child eating ice cream;
smiling; a child holding their head with an expression of
pain; a situation with a child falling down and skinning
their knee

If the child indicates one picture versus another, then ask,
what do you think this child is feeling? Or if that child
were you how would you feel?

What words would you use to talk about these feelings if it
were you?

Additional Approaches for Questioning the Child with
ASD

Are you hurt?

What happened?

How do you feel? Or how does your arm, leg, belly, etc., feel?

What will make your ____ (Part of body) ___ better?

Fill in the blank. “It hurts when you/I ____” “It’s better when
____” (this format can work very well for many children with
ASD)
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RESULTS
Population

From July 2012 to December 2013, 47 children were
enrolled in the study (Fig. 1). Study analysis was based on
40 children who completed the interview and ques-
tionnaire procedures. See Table 4 for summary of subject
demographics. Most subjects were white males with di-
agnoses split evenly by thirds; autism, pervasive de-
velopmental disorder, and Aspergers. Participants
demonstrated a range of engagement during interviews
as predicted by the Social Responsiveness Scale T-Scores
with more than half within the severe impairment
range.22 Orthopedics and ear, nose, throat were the most
common surgeries. The study sample was representative
of the verbal autism spectrum disorder (ASD) population
seen at this institution. The institutional ASD center is

one of the largest in the northeastern US region caring
for more than 3,000 patients with ASD annually.

Qualitative Analysis Themes
Three themes emerged: (1) understanding pain/hurt:

child communication, (2) understanding pain/hurt: par-
ent as interpreter, and (3) what makes pain better. Each
theme included a number of categories illustrative of the
identified theme. A complete list of categories within
themes and participant quotes is presented in Table 5.
An overview of data from each theme follows.

Understanding Pain/Hurt: Child Communication
Most subjects were interviewed within 24 to 48 hours

of surgery with each subject experiencing existing pain
or could readily discuss the pain experienced during
recovery. Word choice mattered when talking about
hurt/pain. Some subjects used sophisticated terms such
as “excruciating” or “annoying,” whereas others used
simpler terms like “bad” or “hurt” to describe their pain
(Fig. 2). “I told them it felt awful, I didn’t like it” (ID no.
17). Many subjects preferred using words to describe
pain instead of numbers.

Generally, children were reluctant to discuss pain.
When asked “what are the best ways to understand pain
in kids?” subject ID no. 7 said, “Don’t ask them all the
time, it makes them mad. But check in to make sure they
are ok.” How children acted, not what they said, was
identified as another important indicator: “Well if I was on
staff here, I would try and see what their facial expres-
sions were” (ID no. 32). Limiting direct questions about
hurt/pain was especially important for subjects whose
anxiety escalated quickly when talking about their pain.
Changes in “usual” behavior were also revealing: “When
something hurts me I stay real quiet with it” (ID no. 29). A
subset of less verbal subjects did not directly talk about

Table 3. Interview Methods Used to Elicit Understanding, Experience, and Communication About Pain

Interview Tools Description
Subject Tool Preference

(N 5 40),a n (%)

iPad application: Doodle A doodle application on the iPad was used to allow the subject to
“draw” pain

iPad application: Body
outline

A body outline on the iPad allowed subjects to color in the area of pain
location; the subject could choose color and line width

8 (20)

Hester Poker Chip tool14,b The Hester Poker Chip tool11: 4 red poker chips are presented to the
subject and described as “pieces of hurt, with each chip representing
a piece of hurt”; one chip represents a little or small amount of hurt and
each additional chip represents a greater amount of hurt; the subject is
asked to choose how many pieces of “hurt” they have at a given time

3 (7.5)

Wong-Baker FACES
Scale13,b

Series of 6 round cartoon faces with a smile as the left most picture
representing “no hurt” to the sixth picture on the left with a frown and
tears coming from the eyes representing the “worst hurt”; the middle 4
faces range from a slight smile to neutral and then frowning face; the
subject is asked to choose the face that best describes how they feel

14 (35)

Visual analog scaleb Straight line 10 cm with no pain/0 as 1 anchor and worst pain/10 as the
right anchor; subject is asked to indicate (by pointing or marking) how
much pain they are feeling

6 (15)

aNote, 9 (22.5%) subjects either had no preference, choose pain descriptors, or could not accurately state preference. bClinical utility, reliability, and validity of the
pediatric pain scales used in this investigation have been endorsed in both systematic reviews,12 and by a consensus panel of pediatric pain experts.28

Figure 1. Study enrollment.
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hurt/pain. They became frustrated with traditional ques-
tioning or interview style when referencing negative
emotions. For many, the iPad provided an alternative
method of communicating about pain (Fig. 3). For ex-
ample, ID no. 28 got teary and visibly upset when talking
about pain. The interviewer was able to use the iPad to
change the focus; the patient became more comfortable
when using the iPad to discuss hurt, seemingly shifting
direct attention from the child to the object.

When asked which pain assessment scale was pre-
ferred, no specific tool was universally chosen. Most
children identified extreme highs or lows when using the
scales offered (e.g., number, faces, or poker chip) to de-
scribe pain. Each subject had an opinion about best ways
to ask children about their pain. Most subjects wanted to

show where their pain was located by pointing their own
body or drawing on a body outline on the iPad.

Understanding Pain: Parent as Interpreter
Although most subjects could talk about their pain,

they often looked to their parent for confirmation. Of the
40 interviews, only 2 were conducted without a parent
present. In those two instances, both the parent and
subject agreed conducting the interview without the
parent present was acceptable. Mothers were present
with 27 subjects, fathers with 3 cases, and both parents
together in 8 cases. For those who were not able to fully
engage in answering questions, parents interpreted
subject behaviors and provided clarification of subjects’
statements.

Historically, parents had to learn that pain behaviors
could be subtle changes or atypical behaviors, for exam-
ple, “restless, not them self.” As subject no. 15 stated, “Tell
my Mom, My mom understands my pain and what I
mean.” Parents served as interpreters of their child’s “pain
words” and behaviors. The mother of patient no. 22
remarked: “He’s a visual learner and puts pieces together,
processes visually which is why the Wong-Baker FACES
scale is best for him to tell about his pain.”

What Makes it Better?
Each subject identified specific means to ameliorate

pain. Parent presence was an important support. Sub-
ject no. 4 talked about how his mother helped him
when he felt bad, “I usually tell Mommy when it hurts,
she can take me to the doctor and give me some med-
icine. and I do a word search to get my mind off it.”
He, and others, also spoke about the importance of
distraction; many subjects worked hard to not talk
about pain and redirect conversation to other interests.
“I take a nap to cope with pain,” said subject no. 9, “I
try to relax when it hurts every time I move. it hurts
worst.” Subject no. 20 spoke about his “grooving”
(moving fingers/hands in front of face) as an effective
coping tool. Similarly, “I was doing a word search to get
my mind off it {pain}. “cause sometimes the medicine
helps but you need other things as well” points out that
combining analgesics with distraction is an effective
pain management strategy. Thirty (75%) subjects men-
tioned distraction was a strategy they used to improve
their pain.

Qualitative Content Analysis Findings
Words used to describe hurt were identified and

summarized numerically as were preferences for pain
assessment scales and nonmedication methods identified
to treat pain. Pain descriptors varied greatly with the
language skills and vocabulary of subjects. The most
frequently used word to describe pain was “hurt” fol-
lowed by “pain” or “cry” (Fig. 2). Other common words
included “sad” and “bad.” “Excruciating,” “horrible,”
“dreadful,” and “cramping” were descriptive terms used
by individual subjects.

There was no consensus among participants for
a preferred pain scale or method to report pain. Fourteen

Table 4. Demographic Data (N 5 40)

Variable n (%)

Age in years

Mean 11.73

SD 3.33

Median 11.5

Gender, male 34 (85)

Race/ethnicity

White/not Hispanic or Latino 28 (70)

Black/not Hispanic or Latino 4 (10)

Othera 4 (10)

Hispanic 2 (5)

Black/Hispanic 1 (2.5)

White/Hispanic 1 (2.5)

ASD diagnosisb

Aspergers 14 (35)

Autism 13 (32.5)

Pervasive developmental disorder 13 (32.5)

Surgery type

Orthopedic 17 (42.5)

Gastrointestinal-related 9 (22.5)

Ear-nose-throat 9 (22.5)

General surgery 2 (5)

Plastics 2 (5)

Neurosurgery 1 (2.5)

Postoperative day to interview, d

Mean 1.13

SD 1.8

Median 0.5

Social Responsiveness Scale, T-Scores

Severe impairment (scores $76) 26 (65)

Mild to moderate impairment (scores 60–75) 10 (24)

Normal (scores #59) 4 (10)

aOther, n: bi-racial 1, German/Mexican American (Hispanic) 1, white/black 1,
unknown/not specified 1. bThe diagnoses predate publication of the DSM-V
and the revised classification system for autism spectrum disorders (ASDs).
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subjects inclined toward use of the Wong-Baker FACES,13

6 prioritized the visual analog 0 to 10 scale, and 3 sub-
jects related best to the Poker Chip Tool.14 Eight subjects
preferred showing where they hurt on a body outline
drawing, 2 believed describing their pain with words
was best, 3 had no preference, and 4 subjects were not

able to thoroughly understand the concepts used with
some of the scales to be able to state a preference (see
column 3 subject tool preference in Table 3).

Interestingly, most subjects had ideas about how to
effectively manage their pain (Fig. 4). Only 1 child could
not discuss this request, whereas for 3 subjects, the

Table 5. Qualitative Analysis by Categories Within Themes and Illustrative Subject Quotes

Understanding Pain/Hurt: Child Communication

Showing where it hurt, point to location on self, mark on iPad
or paper body outline drawing; usually discussed first in
each interview

“Poker chips best way to tell about pain; you can hold them” (ID
no. 20)

Scale/pain assessment tools; no 1 tool was preferred; most
children identified extremes of highest or lowest when using
any of the scales offered (e.g., number, face, or poker chip
scales) to describe pain

Asked what are best ways to understand pain in kids? No. 7 said
“Don’t ask them all the time, it makes them mad. But check in
to make sure they are ok” (ID no. 7)

Child pain descriptors could be very sophisticated
“excruciating,” “annoying,” “frustrated,” “twisting”

“I told them it felt awful, I didn’t like it” (ID no. 17)

Words matter, for example, using the word “hurt” rather than
“pain”; each child had preferred words for pain

“I was actually screaming before, when I did it [broke arm], I was
screaming so loud someone from like 200 meters could hear
me” (ID no. 5)

Children were reluctant to and did not want to dwell on
discussing their pain

“Its {the pain} like as if I came back from battle. although in real
life I didn’t go to war” (ID no. 40)

Change in “usual” behavior may help, but expressions often
not “typical” pain cues

“I hate IVs, They are needles, It bothers me, I have little veins, so
when they take it out will mine be black and blue?” (ID no. 11)

“When something hurts me I stay real quiet with it” (ID no. 29)

Understanding Pain/Hurt: Parent as Interpreter

Parents/caregivers as interpreters of child’s “pain words” and
behaviors help to clarify both the verbal and behavioral
communication of the child

“Tell my Mom” “My mom understands my pain and what I mean”
(ID no. 15)

Historically, parents had to learn that pain behaviors could be
subtle changes or atypical behaviors, for example, “restless,
not themself,” “child had broken leg and we didn’t know
except to see she didn’t use it”

“I sing and I talk to my Mom, she helps me through it [the pain]”
(ID no. 18)

Check with parents about words for pain; most frequently
used: “hurt,” “pain,” “cry”

When you are home and something hurts, you tell your Mom? “I
point to it, show her” (ID no. 9)

Parents can help recognize/interpret pain behaviors and
intervene especially when a child unable to self-regulate or
effectively communicate their pain

“He definitely has the vocabulary for it. but he doesn’t make the
connections sometimes. Putting it [coping skills] into practice is
a little harder” (Dad of ID no. 14)

What Helps to Make Pain Better?

Parent presence “I usually tell mommy when it hurts, she can take me to the
doctor and give me some medicine. and I do a word search to
get my mind off it” (ID no. 4)

Distraction from pain; extremely helpful, children worked hard
to not talk about pain, distract conversation to other interests;
for some, it was difficult to hold attention to topic

I “take a nap” to cope with pain; try to relax when it hurts “every
time I move. it hurts worst” (ID no. 9)

What is acceptable to do when in pain? Crying is ok, children
said: sleep, cry, tell someone, try to think and do something
else, take medicine

[When] “I have a problem with my stomach. So I’ll either rock
back and forth, forward and back, or I just rock side to side or
play technology to get it off my mind” (ID no. 15)

Subjects expressed creative and thoughtful ideas about
methods to decrease their pain

“My grooving” (moving fingers/hands in front of face) (ID no. 20)

“Leave it alone, don’t mess with it, don’t touch. and it will feel
better” (ID no. 6)

“I was doing a word search to get my mind off it {pain}. ’cause
sometimes the medicine helps but you need other things as
well” (ID no. 4)
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question about what helped to manage pain was not
asked. Many of the ideas involved taking medicine, par-
ent assistance, and using a variety of distraction methods
often tied to the subject’s particular interests. Helpful
physical strategies such as application of heat or cold,
positioning for comfort, and nap/rest were discussed by
13 subjects.

DISCUSSION
Verbal children with autism spectrum disorder (ASD)

in this sample discussed their pain experiences and
provided insights into preferred methods of pain as-
sessment and described ways to manage their pain. Al-
though there was great variability in their responses and
engagement in conversation about hurt/pain, each child
provided valuable data.

Current institutional pain assessment practice for
children with developmental disabilities include a dis-
cussion with the parent/guardian regarding the child’s
level of understanding, preferred methods of communi-
cation, and utilization of the revised FLACC (rFLACC)
pain assessment tool.16 Parents/guardians of children
who have perceived limited understanding of graded
response are asked to complete individualized pain
behaviors on the rFLACC tool at the time of admission.

Staff will use the rFLACC pain assessment tool along with
parent input to individualize each pain assessment. For
children with ASD, pain behaviors are often difficult for
parents to identify.

Medical staff and caregivers struggle to confidently
interpret behaviors of children with ASD given their
unexpected affective responses, including lack of tradi-
tional comfort-seeking behaviors. Importantly, behaviors
function as communication, especially when language
skills are limited; reliably understanding behaviors
proves to be challenging. Specific pain-related behaviors
highlighted within the tools adapted for nonverbal chil-
dren with developmental delay or cognitive impairment
include: vocalizations, muscle tension/spasm, and facial
grimace. The large body of evidence supporting pain
assessment of cognitively challenged individuals using
observations of such nonverbal behaviors has not been
validated for use with children with ASD.2–4,16,17 Two
studies27,28 examined the behavior of children with au-
tism during the procedural pain of a needle stick. Both
studies sought primarily to examine the common belief
that children with autism have insensitivity to pain.
Nader et al27 compared children with autism to children
without autism during a venipuncture and found their
facial expressions of pain to be similar. However, parent
report of pain in children with autism was discordant
with the observed behavioral expressions. Baldridge and
Andrasik29 acknowledge reliance of medical staff on
caregiver estimation of pain in developmentally disabled
individuals, but reflect that these caregivers often have
different perceptions about why a person has certain
behaviors.

Children with ASD exhibited an extremely wide range
of behaviors, thoughts, and communicative abilities
when discussing their pain experience. No one pain as-
sessment method was preferred by the subjects. Rather,
a variety of interactive methods and observations were
needed to gain an accurate assessment of pain including
asking about pain location, characteristics, and intensity
in a way that was meaningful to the child. Our work
further supports the call for multimodal pain assessment
to inform priorities in the approach to improve care of
children with ASD.

For this study, the unique relationship between
parents and their child was palpable; many subjects
turned to look at their parent for a head nod or smile to
confirm their responses, and some engaged the parent
seemingly to provide reassurance and support. “I sing
and I talk to my Mom, she helps me through it [the
pain]” (ID no. 18). The father of subject no. 14 stated,
“He definitely has the vocabulary for it. but he doesn’t
make the connections sometimes. Putting it [coping
skills] into practice is a little harder.” Finally, in-
vestigation suggests that parents often underestimate
pain experienced by typically developing children, again
supporting a role for a pain assessment tool accessible
and appropriate to children who have developmental
disabilities.27,30 It seems that caregivers, and providers,

Figure 2. Words to describe pain.

Figure 3. Pain drawing on iPad: ID no. 26, male, 12 years.
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have limited ability to offer surrogate pain assessments
for typical children and for those with ASD.

This study has some limitations. Establishing the ASD
diagnosis for each patient was challenging because we
relied on ICD 9 codes which may have been incomplete.
We used a variety of screening methods to identify sub-
ject diagnosis rather than relying only on the Electronic
Medical Record to address this limitation. Questions used
to recruit eligible subjects (Table 1) potentially screened
out a subset of lower functioning children with ASD;
children who may not have been able to identify discuss
their own feelings or feelings of others. Since the
methodology used in this study was interview based, the
questions used to screen subjects helped identify chil-
dren with ASD who would be most able to successfully
participate. Parent presence during interviews was both
useful and distracting. A few parents actively inserted
themselves into the interview, answering questions as
the subject was forming a response. Both interviewers
were experienced and addressed this issue by gently, but
directly asking parents to allow their child to respond.

CONCLUSION
We sought to advance understanding of ways to ap-

preciate pain in individuals with autism spectrum disor-
der (ASD) by filtering out and highlighting the elements
of traditional pain assessment tools most accessible to
those with social-communication disorders. Our findings
support that among children with ASD, (1) it is essential
to individualize care by learning words familiar to each
child; (2) children depend on their parents to help ac-
curately communicate their feelings and needs with staff;
(3) describing pain is often preferred to using a number
scale; (4) most are able to talk about their pain and how
it feels; (5) locating pain is a favored technique to help
describe pain; (6) facial expressions and body language

often do not match pain scores or descriptors of pain
intensity; and (7) most understand the concept of
a graded response. Improved recognition of pain will
allow for more timely and effective pain management,
comfort, and recovery.
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