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Abstract
Hospitals, with many features that can evoke severe behavior in patients with autism spectrum disorder (ASD), often use 
restraint as a behavior management strategy. Prior research on restraint in patients with ASD has primarily focused on chil-
dren or specific departments. Twenty-five physicians and medical trainees from an urban teaching hospital participated in 
discussions about experiences managing severe behavior in patients with ASD across the lifespan. Twenty themes emerged 
from thematic analysis of participant transcripts. The five most salient themes included: lack of procedural knowledge with 
restraint implemented by other hospital professionals; alternative strategies to manage severe behavior; negative perceptions 
of restraint; helpful role of caregivers; and limited experience treating patients with ASD, and critical need for training in 
function-based management.
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Severe behavior, such as aggression, self-injury, and prop-
erty destruction, is more common in individuals with ASD 
than their neurotypical peers (Newcomb & Hagopian, 2018). 
The majority of research on severe behavior in individuals 
with ASD is limited to children, and prevalence estimates 
vary widely. Hill et al. (2014) estimate that between 8 and 
68% of children with ASD engage in aggressive and destruc-
tive behavior, while others estimate that as many as 82% 
(Murphy et al., 2009) to 93.7% (McTiernan et al., 2011) 
exhibit challenging behavior. This discrepancy in estimates 
has been attributed to differing operational definitions of 
severe behavior, assessments used, and study participants 
(Hill et al., 2014).

Severe behavior may cause property damage or lead to 
injury of self or others (Kanne & Mazurek, 2011; Newcomb 
& Hogopian, 2018); it can impair social relationships with 

peers, family and community members; and it may also lead 
to social stigmatization (Werner & Shulman, 2013). Individ-
uals with ASD who engage in severe behavior likely require 
more costly healthcare, education, residential, habilitative, 
and vocational services than individuals with ASD without 
severe behavior (Buescher et al., 2014; Hill et al., 2014). In 
addition, severe behavior may interfere with skill acquisition 
and on-task behavior, which may ultimately affect educa-
tional and vocational status and attainment (Deavenport-
Saman et al., 2016; Emerson et al., 2001).

Applying restraint is a common strategy for managing 
severe behavior, despite associated increases in an individ-
ual’s risk of depression, anxiety, and post-traumatic stress 
disorder following restraint implementation (Evans & Cot-
ter, 2008; Friedman & Crabb, 2018). Mechanical restraint, 
which entails using equipment such as arm splints or waist 
straps to restrict movement, may result in skin breakdown 
and difficulties with balance, strength, and gait, loss of mus-
cle mass, and infection (Evans & Cotter, 2008). Use of phys-
ical restraint, in which at least one person uses their body to 
restrict an individual’s ability to move their torso, arms, legs 
or head, is associated with distrust of medical professionals 
(Wong et al., 2020). Both physical restraint and chemical 
restraint, which entails using medication (e.g., Benzodiaz-
epines) to inhibit patient movement and manage emergent 
behaviors, can cause serious injury, functional decline, and 
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even death (Friedman & Crabb, 2018). Restraint can be 
implemented both reactively to manage emergent behaviors 
and proactively to facilitate medical compliance and access 
to medical care (Allen et al., 2009; Kupzyk & Allen, 2019).

Initiatives to reduce restrictive behavior management 
for individuals with ASD, such as staff training, reformed 
organizational policies, and mindfulness-based interven-
tions, are associated with positive outcomes, including 
improved safety and decreased long-term costs (Sturmey, 
2018). Nonetheless, restraint is still used in institutional, 
residential, day habilitation, vocational, and school settings. 
Similarly, although healthcare professionals have identified 
alternative approaches to restraint (e.g., clear communica-
tion, visual cues; Johnson & Rodriquez, 2013), and research-
ers have suggested that physicians should only use restraint 
after all safer alternatives have been exhausted (Blumberg 
& Roppolo, 2021), many hospitals currently use restraint 
to manage behaviors in patients with a variety of diagnoses 
(Schnitzer et al., 2020).

The decision to implement restraint in healthcare settings 
is multifactorial in that patient characteristics, including 
diagnoses; care team’s knowledge, experience and attitudes; 
organizational policies and culture; and physical environ-
ment all interact during split-second decisions about whether 
or not to restrain a patient (Roy et al, 2019). One hospital 
system witnessed a drastic culture shift in how its medical 
providers viewed and used restraint after instituting a pro-
gram that included more expansive training and education, 
goal-setting across departments, multidisciplinary rounds, 
and alternative equipment (e.g., soft belts, arm sleeves; 
Cosper et al., 2015). Although many healthcare providers 
recognize that restraint should be a last resort, researchers 
have reported an increased risk of inappropriate restraint 
use in children with ASD and intellectual disability due 
to limited staff training and knowledge of ASD (Gabriels 
et al., 2012). More recent research indicates that children 
with a diagnosis of ASD and intellectual disability continue 
to experience higher rates of restraint compared to those 
without those diagnoses (O’Donoghue et al., 2020).

For adult patients, alcohol or drug use and psychiatric 
conditions increase the likelihood of restraint. Age, ethnic-
ity, and gender also influence healthcare providers’ deci-
sions about using restraint (Grimes, 2012; Mann-Poll et al., 
2011). One study reported that a majority of restrained 
patients were perceived as a danger to self or others (60.6%) 
or non-compliant or unwilling to follow directions (28.1%; 
Wong et al., 2019). Although these studies present valuable 
information on predictors of restraint, little research specifi-
cally focuses on use of restraint for adult patients with ASD, 
whose acute medical care needs might differ from those of 
other adult patients.

Moreover, many healthcare providers have characterized 
their knowledge and practical skills in treating patients with 

ASD as poor or fair, though mental health providers tend 
to have more knowledge and skills than providers of adult 
medicine and obstetric/gynecological services (Zerbo et al., 
2015). Even neurologists have reported less comfort treating 
adult patients with ASD than adults with other neurological 
disorders (Oskoui & Wolfson, 2012). Similarly, pediatric 
and family physicians have rated their competency treating 
children with ASD as lower than their competency treating 
children with other neurodevelopmental disorders (Golnik 
et al., 2009).

Deficits in knowledge and lower confidence about treating 
patients with ASD is concerning as it may affect physicians’ 
ability to deliver safe and effective treatment to patients with 
ASD. In particular, physicians may over-rely upon restraint, 
when function-based treatments are known to be more effec-
tive (Campbell, 2003; Heyvaert et al., 2014). These treat-
ments are developed by identifying the maintaining con-
sequence (i.e., function) of the patient’s behavior, such as 
access to attention, escape from aversive tasks or stimuli, 
and sensory stimulation (Iwata et al., 1982/1994), access 
to a tangible item (Day et al., 1988), and routine restoration 
(Hagopian et al., 2007). For example, a patient with ASD 
may engage in severe behavior to escape the distress caused 
by bright lights in an exam room. For this patient, dimming 
the lights could be a simpler, safer, more effective strategy 
than restraint. Kupzyk and Allen (2019) reviewed behavioral 
interventions to increase medical compliance, finding that 
graduated exposure and contingent reinforcement are most 
commonly used followed by modeling and prompting, dis-
traction or relaxation, and behavioral momentum. However, 
numerous barriers to implementing function-based treatment 
may exist, including a lack of resources, time, provider 
knowledge, and interdisciplinary collaboration, and concern 
with insurance reimbursement (Mazurek et al., 2020).

As the prevalence of ASD increases (Christensen et al., 
2019), healthcare providers are likely to treat more patients 
with ASD. Moreover, individuals with ASD use hospital 
services more frequently than others. Adolescents with ASD 
alone are four times more likely to visit emergency rooms 
annually than their neurotypical peers (Liu et al., 2017), and 
individuals with ASD frequently have comorbid medical and 
psychiatric concerns (e.g., anxiety, depression, and gastroin-
testinal symptoms) which may necessitate emergency medi-
cal services (Lunsky et al., 2014; van Steensel et al., 2011). 
Further, Lunsky et al. (2014) reported that children with 
ASD commonly engage in severe behavior in hospitals, even 
if their presenting concern at the time of hospitalization was 
medical. For instance, one patient engaged in severe head 
banging due to frustration and another engaged in aggression 
due to an undetected urinary tract infection causing pain at 
the time of the medical evaluation (Lunsky et al., 2014).

Meanwhile, hospital settings can be particularly chal-
lenging for individuals with ASD who experience social 
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communication challenges, sensory sensitivity, and routine 
rigidity (American Psychiatric Association, 2013). A patient 
in a hospital setting may encounter unfamiliar physicians, 
bright lights, loud noises, crowded spaces, and unpredictable 
routines, any of which could evoke severe behavior (Hazen 
et al., 2020; Muskat et al., 2015). In addition, frustration 
surrounding communication with healthcare providers may 
contribute to the occurrence of severe behavior. Communi-
cation challenges experienced by patients with ASD may 
also contribute to physician difficulty understanding and 
interpreting pain, physical discomfort, or signs and symp-
toms of medical conditions in patients with ASD (Broder-
Fingert et al., 2016). Thus, presenting medical concerns 
alone may not predict the level of care an individual with 
ASD and comorbid severe behavior requires during their 
hospital stay.

As a result, some families have developed autism-specific 
care plans (ACPs) to improve experiences of healthcare for 
patients with ASD and their families. These ACPs may 
include communication preferences and strategies, environ-
mental modifications, and safety concerns. Initial research 
indicates that ACPs could help to improve the experience of 
pediatric patients with ASD and their families; however, use 
of ACPs for treating patients with ASD across the lifespan 
and their efficacy across various hospital departments and 
diverse gender and racial groups has not been established 
(Broder-Fingert et al., 2016).

In general, little is known about physician experiences 
managing severe behavior in patients with ASD. Similarly, 
most of the established literature on restraint occurrence 
and predictive variables is focused on those without ASD or 
pediatric patients with ASD. Taken together, the increasing 
incidence of ASD in the United States, higher rate of hos-
pitalization experienced by individuals with ASD, features 
of hospitals that could trigger severe behavior in individuals 
with ASD, and serious implications of restraint compared 
to alternative behavior management strategies indicate a 
critical need for healthcare workers to be prepared to use 
methods other than restraint to manage severe behavior in 
patients with ASD. An initial step toward meeting this need 
is exploring physicians’ experiences in managing severe 
behavior in hospital patients with ASD.

Method

Multidisciplinary focus groups and interviews were con-
ducted with medical trainees and early-career physicians, 
respectively, who work in a large urban teaching hospital 
in the Northeastern United States; such hospitals tend to 
experience the highest rates of patients with ASD (Lokhand-
wala et al., 2012). Discussions focused upon the following 
topics: (a) experiences with severe behavior management 

in patients with ASD, including restraint implementation; 
(b) treatment differences across patients and departments; 
(c) relevant training received; (d) relevant knowledge of 
ASD and behavioral function; and (e) perceived needs. 
This research complied with the American Psychological 
Association Code of Ethics and was approved by Rowan 
University’s Institutional Review Board. Informed consent 
was obtained from each participant.

Recruitment

A total of 22 medical trainees (students, n = 17; residents, 
n = 4) and three early-career physicians were recruited from 
an urban hospital and affiliated medical school via direct 
emails from the research team, emails from hospital leader-
ship and hospital administrators (e.g., Dean, Student Affairs 
Officer, program director, department chairs or heads), and 
posted recruitment flyers. Medical trainees included stu-
dents, residents, and fellows who were currently in or had 
recently completed a rotation in the target departments of 
Emergency Medicine, Psychiatry, Pediatrics, and Neurology. 
Early career physicians (herein referred to as “physicians”) 
were serving in their first 1-to-5 years of post-supervised 
practice in one of the target departments. Departments most 
likely to treat patients with ASD were selected for inclusion.

Participants

A majority of participants were female (68%) and medical 
students (72%). Races included White (52%), Asian (20%), 
Hispanic (16%), and African American (12%). All target 
departments were represented, with many medical train-
ees selecting multiple departments to reflect their rotations 
across disciplines. Primary departments included: Pediat-
rics (80%), Neurology (76%), Psychiatry (76%), Emergency 
Medicine (72%), Surgery (76%), Internal Medicine (76%), 
Family Medicine (72%), and Obstetrics/Gynecology (64%). 
Table 1 presents participant demographics.

Focus Groups with Medical Trainees

Each focus group included six to eight participants, as 
guided by previous health research (Bender & Ewbank, 
1994). Focus group participants were assigned to their 
respective group based on overlapping availability. Two 
trained facilitators co-conducted three virtual focus groups 
using Cisco WebEx® v.40.11.4.15, a HIPAA-compliant 
video conferencing platform. The facilitators were located 
in separate private areas where discussions could not be 
overheard. Facilitators requested that participants join from 
a private and confidential area and that they remain unmuted 
with video cameras on during the entire session. The chat 
feature was disabled to more closely resemble an in-person 
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interaction and to promote active participation. Each focus 
group was audio and video recorded.

At the start of each session, facilitators requested that 
participants only discuss experiences treating patients at 
the hospital from which they were recruited. Any examples 
from other institutions were redirected and were omitted 
from data analysis. The facilitators used a semi-structured 
interview guide with open-ended questions about partici-
pants’ perceived needs with regard to treating patients with 
ASD, their training, and their experiences managing and 
documenting severe behavior and restraint. See Appendix 1 
for the question guide. When the lead facilitator judged that 
the session had reached a point of saturation, and no new 

information or themes were being discussed, she ended the 
session.

One medical trainee had to leave the first focus group 
early due to an unexpected emergency. All other focus group 
members actively participated for the entire duration of their 
sessions, which may be attributed to the online format and 
enhanced perception of anonymity (Stewart & Shamdasani, 
2017) or the relevance of topics to all participants (Malterud 
et al., 2016). Comments from the trainee who left early were 
included in the qualitative data analysis.

Interviews with Physicians

Due to significant challenges scheduling physicians for 
a focus group session, three physicians were interviewed 
instead, using the same structured interview guide.

Autism Stigma and Knowledge Questionnaire

After focus groups and interviews were ended, participants 
(except the trainee who had to leave her focus group early) 
were directed to complete an online version of the Autism 
Stigma and Knowledge Questionnaire (ASK-Q; Harrison 
et al., 2017). The ASK-Q measures participants’ perceived 
knowledge of the core features of ASD, and yields a total 
knowledge score and the following subscale scores: (a) 
diagnosis, (b) etiology, (c) treatment, and (d) stigma. The 
ASK-Q was selected due to its strong psychometric prop-
erties, including high internal consistency (Cronbach’s 
Alpha = 0.88) and test–retest reliability across subscales 
(range 0.93 to 0.98; Harrison et al., 2017). Cross-cultural 
utility of the ASK-Q was indicated by adequate internal 
consistency (Cronbach’s Alpha = 0.72) and high test–retest 
reliability (ICC = 0.86; Harrison et al, 2019). This question-
naire took a median of 3.5 min to complete (range 2.4 to 
18.1 min).

Data Preparation

Recordings of the focus groups and interviews were tran-
scribed for analysis. Participants were described by partici-
pant number with no identifiable information. Transcripts 
were thematically analyzed using the constant comparative 
method of qualitative data analysis (CCM; Glaser & Strauss, 
1967; Strauss, 1987), as the study’s goal included identify-
ing physician experiences and perceived needs, rather than 
provisional hypothesis testing.

Researchers coded transcript data into explicit categories 
to establish theory and highlight salient themes. They fol-
lowed the six phases of thematic analysis in psychology as 
described by Braun and Clarke (2006): (1) becoming famil-
iar with the data, (2) identifying initial codes of interest-
ing ideas, (3) searching for themes, (4) reviewing themes, 

Table 1  Demographics

Department = all current departments/rotations completed. Asterisk 
indicates departments targeted during recruitment. Participants could 
endorse multiple departments to represent current placement or rota-
tions completed
OB/GYN Obstetrics/Gynecology, NICU neonatal intensive care unit, 
PICU pediatric intensive care unit

Variable N %

Gender
 Female 17 68
 Male 8 32

Race
 White 13 52
 Asian 5 20
 Hispanic 4 16
 African American 3 12

Status
 Student 18 72
 Resident 4 16
 Physician 3 12

Department
 Pediatrics* 20 80
 Neurology* 19 76
 Psychiatry* 19 76
 Emergency medicine* 18 72
 Surgery 19 76
 Internal medicine 19 76
 Family medicine 18 72
 OB/GYN 16 64
 Pediatric emergency 4 16
 Anesthesia 2 8
 Student clinic 2 8
 NICU 2 8
 Integrative medicine 1 4
 PICU 1 4
 Radiology 1 4
 Ultrasound 1 4
 Urology 1 4



4416 Journal of Autism and Developmental Disorders (2022) 52:4412–4425

1 3

(5) defining themes, and (6) generating a scholarly report. 
Data were sorted into themes by comparing text to previ-
ous entries or introducing new themes. As themes emerged, 
operational definitions were created and revised. Subthemes 
were used to accurately reflect theme content and facilitate 
consistent coding across the two coders. Data that could 
have been coded in multiple themes were standardized by 
establishing specific rules and exclusionary criteria to pro-
mote interobserver agreement by independent data analysts. 
Interobserver agreement, based upon randomly selecting 
and double coding 33% of each focus group and interview 
transcript was 91.7%. The majority of disagreements were 
omission (77.5%), where one coder missed a theme, and 
the rest were commission, where coders disagreed in theme 
assignment.

To quantify salience within and across participants, the 
total occurrences of each theme was summed for each partic-
ipant and summed across participants (Morgan, 1997). Each 
example or rationale provided by participants was counted 
as one occurrence. A separate occurrence was documented 
once the participant provided a different rationale or another 
participant responded. Revisiting a previous example or 
rationale was counted as a separate occurrence. Participant 
salience for each theme was determined by dividing the fre-
quency of occurrences in one theme by the total occurrences 
in all themes.

Results

Mean duration of focus groups was 115.7 min (range 109 
to 119 min), and mean duration of interviews was 39 min 
(range 36 to 41 min). A total of 20 themes were identi-
fied across all discussions. Table 2 shows frequency and 
percentage of themes by participant status. The mean rank 
order correlation between rankings for each focus group 
and the overall focus group rankings was 0.69 (range 0.46 
to 0.86), representing a strong positive correlation. In the 
first focus group, all 20 themes emerged. During remaining 
focus groups, 19 of the 20 themes were represented. The 
five most salient themes, in order of salience at the focus 
group level included:

1. Trainees are not responsible for managing severe behav-
ior and implementing restraint, and were thus unfamiliar 
with comprehensive restraint protocols.

2. Trainees described or suggested alternative strategies 
used by themselves or others for treating patients with 
ASD and severe behavior.

3. Trainees discussed negative reactions or perceptions 
of restraint by themselves, physicians, caregivers, and 
patients.

Table 2  Frequency and 
percentage of themes by 
participant status

Themes with equal frequency were ranked in order of highest percentages of each focus group
# number of occurrences; % percent of total occurrences

Theme Description Medical trainees Physicians

# % # %

1 Deferred responsibility/limited restraint protocol 60 12.40 19 10.22
2 Alternative strategies severe behavior 48 9.92 17 9.14
3 Negative perception restraint 40 8.26 22 11.83
4 Caregivers helpful 36 7.44 16 8.60
5 Limited ASD experience 29 5.99 4 2.15
6 Internal causes severe behavior 28 5.79 6 3.23
7 Lack of ASD training 28 5.79 9 4.84
8 Observable predictors restraint 27 5.58 23 12.37
9 External predictors restraint 25 5.17 6 3.23
10 Limitations/improvements service delivery 23 4.75 10 5.38
11 Negative description severe behavior 19 3.93 5 2.69
12 Lack crisis training/knowledge 17 3.51 8 4.30
13 Higher tolerance ASD 14 2.89 4 2.15
14 Restraint algorithms 14 2.89 7 3.76
15 Documentation limitations 13 2.69 13 6.99
16 External causes severe behavior 13 2.69 4 2.15
17 Different severe behavior types 13 2.69 2 1.08
18 Proactive medication use 13 2.69 2 1.08
19 Negative perception ASD 12 2.48 3 1.61
20 ASD knowledge 12 2.48 6 3.23
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4. Trainees reported the helpful role of accompanying car-
egivers during patient appointments in the treatment of 
patients with ASD and severe behavior.

5. Trainees indicated limited practical experience treating 
patients with ASD and that experiences may vary by 
hospital department.

Theme 1: Restraint Implementation and Protocols

Medical trainees reported that other hospital professionals 
were responsible for implementing restraint, so they were not 
consistently able to report restraint protocols. Sub-themes 
included: (a) consulting others (i.e., nurses, rapid response 
teams, security, psychiatry, child life specialists, behavio-
ral medicine) to help manage severe behavior; (b) remov-
ing themselves from the situation, (c) observing protocols 
implemented by others (e.g., physicians ordering restraint); 
and (d) noting that protocol knowledge and responsibility 
may vary by status (e.g., resident vs. medical student) and 
department (e.g., increased responsibility of psychiatry in 
restraint protocols). For example, one participant noted, “… 
we have a procedure called … behavior rapid response team 
… for when a patient's behavior is escalated … and I'm not 
sure how often it's used with patients with autism.” Another 
described management of severe behavior as, “having the 
security staff nearby and nurses nearby and technicians who 
are very brave people and can be there ready to assist” and a 
third indicated, “the nurses … are usually the ones to suggest 
[restraint] and then I believe that the physicians have to put 
in the order for it.”

Theme 2: Alternative Strategies to Treat Patients 
with ASD and Severe Behavior

When asked to describe their response to patients with ASD 
engaging in severe behavior, medical trainees reported alter-
native strategies to restraint that they have used personally 
or have observed used by others, and also proposed strate-
gies they would use. Subthemes included: (a) adapting the 
physical environment (e.g., moving patient to a different 
physical location, reducing noise and distraction, reducing 
number of professionals present during appointment); (b) 
changing their medical approach (e.g., calmer/quieter tone, 
altering or forgoing medical assessments, conducting a more 
comprehensive physical examination to avoid undetected 
medical issues, attempting to involve the patient, provid-
ing simple explanations and repetition); (c) using alternative 
equipment, if available (e.g., helmet, pillow); (d) provid-
ing access to attention or tangible items (e.g., active play, 
access to stethoscope) and reduced demands (e.g., allowing 
the patient to engage in special interests and/or repetitive 

behaviors that may otherwise interfere with medical exami-
nations, breaks); and (e) encouraging appropriate behavior 
and discussing reinforcers with the patient. One participant 
commented, “I also try to be really careful to keep things 
like as low stimulation as possible, so bringing my voice 
down, not being any louder than necessary.” Others stated, 
“I think [it] was handled very well by the resident, because 
they did all the things that [the parent] said, made sure that 
the patient got a room away from a lot of the noise”, and “… 
when the physician would talk to the patient, they’d kind of 
talk about what are things that the child with autism would 
want to do after the appointment.” Another shared, “I had a 
little girl and she was on the autism spectrum and she was 
really fixated on my stethoscope, so while I was examining 
her, I just let her just play with my stethoscope and it just 
made things a lot more [sic] easier.”

Theme 3: Negative Reactions and Perceptions 
of Restraint Implementation

Medical trainees shared negative reactions/assessments of 
their own and of physicians, caregivers, and patients. Sub-
themes included: (a) observing patient expressions of pain 
or resistance to restraint, (b) observing patient disinterest in 
further medical care post-restraint, (c) observing caregivers 
having sad or ambivalent reactions to restraint, (d) avoiding 
reporting restraint use to caregivers, (e) having the desire 
to remove restraint, (f) perceiving restraint as restricting 
patient’s rights or treating a patient as nonhuman, (g) per-
ceiving the use of restraint as a last resort, and (h) reporting 
observations of restraint implementation as uncomfortable. 
One trainee reported, “I think her grandmother was with us 
and her reaction was both like she was very sad, but at the 
same time she knew it was the right thing.” Others stated, 
“So now we had to move him and treat him like an animal”; 
“I just remember, like the scared intern watching patients 
get put down and it was like, horrifying”; and “the last thing 
we want to do is put someone down into four-point restraint 
against their will.”

Theme 4: Helpful Role of Caregivers During 
Appointments for Patients with ASD

Focus group participants indicated that accompanying car-
egivers were often helpful in managing severe behavior. 
Sub-themes included caregivers: (a) providing a model of 
how to best interact with the patient for the medical trainee 
to follow, (b) assisting with communication and triggers to 
severe behavior, (c) implementing restraint rather than other 
hospital professionals, (d) distracting patients, and (e) pro-
viding a sense of comfort. One participant stated, “… when 
I'm dealing with pediatric patients in particular, I tend to 
follow suit with the parent or the caregiver, because they 
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know more about that child than I do … they understand 
their communication a little bit better, and so I try to mimic 
or shadow what mom is doing, or dad is doing to kind of 
leverage the child to participate in the exam or interview.” 
Another shared, “Instead of using the papoose, we let the 
mom hold, which we kind of typically don’t do, just because 
it’s like a lot easier to just papoose them, you can place the 
sutures or remove them. But instead, you know, having the 
mom kind of be the restraint there so that we could remove 
the staples.”

Theme 5: Limited Practical ASD Experience 
and Experience Varying by Department

Medical trainees indicated that experience may vary by 
hospital department, and thus, departments that serve more 
individuals with ASD (e.g., neurology and pediatrics) are 
perceived to have more successful patient interactions and 
treatment of patients with ASD. They also noted that treat-
ment of unrelated concerns in patients with ASD does not 
build self-perceived competency specific to treating patients 
with ASD. Participant comments included, “I’ve probably 
only taken care of a handful of patients in ED with autism” 
and “[In] other departments … neurology, or wherever there 
may be other comorbidities where you see autism … interac-
tions were handled better.”

The remaining 15 themes are grouped by categories for 
ease of discussion.

Category A: Training, Knowledge, and Treatment 
Specific to ASD (Themes 7, 19, 20)

Focus group participants indicated that medical school train-
ing included only a few lectures and/or didactics about the 
core features of ASD; they identified formal training in ASD 
as a gap in their curriculum. They reported that most of their 
knowledge about ASD was gained through direct patient 
experiences, from their mentors, or pursuing knowledge 
themselves, such as from the American Psychological Asso-
ciation (Theme 7). One participant noted, “I wish that there 
was more formal training, but there's not, at least not, there 
wasn’t for me,” while another explained “[treating patients 
with ASD is] something I’ve been taught to do by my fac-
ulty, but again nothing formal.” A third commented, “I've 
really never received any training or formal education on the 
treatment of autism in terms of like the disease progression. 
And I think that that's like a huge miss now that we're talking 
about it, and honestly, I hadn’t reflected about it.”

Although participants had limited experience with 
patients with ASD and severe behavior, they exhibited 
knowledge of the core features of ASD (Theme 20). Their 
comments indicated an awareness of: (a) sensory sensitivi-
ties, (b) communication differences, (c) fixations/restricted 

interests, and (d) differences in severity of ASD. Responses 
also revealed negative perceptions about treating patients 
with ASD among some medical professionals, such as view-
ing patients with ASD as more challenging or difficult to 
treat (Theme 19). For example, “I don’t know if it’s my own 
bias that I'm like, ‘Oh, this person or child has autism, I must 
treat them differently.’ And so I feel like that unconscious or 
subconscious bias comes in a little bit.”

Category B: Severe Behavior in Patients with ASD 
(Themes 6, 11, 13, 16, 17)

Participants reported higher tolerance for severe behavior 
in patients with ASD, noting that their response for patients 
with an ASD diagnosis who are engaging in severe behav-
ior may be different compared to their response to others 
without an ASD diagnosis (Theme 13). They suggested 
that patients with ASD may exhibit severe behavior due 
to internal causes (Theme 6) such as: an inability to com-
municate, loss of control, pain, a coping mechanism and/
or self-regulation, anger or feeling misunderstood, sensory 
stimulation/overload, and a low frustration tolerance, but 
also commented that severe behavior might be caused by 
external factors (Theme 16) such as the hospital environ-
ment being loud, scary, and/or intimidating; severe behavior 
having been reinforced previously; and an inappropriate or 
failed intervention.

Participants shared negative perceptions and/or evalua-
tions of severe behavior in medical settings (Theme 11), 
and their comments indicated that they differentiate between 
different types of severe behavior (Theme 17). Behaviors 
likely to be considered severe are those perceived as vio-
lent, aggressive, threatening, harmful to oneself or others. 
For example, “Anytime I think of severe behavior, I would 
say it's anything that poses an immediate threat to the indi-
vidual themselves or to anybody around them.” Meanwhile 
repetitive behaviors, especially some self-injurious behav-
iors where a single instance is unlikely to cause immediate 
harm (e.g., skin picking) and disproportionate reactions were 
considered “challenging” rather than severe. One participant 
distinguished crisis behavior from severe behavior as fol-
lows, “I think the word crisis has a time element to it versus 
severe behavior could just be sort of like a descriptive term, 
or like a noun with an adjective sort of added to it, that 
doesn’t have to be as time sensitive.”

Category C: Restraint of Hospital Patients (Themes 
8, 9, 14, 18)

Participants described specific strategies for deciding 
whether restraint was warranted (Theme 14). They also 
described different responses to severe behavior, depending 
on its type. In particular, reported restraint was implemented 
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faster for self-injurious behavior than for aggression, and 
faster for physical aggression than for verbal aggression. 
Another factor influencing decision-making included 
whether hospital staff safety or patient safety was at risk. 
Participants reported using a step-wise progression, such 
as first verbal de-escalation, then chemical restraint, fol-
lowed by physical restraint. A participant explained, “But 
if it was just like aggressive, like verbal behavior … then 
I would certainly like not necessarily jump to physical or 
chemical restraint if I could try to deescalate the situation in 
other ways. But if I were in, you know, harm’s way, then I 
would move towards more physical restraint or … chemical 
restraint.”

Medical trainees also noted that, in their experience, 
observable patient characteristics (Theme 8) such as age, 
race, gender and size, behavioral factors such as suicidality, 
homicidality or non-compliance or threatening behavior, and 
non-observable factors (Theme 9) such as criminal status, 
diagnosis, communication ability/language barrier, cogni-
tive ability may all influence decision-making about restraint 
implementation. They also indicated that geographic loca-
tion, time of day, and accessibility of alternatives in a given 
department can influence restraint decisions. One trainee 
noted, “… if it was a patient coming off the street and espe-
cially like being in [city], there are so many different ste-
reotypes about like drug seeking behaviors and things like 
that, that kind of jump to other conclusions.” Related to 
age, another participant stated, “But certainly, I’d be more 
inclined to restrain someone older because I would think that 
they’re—it could escalate to a point that’s more dangerous 
than a—like child.” Focus group participants indicated that 
age is associated with perceived threat such that older par-
ticipants who engage in severe behavior may be perceived 
as more threatening than their younger counterparts. Partici-
pants reported that age is often compounded by additional 
factors (e.g., size, height, weight) which may increase the 
physician’s perception of threat, and thus, lead to a higher 
incidence of restraint for older patients with ASD. They 
also noted differences in available resources for managing 
severe behavior across the lifespan. For example, a child may 
be accompanied by a caregiver who may offer additional 
sources of assistance such as managing severe behavior 
themselves or providing a high-preferred tangible item (e.g., 
iPad, toy) to compete with a potentially aversive situation. 
Medical trainees also reported specialized teams that are 
available for enhanced care of younger patients (e.g., Child 
Life Specialists), whereas those resources or additional 
sources of support may not exist for adult patients with ASD.

Finally, participants reported medication was some-
times used as a proactive strategy for treating patients with 
ASD (Theme 18), including prescribing medication for 
medical procedures, and administering medication during 
the appointment to limit behaviors perceived to interfere 

with the medical care. For example, “I think because of his 
known behavior, and, you know, not wanting to risk, you 
know, him biting or getting worked up, and for his com-
fort, we opted to do like a full sedation for the procedure.”

Category D: Limitations to Treatment of Patients 
with ASD and Severe Behavior (Themes 10, 12, 15)

Noting that institutional policies impact the treatment of 
patients with ASD who engage in severe behavior, par-
ticipants identified a need for unified protocols to man-
age severe behavior in hospitals. They also indicated that 
lack of training in working with patients with ASD who 
may exhibit severe behavior and limitations in existing 
documentation systems negatively impact treatment of 
these patients (Theme 10). Medical trainees shared ideas 
for training, such as, “…a formal training on what even 
is severe behavior, how is that defined?”; “a simulated 
patient situation with patients with autism”; “having like 
a protocol … whether it’s something that can be included 
within [electronic medical record system], or if it’s posted 
up, just because I think we like algorithms to follow”; and 
“training … [to be] able to communicate effectively, both 
with patients and families when trying to provide medical 
care.”

Participants also reported that inconsistent documen-
tation of severe behavior and current diagnoses in the 
electronic health record system inhibit physicians’ abil-
ity to effectively treat individuals with ASD (Theme 15). 
In particular, they cited inconsistent use of pop-ups and/
or flags to alert them that the patient may exhibit severe 
behavior, electronic records lacking comprehensive patient 
information, limited documentation accessibility across 
external healthcare systems, and current diagnoses not 
accurately reflected in the presenting concerns section of 
the patient electronic health record. For example, one par-
ticipant stated, “It’s not like a specific red flag that says 
like the patient has been agitated before, it's more of just 
like something that you might figure out through digging, 
at least in my experience,” and another explained, “Even 
for like a restraint note itself, you would have to pretty 
much just kind of flip through all the different notes to see 
if there happens to be one for a behavioral rapid response 
or something like that.”

Finally, participants expressed a lack of foundational 
knowledge, training, and experience regarding crisis 
(Theme 12). They added that crisis knowledge and training 
vary by department and/or specialty. Comments included, 
“I got absolutely [no crisis training] in medical school, 
even though I think that really would have been impor-
tant. And then even in residency training, I feel like it's 
limited.”
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Interviews with Physicians

During each of the three physician interviews, all 20 themes 
identified during medical trainee focus groups were dis-
cussed. Four of the five most salient themes from the medi-
cal trainee participants (i.e., restraint implementation and 
protocols, alternative strategies, negative perceptions of 
restraint, role of caregivers) were also in the five most sali-
ent themes for the physician participants. The eighth most 
salient theme for medical trainees “observable patient char-
acteristics are predictor of restraint” was the most salient 
theme in the physician interviews. The fifth most salient 
theme for medical trainees “limited ASD experience” moved 
down to sixth in salience in the physician interviews. The 
mean rank order correlation between each interview and the 
overall interview ranking was 0.69 (range 0.55 to 0.85) and 
the mean rank order correlation between focus groups and 
interviews was 0.66. See Table 2 for frequency and percent-
age of themes by participant status.

Autism Stigma and Knowledge 
Questionnaire

Medical trainees demonstrated a mean score of 15.2 out of 
18 (SD = 1.4) in the diagnosis/symptoms subscale, 12.4 out 
of 16 (SD = 2.2; range 12 to 18) in the etiology subscale, 
12.3 out of 14 (SD = 1.4; range 7 to 15) in the treatment 
subscale, 0.9 out of 7 (SD = 1.0; range 0 to 3) in the stigma 

subscale, and 39.9 out of 48 (SD = 3.8; range 30 to 45) in 
the total score. All trainees demonstrated adequate scores in 
the diagnosis/symptoms subscale, 80.9% in the etiology sub-
scale, 90.4% in the treatment subscale, 90.4% in the stigma 
subscale, and 95.5% in the total score.

Physicians obtained a mean score of 15 out of 18 (SD = 2; 
range 13 to 17) in the diagnosis/symptoms subscale, 14.7 
out of 16 (SD = 0.6; range 14 to 15) in the etiology subscale, 
13.3 out of 14 (SD = 1.2; range 12 to 14) in the treatment 
subscale, 0.3 out of 7 (SD = 0.6; range 0 to 1) in the stigma 
subscale, and 43 out of 48 (SD = 1; range 42 to 44) in the 
total score. Physicians demonstrated 100% adequate total 
and subscale scores. See Fig. 1 for individual scores and 
means across the medical trainee focus groups and physi-
cian interviews.

Discussion

Aims of this exploratory research were to (a) gather qualita-
tive information about how physicians manage severe behav-
ior in patients with ASD and (b) identify variables that may 
affect physician decision-making in restraint implementation. 
Existing restraint research has largely focused on general 
patient populations (e.g., Grimes, 2012; Larue et al., 2009) 
or examined restraint use within a single department (e.g., 
psychiatry or emergency; Delaney & Fogg, 2005; Wong 
et al., 2019, 2020). A few studies have considered neurodi-
verse populations or specifically individuals with ASD, but 

Fig. 1  ASK-Q results. FG focus 
group, Solid line: maximum 
score, Dashed line: adequate 
score
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those investigations were limited to pediatric populations 
(Friedman & Crabb, 2018; Johnson & Rodriquez, 2013; 
O’Donoghue et al., 2020). The current study focused on 
hospital treatment of patients with ASD and severe behavior 
across the lifespan, including input from medical trainees 
and physicians in multiple hospital departments. Although all 
study participants were affiliated with the same facility, the 
wide array of patients served in the targeted departments of 
this urban level 1 trauma teaching hospital resemble patients 
seen in other hospital systems across the nation. The major-
ity of participants identified as White, which is similar to 
national physician demographics; however, there was a 
higher representation of women and racial/ethnic minorities 
in our sample compared to national estimates provided by the 
Association of American Medical Colleges (2019).

This study did not find differences between medical train-
ees’ and physicians’ experiences with and perspectives about 
severe behavior in patients with ASD. Both groups articulated 
strong need for enhanced education about treating patients 
with ASD and more training in severe behavior manage-
ment, both during medical school and early career practice. 
Both groups also identified a need for institutional policies 
that can help improve service delivery for patients with ASD. 
Importantly, even though the behavioral literature has widely 
examined behavioral interventions for increasing compliance 
with medical procedures (e.g., Kupzyk & Allen, 2019; Riley 
& Freeman, 2019), neither the medical trainees nor the phy-
sicians in this study demonstrated a strong understanding of 
behavioral function, as evidenced by attributing severe behav-
ior to internal factors such as “maintaining inner peace.”

Interestingly, participants reported that they generally con-
sulted other hospital professionals to manage severe behav-
ior, assist in a crisis situation, and/or implement restraint. As 
a result, they were unfamiliar with comprehensive restraint 
protocols. This finding is consistent with a recent literature 
review indicating that the rapid response teams commonly 
used to assist with acute medical crises have more recently 
been adapted to help manage psychiatric crises (Choi et al., 
2019). Behavioral rapid response teams (BRRTs) are led by a 
nurse and security guard at minimum, and often do not include 
physicians. Once a response team is alerted, medical trainees 
and physicians are expected to attend to other patients; one 
medical trainee participant reported receiving guidance from 
an attending physician to continue treating other patients while 
the severe behavior was managed by the BRRT.

Although studies demonstrate that BRRTs help improve 
medical outcomes for the general patient population (e.g., 
cardiac arrest; Bellomo et al., 2003) and behavioral out-
comes for patients with psychiatric crisis (e.g., reduced 
restraint use; Choi et al., 2019), there is little research about 
the use of BRRTs to manage patients with ASD and severe 
behavior. Given the demands placed on physicians and the 
wide range of clients they treat, relying on BRRTs may be 

an effective means to assist with managing severe behavior 
in patients with ASD. However, this does not alleviate the 
need for hospitals and/or medical schools to provide better 
training on managing severe behavior in patients with ASD. 
Teams called in to manage these patients’ severe behav-
ior must possess practical skills for assessing behavioral 
function and safely treating neurodiverse patients. Future 
research should investigate the competencies and ASD-
specific training provided to BRRT members.

Meanwhile, study participants uniformly indicated that 
they wished they had more formal medical training specific 
to treating patients with ASD. The results of the ASK-Q 
indicated appropriate overall knowledge of ASD among 
the participants; however, being able to identify or describe 
ASD’s core features does not translate into practical knowl-
edge about addressing these features in a hospital setting. 
Moreover, several medical trainees’ ASK-Q sub-scale scores 
indicated stigma associated with ASD, suggesting a need for 
specialized training that can not only help to improve the 
standard of hospital care for patients with ASD across the 
lifespan but also decrease potential stigma associated with 
treating this population. A recent study found that patients 
and caregivers are likely to report a positive medical experi-
ence when physicians have ASD-specific knowledge, pro-
vide detailed explanations of the exam or procedure, and use 
positive reinforcement (Wilson & Peterson, 2018). Given the 
increasing prevalence of ASD nationwide (Christensen et al., 
2019) and the many challenging features of hospital environ-
ments for patients with ASD, training specific to treating 
patients with ASD and severe behavior is likely to become 
even more important in future years.

One participant suggested including simulated patients 
with ASD in medical school training. Simulated patients, 
trained actors who portray a predetermined set of symptoms 
or a specific diagnosis (Kaplonyi et al., 2017; Williams & 
Song, 2016), are effective in allowing medical trainees to 
practice and refine technical, non-technical clinical (e.g., 
communication), and cognitive skills (Kaplonyi et  al., 
2017; Williams & Song, 2016). A standardized simulated 
patient that accurately portrays the core features of ASD may 
increase both physician competency and comfort in treating 
this unique patient population. Strategic exposure to differ-
ent features of ASD that may manifest during hospital visits 
has the potential to prepare physicians to quickly adapt their 
approach to support patients exhibiting severe behavior.

Interestingly, although restraint is typically implemented 
by teams that do not include physicians, participants reported 
that the attending physician is responsible for documenting 
the justification for restraint, restraint type, and follow-up 
assessment. They also noted that nurses often need to remind 
physicians to complete assessment procedures and subsequent 
documentation. Moreover, participants explained that restraint 
documentation may not include data that would be helpful to 
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others who treat the patient later such as restraint duration; 
patient’s, caregivers’, and surrounding patients’ responses to 
restraint; and if/when/how a post-restraint explanation was 
provided. In fact, participants identified some limitations to 
their hospital’s electronic health records system which make 
it difficult for physicians to find relevant information about 
patients with ASD who have a history of severe behavior. 
They reported that the flagging system designed to alert the 
physician to a particular presenting concern or diagnosis and 
the ‘problem list’ section are not used consistently. Partici-
pants noted that flagging a patient’s record currently requires 
special paperwork and processing through institutional depart-
ments, which seems unnecessarily time consuming, and they 
pointed out that unified smartphrases (i.e., note templates) 
could facilitate efficient, consistent documentation of behavio-
ral information in problem lists. They further noted that if the 
documentation process were standardized, physicians could 
more easily focus on relevant pieces of documentation within 
a patient’s electronic file. In addition to the potential of ACPs 
to improve the quality of healthcare services for patients with 
ASD and their families (Broder-Fingert et al., 2016), these 
plans could facilitate streamlined electronic health record doc-
umentation systems. For example, ACPs could be expanded 
to include detailed behavioral information about a patient and 
integrated with alerts to physicians to review the plan prior 
to treating a patient.

Whereas others have reported using chemical restraint to 
reactively manage severe behavior in adults (Friedman & 
Crabb, 2018), participants in this study indicated that chemi-
cal restraint was most often applied to proactively manage 
characteristics of ASD or to facilitate completion of medi-
cal procedures. This finding is consistent with proactive use 
of chemical restraint to facilitate safe medical procedures 
in pediatric patients (Kirwan & Coyne, 2017). Differences 
in the literature could be due to differing interpretations of 
the term “chemical restraint”; study participants may char-
acterize reactive medication administration as “medicating 
emergent behaviors.”

Although this study produced several important findings, 
there are several limitations to note. Given that the primary 
aim of this research was to gather physician experiences 
treating patients with ASD and severe behavior, obtaining 
knowledge of ASD was a secondary goal and we did not 
want to cause physicians to question their expertise prior 
to participating. However, completion of the ASK-Q ques-
tionnaire immediately following focus group participation 
may have resulted in an increase in knowledge of ASD and 
decreased stigma from discussing these topics with their 
colleagues. Further, given participant-reported concerns 
with documentation of diagnosis and accessing of informa-
tion in electronic health records, it is possible that physi-
cians may be unaware of an ASD diagnosis in some patients 
treated for unrelated medical needs, thus influencing their 

comprehensive reporting of all patients treated with ASD. 
In addition, restraint can be a controversial, uncomfortable 
topic for physicians, which may have impacted focus group 
and/or interview responses. Participants may have hesitated 
to elaborate on open-ended questions due to a desire to pre-
sent as competent and using evidence-based clinical practice 
(e.g., not endorsing overuse of restraint). To reduce potential 
discomfort, participants were encouraged to report not only 
their experiences but also observed experiences of others, so 
they did not need to take ownership of treatment decisions 
that might be negatively perceived. To facilitate open discus-
sion among medical trainees including identifying potential 
improvements in their work environments, focus groups were 
limited to trainees. With all qualitative research, there is the 
potential that facilitators misjudged session saturation which 
may have led to premature conclusion of data collection 
and, thus, inadequate sample sizes (Braun & Clarke, 2006). 
Instead, researchers have moved past theoretical saturation to 
consider pragmatic saturation (rather than being an absolute 
end point; Low, 2019) and emphasized the concept of infor-
mation power (i.e., the greater the relevant information in the 
sample, the fewer participants needed; Malterud et al., 2016), 
which both suggest that qualitative researchers use interpreta-
tive judgement related to the study aims to determine when 
the number of participants is sufficient. The total sample size 
in the current study is adequate relative to the purposes of this 
study, as supported by the literature (Malterud et al., 2016; 
Marshall et al., 2013; Sim et al., 2018). However, subgroup 
composition may be a limitation of this study given that a 
majority of participants were medical trainees, specifically 
medical students. Recruiting early-career physicians proved 
to be difficult, possibly due to additional stressors placed 
on them during the COVID-19 pandemic, which may have 
decreased their availability and/or willingness to participate 
in research outside of scheduled patient hours.

However, the three early-career physicians who did partici-
pate in this study echoed the same themes as medical trainees. 
Moreover, medical trainees are known to be a valuable popu-
lation to target when aiming to improve quality of medical 
research and practice (Gould et al., 2002) and they are gen-
erally considered to be representative of the larger medical 
population. Future investigations should also include physi-
cians with more experience as more clinical exposure might 
increase practical knowledge and skills related to the treat-
ment of severe behavior in patients with ASD.

This exploratory study represents a valuable first step 
towards improving healthcare for patients with ASD. 
Results from focus groups and interviews discussing physi-
cians’ experiences treating patients with ASD and severe 
behavior at an urban teaching hospital in the northeastern 
United States indicate a need for more hospital staff train-
ing in how to manage severe behavior in patients with ASD. 
Future research should explore how to most efficiently and 
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effectively train hospital staff in managing severe behav-
ior in patients with ASD. This work also highlights the 
need for research focused on establishing consistent hospi-
tal protocols for supporting patients with ASD and severe 
behavior, which should include developing best practices for 
documentation such as consistent use of flags and a specific 
vocabulary to be used in problem lists and progress notes. 
Finally, future research in this area should drive adaptations 
to electronic health records which facilitate consistent use 
of flags and standardized language to describe behaviors and 
behavior management for hospital patients with ASD.

Appendix 1

Focus group question guide.

Topic 1: Autism
1. Describe your experience treating individuals with autism
 i. Prompt: Across the lifespan

2. What training or education have you received specific to autism?
3. How would you approach treating a patient with autism vs. a 

patient without autism?
Topic 2: Severe Behavior
4. What do you consider to be severe behavior?
5. Describe your experience(s) with patients with autism who engage 

in severe behavior in a hospital setting
 i. Prompt: Across the lifespan

6. Describe how you would manage severe behavior in patients with 
autism vs. those without autism

7. Why do you think that patients with autism engage in severe 
behavior?

8. What do you consider a crisis situation?
9. If you had a patient in your department with autism who aggressed 

toward you, what would you do?
10. If you had a patient in your department with autism who was 

engaging in severe head banging against a hard surface, what would 
you do?

Topic 3: Restraint Implementation
11. Describe specific instances in which restraint was used in your 

department
i. Prompt: Behavior description, restraint implementer, restraint 
type

12. Describe crisis and restraint training you have received through-
out the course of your professional career

13. Describe any variables that impact restraint use
 Topic 4: Post-restraint
14. Describe how your patients and/or families have reacted to 

restraint use
15. Describe the protocols you have to follow after restraint use
16. Do you know ahead of time if your patient has a history of severe 

behavior?
17. What do you think would help you to better treat patients with 

autism who engage in severe behavior?
Closing
18. Is there anything else you would like to share about restraint or 

severe behavior in patients with autism?
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