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Abstract: The objective of this review was to explore parents’ experiences and information needs regarding management of their
child with an intellectual and/or developmental disability (IDD) in the emergency department (ED). We searched six electronic
databases and grey literature to identify primary studies in English published since 2000. We synthesized quantitative and qualitative
outcome data simultaneously using a convergent integrated approach and used a Mixed Methods Appraisal Tool (MMAT) to assess
methodological quality of the included studies. Nine articles derived from seven studies were included (3 qualitative, 3 quantitative, 1
mixed method). Four main themes related to parents’ self-reported experiences were identified: 1) appropriateness of the ED to
manage and support their child; 2) acknowledgement/recognition of their child’s IDD and incorporation of those considerations into
overall care and management; 3) managing and navigating the ED environment; and 4) decision to disclose their child’s condition
when visiting the ED. Two articles provided data relevant to information needs, highlighting parents’ desire to have resources
supporting ED orientation and access to services within and outside of the ED setting. From the limited number of studies, it was
evident that parents wanted better communication with healthcare providers and a greater understanding by ED staff around physical
space settings needed to support their child. Resources supporting ED staff and parents to communicate effectively and work together
can ensure that children with IDDs care needs are met. Further research into understanding parents’ experiences and information needs
related to managing a child with an IDD in the ED is needed to guide the development of effective resources.
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Introduction
Visiting the emergency department (ED) with a child (0-18 years of age) can be overwhelming. This is especially so
when the child has an intellectual and/or developmental disability (IDD).' IDDs are a subset of disabilities that cause
limitations in intellectual, physical, neurological, and/or sensory functioning that can negatively affect the trajectory of
a child’s physical, intellectual and/or emotional development.” Unfortunately, children with IDDs are more likely to use
ED services compared to their peers without disabilities.*®

In high-intensity environments, such as the ED, communication, sensory and behavioral challenges pose risks for
negative experiences and outcomes.’ Children with IDDs have different capabilities regarding their ability to
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communicate and understand, and when faced with a strange and unfamiliar place may exhibit behaviors such as
aggression,® hyperactivity,” self-injury,'® sensitivity to sensory inputs'' and escape behaviors'? while seeking care.
Additionally, waiting to see a healthcare provider can be anxiety-provoking and contribute to behavior
disturbances. "’

Subsequently, the management of children with IDDs in emergency care settings is increasingly recognized as
complex and challenging. Visits to the ED can be stressful and difficult for patients, their caregivers, family and the
healthcare staff.”'*'® As these challenges continue to be documented, a deeper understanding of how parents and
caregivers navigate the ED experience and what their information needs are is warranted.

By studying the care seeking experiences of parents of children with IDDs, areas of improvement for communication,
physical space settings, care management and expectations can be identified and addressed. Likewise, understanding
parent and caregiver information needs and preferences can elucidate gaps in parental health literacy, and guide the
development of effective resources pertaining to the care and management of their child in the ED. Therefore, our aim

was to perform a systematic review to address the following key research questions:

1. What are parents’ self-reported experiences surrounding seeking care for their child with an IDD diagnosis in the ED?
2. What are parents’ self-reported information needs related to seeking care for their child with an IDD diagnosis in the ED?

As children with IDDs are the highest users of emergency healthcare services among their peers, the experiences and
perceived information gaps reported by their parents and caregivers should be incorporated into the services they
receive.’ To facilitate this, findings from this review and a qualitative study (currently underway) will be integrated to
support the development of a tailored knowledge translation (KT) tool for parents. Additionally, a complementary KT
tool for front-line healthcare providers, in the form of a Bottom Line Recommendation, has been developed to support
the management of children with an IDD in the ED. These KT tools will support parents in understanding what to expect
at the ED and how best their child can be supported during their visit. As well, this information will provide healthcare
providers with an understanding of parents’ needs and perspectives regarding the support and management of their child
with an IDD.

Material and Methods

We conducted a mixed studies systematic review,'’ following an a priori protocol (https://osf.io/dpyns), and reported the

review following the Preferred Reporting Items for Systematic Reviews and Meta-analysis (PRISMA) guidelines.'® The
PRISMA checklist is available in Supplementary Table 1.

Search Strategy and Study Selection

We developed and refined the search strategy in collaboration with a medical librarian with systematic review experience,
and in consultation with our clinical content experts, methodologists and parent partners. We combined subject headings
and keywords for concepts related to IDD, children (0-18 years of age), parents, experiences, and information needs
(complete search strategy in Supplementary Material 1).

The search was peer reviewed using the Peer Review of Electronic Search Strategies (PRESS) checklist'® by a second
research librarian with systematic review experience. The final search strategy was then translated for use into
MEDLINE and the following electronic databases were searched from inception until January 2023: Ovid Embase,
Cochrane Library, Ovid APA PsychINFO, and CINAHL Plus with Full Text via EBSCOhost and Scopus. We also
searched ProQuest Dissertations and Theses Global to locate relevant grey literature. We manually scanned the reference
lists of all included studies and relevant reviews to identify any additional studies that were not captured by our search.
All records identified in our search strategy were exported into EndNote reference management software (v. X9 Clarivate
Analytics), duplicates removed and imported into a structured Excel workbook for screening.
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Eligibility Criteria and Screening
We included primary research studies if they met the eligibility criteria outlined in Supplementary Table 2. To be

included, studies had to report on outcomes related to parents’ self-reported experiences or information needs, concerning
the management of their child (0-18 years of age) with an IDD diagnosis in the ED, to be published after 2000 and in
English. These date and language restrictions were used to ensure that our results were congruent with present day
treatment guidelines and information seeking behaviors of parents in Canada and the USA. The language restriction was
not expected to impact the results or conclusions of the systematic review.>

IDD diagnosis refers to conditions related to developmental, learning, language and speech disorders, eg, autism
spectrum disorder (ASD), behavior disorders, brain injury, cerebral palsy, Down syndrome, fetal alcohol syndrome,
intellectual disability, and spina bifida, as well as conditions captured under the broad definition of intellectual disability,
global developmental delay, and neurodevelopmental disabilities.*'

We defined “parent” to include familial caregivers, representing mother/father, grandmother/grandfather, aunt/uncle
and any other individual living in the same household as the child, who acted as their guardian and was responsible for
looking after the child.

To conceptualize experiences and information needs, we adopted the definitions used previously by our research team
in similarly published reviews.””>* We defined experiences as how parents felt (eg, anxious, frightened, confident) and
acted (eg, panicked, supportive, in-control) before, during, or after they visited the ED with the child; and information
needs as the type, content or topic, quantity, frequency, and mode of delivery of information that parents required or
desired to receive in order to support the management of their child in the ED.

Two reviewers independently screened titles and abstracts followed by full texts of studies marked as “include/
unsure”. Any disagreements were resolved via consensus or deliberation with a third reviewer.

Data Extraction and Management
We extracted data relevant to study characteristics (eg, author(s)/organization, year of publication, country, study design, setting
and objective), data collection tool (eg, questionnaire, survey, focus group, interview), participant characteristics including
intersectionality data on social identities (eg, age, race, gender, parental role) where reported, and clinical condition (eg, ASD,
Down Syndrome, Cerebral Palsy) and reported outcomes related to parents’ experiences and information needs directly into
a structured Excel form (v. 2016, Microsoft Corporation, Redmond, WA). Qualitative data from study participants were extracted
verbatim into NVivo data management software (v.10, QSR International, Melbourne, Australia).

All data were extracted by one reviewer and verified by a second reviewer. Any disagreements were discussed and
resolved by a third, senior investigator.

Quality Assessment
We appraised the methodological quality of all included studies using the Mixed Methods Appraisal Tool (MMAT)
(Supplementary Table 3).>> Two reviewers independently assessed the quality of each included study and consensus was

reached via Discussion by resolving any disagreements. An overall quality score for each study was obtained by
summing up the “yes” responses for that study. We did not exclude studies based on low-quality assessment scores so
as to provide a comprehensive picture of any presentation of parent-reported experiences or information needs related to
their child’s management in the ED.

Data Synthesis

Qualitative outcome data reported in the included studies were analyzed thematically. One reviewer coded the qualitative
data inductively by applying one or more codes to each line of text according to both its meaning and content.
Quantitative outcome data were “qualitized” (ie, transformed into qualitative text) by one reviewer, with subsequent
verification by a second reviewer,”® and were coded in the same way as qualitative data. Themes and sub-themes were
then developed by the codes until no additional themes emerged from the data. All preliminary codes developed from the
qualitative data were verified by a second reviewer, and the final emergent themes and sub-themes were developed and
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finalized through discussion with the review team. Both the “qualitized” and qualitative data were then compared until no
new themes were evident.'” We used a convergent integrated approach to pool “qualitized” and qualitative data with
similar meaning and content. An experienced, independent reviewer re-read, verified and discussed all final integrated

themes and sub-themes with the review team.?’-*®

Results
Study Selection
We identified and screened the titles and abstracts of 1015 unique articles, screened the full texts of 29 articles, and upon
full-text review included nine articles from seven unique studies (Figure 1). Two publications (Nicholas 2016a,” Nicholas
2020'°) were associated with a single study'* and utilized secondary data analysis.

The majority of studies focused on parents of children who have a diagnosis of ASD (n = 6, 86%). Table 1 and
Supplementary Table 4 provide detailed characteristics of the included studies (n = 7). Briefly, the majority (n = 4, 57%)
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Table | Overview of Characteristics of the Studies Included in the Review (N = 7°)

Study Design, n (%)

Country, n (%)

Setting, n (%)

Sample Size
Across Studies

Population

Data Collection
Method ’, n (%)

Data Collection
Setting |, n (%)

® Qualitative: 3 (43)
® Quantitative: 3 (43)
® Mixed Methods: | (14)

® Canada: 4 (57)
® Australia: 2 (29)
® USA: | (14)

® Pediatric
Emergency
Department 5 (71)

® Emergency
Department® 2 (29)

® Total N: 523 ©
® Median N (range):
22 (14 to 421)

Parents N: 519/523 (99.2)
Mothers N: 479/523 (91.6)

Other caregivers N: 4/523 (<1.0)

Age range: 18-65y
Children N: 3069 ©

® Semi-structured
interviews or focus
groups: 5 (71)

® Open-text
responses on sur-
vey: 4 (57)

® Via phone/online/mailed
questionnaire: 4 (57)

® |n-person: 2 (29)

® Not reported:
2 (29)

Notes: *Three articles were associated with a single study. Where applicable, percentages in brackets are calculated based on N=7 studies and based on the reported information. ®Studies did not specify the Emergency Department was
associated or attached to a pediatric facility. “The cross-sectional survey study Garrick 2022%' included 421 participants. N was not reported in one study. 9Based on the studies that reported gender or type (ie mothers, fathers, other
caregivers) of the participants (gender was not reported in Gupta 2019°% and Lunsky 2018%°). ®Number of the children not reported in two of the studies, Litwin 20222? and Lunsky 2018.%° In Gupta 2019, 190/2580 (7.4%) of the patients

were aged 218 years old and 245/2580 (9.5%) were inpatients.>* ‘Percentages not adding up to 100% as more than one method and setting was used in some studies.
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of studies were from Canada,'***° two (29%) were from Australia,>'? and one (14%) from the USA.** Most were
conducted in pediatric specific EDs (n = 5, 71%). The mean year of publication was 2019, with the majority (71%) of
studies published after 2016. Three studies were classified as quantitative design (n = 3, using cross-sectional
surveys®’21+?), three studies were classified as qualitative design (descriptive phenomenology,** grounded theory,'
interpretive description®*) and one as a mixed-method design,*’ utilizing interviews, journey mapping and surveys.
Cumulatively, there were 523 participants in the included studies (note overlap in participants from three

71415 " ranging from 14 to 421 across studies. The majority of participants were parents of children with IDDs,

studies
while only a few were grandparents or other caregivers (eg, aunts). Hence, for simplicity, we refer to all participants as
parents. Parents’ age ranged between 18 to >65 years old; the average age reported in two of the studies was
approximately 42 years old. The majority of parents (479/523 or 91.6%) reported were mothers. The time between the

initial ED visit and data collection ranged from several weeks to a maximum of two years across the studies.

Quality Appraisal
Majority (86%) of included studies were of good quality and met at least 80% of the MMAT criteria. Two studies (29%)
met 100% of MMAT criteria, four (57%) met 80% and one (14%) met 60% (Supplementary Table 3).

Parents’ Experiences

All seven studies (nine articles) provided data on parents’ experiences related to the management of their child in the ED.
Four main themes related to parents’ self-reported experiences were identified by integrating the qualitative (ie, direct
quotes from parents) and “qualitized” data (Table 2). Themes were categorized around parents’ experiences related to 1)
appropriateness of ED to manage and support their child; 2) acknowledgement/recognition of their child’s IDD and
incorporation of those considerations into overall care and management; 3) managing and navigating the ED environ-
ment; and 4) decision to disclose their child’s condition when visiting the ED.

Themes and subthemes are discussed in detail below.

Role of ED and Lack of Appropriate Support

Parents reported being disappointed and frustrated about the role of the ED in managing their child’s problem due to the
existing ED structure and policies and questioned whether it was the right place to seek care. Parents also worried about
the impact of lengthy wait times and unnecessary restraint strategies used to manage their child. This theme was further
categorized into the following subthemes:

Table 2 Summary of Integrated Findings Related to Parents’ Self-Reported Experiences and Information Needs

Integrated Finding No. of Contributing Articles and Sample Size Across
the Studies *

Parents’ Experiences

I. Lack of appropriate support.

I.1 Felt that the role of ED in managing their child’s problem was limited N= 4 articles;*°32,48| participants
1.2 Worried about using a special resource like ED N= | article;®? 14 participants

1.3 Worried about lengthy wait times N= 4 articles;”?'3234 466 participants
|.4 Traumatized by seeing restraint strategies used on their child N= 2 articles;**** 31 participants

2. Staff interaction and knowledge of their child’s condition

2.1 Felt judged/criticized by the ED staff because of their child’s “bad” behavior | N= 4 articles;”'*3'32,494 participants

2.2 Felt that their child’s disability was ignored/disregarded by the ED staff N= 5 articles;”'>2%3"32,480 participants

(Continued)
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Table 2 (Continued).

Integrated Finding No. of Contributing Articles and Sample Size Across
the Studies *

2.3 Experiences with ED staff’s communication and accommodation of their N= 2 articles;*',452 participants
child’s needs

2.4 Experiences around ED staff’s knowledge of ASD N= 4 articles;'*'*3! 480 participants

2.5 Parents want to work in partnership with ED staff N= 5 articles;'*%°73' 48| participants

3. Impact of ED environment on care experiences

3.1 worried about the impact of the ED environment on their child while N= 3 articles;?'?%466 participants

waiting to be seen

3.2 Experiences with sensory kits and accommodation of their child’s sensory | N= 2 articles;*'3,421 participants
needs in the ED (N not reported in Gupta 2019)

4. Decision to disclose their child’s condition when visiting the ED. N= 4 articles;'*'*??3! 494 participants

Parents’ Information Needs

1. Parents believed there was a lack of organized/desired information | N= 2 articles;”'® 31 participants
in the ED

Notes: *One study included 421 participants.?' "Quantitative data extracted from Garrick,?' Gupta® and Litwin®® were “qualitized” (ie, transformed into texts based on its
meaning and content) and assigned codes to be integrated with qualitative data reported in other studies.
Abbreviations: ASD, Autism spectrum disorder; ED, emergency department.

Parents Felt That the Role of ED Was Limited in Managing Their Child’s Behaviors of Concern

73032 and the qualitized data from one.*' Parents in

This finding was illustrated by the qualitative data from three articles
these studies reported feeling that the ED staff were mainly trained in the medical management of an emergency situation
and their role did not help parents with the management of their child’s behaviors of concern (BOC), such as self-
injurious behaviors, verbal or physical aggression, etc., which forced them to seek help at the ED. Some parents were
told that they cannot keep coming back to the ED and they should be able to manage their child’s BOC at home.*>
Parents in another study’° reported visiting the ED several times due to their child’s suicidal ideation, and each time they
were sent home without any help. In contrast, Pillai et al noted that some parents were advised by the ED staff to access
the ED when the need arose in the future.>> However, parents felt uncertain if they would do that because they were
disappointed in the care they received.’® Having experienced the limited role of the ED in managing BOC, parents also
reported that they will do almost anything to avoid going to the ED and considered the ED as a “last resort” when they
felt exhausted and incapable of managing their child’s behavior.” The qualitized data based on descriptive analyses in
Garrick 2022*" further supported this theme by indicating that parents felt ED staff were often very busy and under
pressure in their role and were not helpful in responding to their child’s BOC.

Parents Worried About Using a Special Resource Like ED for Behaviors of Concern

This finding was mainly revealed through the qualitative data reported in Pillai 2022.%? Parents reported feeling “awful”
in using a valuable resource like an ED to get help for their child’s BOC, especially when the service was needed for
other critical medical emergencies (eg, during the COVID pandemic). Some parents reported feeling uncomfortable
taking up a hospital bed after their child was managed and stabilized at the ED.

Parents Worried About the Lengthy Wait Times at the ED. Often long wait times at the ED were viewed as a significant
source of stress for parents leading to negative experiences. This finding emerged from qualitative data reported in four

73234 and was further enriched by the qualitized data from Garrick 2022.>' Some parents worried about the

articles
negative impact long wait times would have on their child and believed this would affect their decision and their child’s

acceptability to visit the ED in future. Parents reported feeling anxious as they felt their child was not able to handle the
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crowded ED waiting rooms due to excessive noise, lighting, or other sensory stimuli in the environment. Additionally,
the lack of appropriate distractions to keep their child entertained was a cause for concern for some parents.”! Others
felt that they came to the ED unprepared (eg, did not have food/snacks for themselves or for their child, did not bring
distractions to keep the child busy) not knowing how long they had to wait to be seen.”** The qualitized data from
Garrick 2022 and Pillai 20222 also highlighted parents’ concerns about their child feeling “traumatized or stressed”
about a future visit to the ED due to the long wait times that they had experienced.

Parents Traumatized by Seeing Restraint Strategies Used on Their Child. The qualitative data from participants in two

. . 4
included articles®®?

indicated that the use of restraint strategies in special situations was traumatizing for parents. As
reported by one parent, seeing her child physically restrained by the ED staff was a “very traumatic experience” for her
and for the child.** She believed that there had to be a better way in managing the child’s behavior instead of using
physical force. Another parent reported that knowing from past experience, sedatives alone were not going to be
sufficient to keep his son calm. However, the ED staff did not listen to the parent’s advice. This ultimately ended up

in security staff restraining the child which did not go well and was “extremely hard” on the parent and the child.*

Staff Interaction and Knowledge of Their Child’s Condition
Data relevant to this theme highlighted parents’ experiences and concerns around their interactions with ED staff and
staff’s knowledge/lack of knowledge around IDDs. The subthemes under this finding are discussed below.

Parents Felt They Were Judged/Criticized by the ED Staff Because of Their Child’s “Bad” Behavior

Qualitative and qualitized data from four articles contributed to this finding.”"'*>"*? Parents generally felt that because
their child’s condition might not be medically recognized as a significant illness (unlike other well-known illnesses such
as childhood asthma or allergic conditions), they were judged by the ED staff as being “bad” parents who were unable to
manage their child’s “misbehavior”. Parents felt that they were being looked at as if they were not doing their job as
a parent would, or they were not trying hard enough to calm their child down.*' Some parents believed that if their child
had a visible disability or a diagnosed clinical condition, they would have been treated differently when they walked into
an ED.” Parents also reported being concerned that the ED staff misunderstood their child’s behavior as being “willful
bad behavior” and they were mistreated because of that.'*

Parents Reported Their Child’s Disability Being Ignored/Disregarded by the ED Staff

Qualitative and qualitized data reported in five articles”'>2%!2 highlighted parents’ negative experiences around their
child’s disability not being recognized as a special-need condition by ED staff. Some parents reported being told that the
ED policy did not allow them to get special treatment or fast-tracked triage.” As illustrated by a quote from one parent
“When we asked to be fast tracked, we were always told: no, it’s not fair”.?° Other parents reported that “desired
services” (eg, social worker) to support their ED visit were not initially offered to them,'> or they were told off for using
their child’s disability as an “excuse” to get some sort of a pass.” Qualitized data from Garrick 2022 also added to this,
highlighting that some parents reported their child not receiving appropriate care or timely service, because their
condition was not adequately recognized by the ED staff.>' These experiences often ended up in delayed treatment for
the child.

Parents Experiences with ED Staff’s Communication and Accommodation of Their Child’s Needs

Parents’ positive and negative experiences in relation to the ED staffs’ communication with them or their child and
experiences around how much their child’s special needs were accommodated were highlighted through qualitative data
from Nicholas 2016a’ and qualitized data from Garrick 2022.>' Some parents reported experiencing sympathy from the
ED staff and the staff communicating positively with them. There were reports of the ED staff being very understanding
of the fact that their child was not typical, therefore they attempted to communicate effectively or to minimize the
sensory stimuli to help keep the child calm and relaxed.’’ Conversely, some other parents reported ED staff using
medical jargon or providing instructions in a way that was incomprehensible to them and their child.” Additionally, it was
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reported that ED staff did not adequately explain to the family what was going on, what was to be expected during
a treatment, or failed to gain their child’s trust before starting the treatment.®'

Parents Experiences Around ED Staff’s Knowledge of Their Child’s Condition

7141531 dndicated that parents often lacked confidence in the ED

The qualitative and qualitized data from four articles
staff’s knowledge and proficiency of managing children with IDDs. In general, parents felt that the ED staff often lacked
clear knowledge and understanding of their child’s condition which in turn resulted in them being mistreated or not
managed appropriately. Some parents reported feeling that the ED staff were not adequately trained or skilled in
managing children with IDDs and this delayed their treatment.”'*'>>'** On the other hand, some parents reported
positive experiences with the openness of the staff in recognizing their child’s special needs and offering the right
services. As illustrated by one parent, they understand that they’re dealing with an autistic kid, and they’ve had some

training. Then they know certain things they can do and certain things they better not do.’

Parents Want to Work in Partnership with ED Staff

This concept was a commonly reported finding emerging from qualitative and qualitized data across five articles.”'*** !
The data related to this sub theme highlighted parents’ desire to take an active role in the ED and to be listened to by the
ED staff, as they believed they knew their child’s condition and behavior best. Parents wanted to act as facilitators and
wanted ED staff to listen and value their expertise when determining what techniques (eg, sedatives, role-playing, etc.)
worked the best for their child.”'> Some parents reported that their child’s pain was not taken seriously due to its atypical
presentation or the child being non-verbal, subsequently they were sent home despite the parent’s input on where the pain
was or how severe it was.’ Other parents wanted the staff to ask them if the child is okay to be touched or how the child
can be supported to self-regulate before using other techniques that might trigger a child’s anxiety.?’ In general, parents
felt that they act as their child’s main support, therefore they believed it is critical to incorporate their knowledge into
their child’s medical care.

Impact of ED Environment on Care Experiences
Many parents referred to challenges related to managing the physical atmosphere and navigating various environmental
stimuli in the ED. Reported data related to this finding were further categorized into the following subthemes.

Parents Worried About the Impact of the ED Environment on Their Child While Waiting to Be Seen

Qualitative and qualitized data from three studies’='*?

substantiated this finding. The uncomfortable environment of the
ED and presence of unpleasant elements such as bright lights, loud noises, and overcrowded rooms were viewed by many
parents as triggering factors for their child’s aggressiveness.’” Some parents worried that the negative impact of the ED
environment on their child would make future visits even more challenging and would lead to the child losing trust in the
parent or the ED staff and become uncooperative.” Parents who had experience from their previous visits attempted to
overcome this challenge by being prepared when visiting the ED and brought appropriate distractions (eg, sensory kits,
iPhone, iPad) or noise cancelling headphones to manage their child.*' Other parents tried to mitigate sensory overload by
looking for a quiet place within the hospital where they could wait with their child or implementing techniques that they

knew would help to relax their child and reduce anxiety.”'

Experiences with Sensory Kits and Accommodation of Their Child’s Sensory Needs in the ED

Litwin 2022 co-created and implemented a sensory equipment kit for children with ASD in the ED. Interviews with
parents of children with ASD found that parents generally had a positive experience and reported high satisfaction with
the sensory kit.?’ Further, Gupta et al implemented an ED clinical pathway that met the sensory needs of children in the
ED of a pediatric hospital.’® Parents believed that it helped their child to be cooperative when undergoing procedures or
to agree to stay at the hospital.*?

The importance of sensory stimuli was also elucidated by the qualitized data from Garrick 2022.*' Some of the

parents in that study reported bringing their own sensory accommodations to the ED. Other parents reported that the ED
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staff tried to reduce the sensory stimuli in the environment (eg, by dimming the lights), although most parents expressed
disappointment in the level of effort that the ED staff made to accommodate the child’s sensory needs.?!

Decision to Disclose Their Child’s Condition When Visiting the ED

Parents’ desire to disclose their child’s condition to the ED staff was another common finding which emerged from the
qualitative data in several articles.'*'>**! Some parents preferred to disclose their child’s condition as soon as they
arrived at the ED and did not feel embarrassed to let the healthcare staff know that their child had an IDD.?’ Parents also
reported wanting to be upfront with the healthcare staff about their child’s condition (while hiding it from their family
members and relatives) as they believed it was useful for the healthcare staff to know and manage their child
appropriately, as well as ensure their child got the care they needed.'**’ Other parents wanted to disclose their child’s
condition in hope of getting an expedited service because they knew waiting was hard on their child.'* The desire to
disclose was also viewed as a way to avoid getting criticized as a “bad parent” or their child misjudged as having bad
behavior by the ED staff, as elucidated by a parent who felt staff were accommodating when they knew.'*

In contrast, some parents acknowledged the benefit of disclosing but did not want to disclose that their child was
autistic/non-verbal because they feared the child would be “labelled” and “looked at differently”."* Further, some other
parents felt that by disclosing their child’s diagnosis they would be questioned by healthcare staff at every step and their
child’s medical care would get more complicated.

Parents’ Information Needs

Only two articles (associated with the same study) discussed what could be considered parent information needs, which
related to the content of information that parents required or desired to receive at their ED visit. Nicholas 2020 discussed
the importance of sharing information related to ED processes and access to services or amenities for families.'> The
authors noted that some parents felt it was important for the ED staff to let the families know how and where to access
services and amenities related to the care process or environment while waiting at the ED. Similarly, Nicholas 2016a
reported parents wanted improved information for easier access to community follow-up. Parents suggested that ‘existing
services need to be advertised so that parents know what is available to them within the ED (eg, child life services), along
with more direct links to support services outside the ED for families”.” Additionally, parents wanted improved
communication in the ED around waiting times, and suggested signage needed to be clearer to help children feel more
comfortable and oriented to the ED.

Data from other studies>>>*

indicated that parents felt there were practical information gaps related to IDD and lack
of professional resources in general,m’30 but these data were not within the context of an ED visit. Therefore, we were

unable to identify any themes related to information needs.

Discussion

We identified seven studies that investigated the self-reported experiences of parents seeking emergency care for their
child with an IDD, helping elucidate their expectations of management and areas for improvement. However, only two
articles (both associated with a single study) reported parents’ information needs in the context of an ED visit, therefore
no conclusions as to the type, amount and delivery mode of information that would be most useful to parents could be
drawn. Despite the limited available data to review, common themes emerged providing preliminary insight into parents’
experiences when seeking care for their child with an IDD. Parents’ self-reported experiences related to 1) utilizing the
ED, 2) staff interaction and knowledge of their child’s condition, 3) management of sensory stimuli in the ED, and 4)
disclosing their child’s condition.

Overall, many parents reported being disappointed with their ED care experiences, specifically related to interactions
with staff and the appropriate management of their child. Parents felt that ED staff lacked specific skills and were too
busy to take the time needed to manage and support a child with an IDD, especially when many ED visits were related to
BOC.”*%3? For many, much of their frustration was due to knowing the ED may not have been the best place to receive
help for the given situation, but it was their only point of care when BOC issues arose. It has been previously documented
that presentation to the ED for BOC is often a last resort, when parents cannot manage the situation themselves at home
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any longer.>> Unfortunately, significant barriers exist for families trying to assess community care for the child’s BOC
and mental health management prior to ED presentation.®® This prompts the need for further investigation into different
models of care or direct links to support services outside of the ED and resources for community follow-up to better
support this highly vulnerable group.’

Additionally, challenges related to a lack of understanding about their child’s behavior and ED staff’s knowledge and
expertise caring for a child with an IDD left parent feeling frustrated.”’ This is similar to reports in the adult IDD
population, which highlighted that emergency care was suboptimal from the perspective of patients and caregivers.>’ >°
Adults with IDD and their caretakers reported negative experiences related to a lack of respect, expertise, knowledge of
patients with an IDD and their support needs. According to Lunsky et al, investment in educating ED staff around the
types of accommodations that can be made (eg, quiet rooms), as well as the diversity in presentations of IDDs can
support families and create a more positive ED care experience.’® Likewise, providing information to parents and
increasing their awareness about options available in the ED setting (eg, quiet rooms, child life services) may empower
parents to advocate on their child’s behalf.

While often parents are relied heavily upon as experts regarding their child’s condition,*” included studies highlighted
parents’ frustration with ED staff not listening or communicating with them, while their child was in the ED. Unlike
parents of hospitalized children with an IDD who felt they were being relied on by staff to provide care and knowledge,*'
parents in the ED felt that they were at times ignored and underutilized when it came to understanding how best to
support their child. Parents noted they wanted to work in partnership with ED staff and healthcare providers.

Further work exploring this notion is needed to understand how best to facilitate this within the ED, as well as what
resources are needed to support its implementation. Perspectives from healthcare providers emphasized that being better
informed and trained around the needs of children with IDDs can increase their confidence and create a more equitable
partnership between parents and staff when discussing and providing care.** Developing resources or education materials
for ED staff through accrediting agencies could support management of children with IDDs in the ED.** Parents and
families should have an integral role in informing these resources specifically around environmental, sensory and
communication needs. These findings were also noted in studies assessing parents’ experiences seeking emergency
medical care for a child with medical complexity. Often communication gaps and insufficient information were reported
as a point of frustration for parents.***®

A common finding across studies was the lack of transparency regarding the ED processes (specifically wait times
and how children are triaged). Lengthy wait times in crowded waiting rooms could induce significant agitation and
anxiety in individuals with IDD due to sensory stimuli.'**” An understanding of how these environmental stimuli may
contribute to anxiety and stress for children and parents and developing ways to mitigate them before problems arise is
needed. Child-oriented resources, supports for families (eg, effective communication materials about wait times*®), and
environmental resources (eg, conducive and welcoming waiting room designs,* triage protocols to prioritize children
with ASD*%) are recommended."’

Another common experience for many parents was weighing the decision to disclose their child’s IDD diagnosis to
ED staff. Some parents thought disclosing would allow staff to understand and accommodate their child’s needs, yet the
decision was not always straightforward.'* Understanding the intricacies of this decision process could help mitigate
potential challenges before and after disclosure. Muskat et al identified potential strategies such as staff asking questions
about a child’s needs and that these special needs be noted, and care be expedited.'* There is a need for a greater
understanding and improvement of communication between parents and ED staff to reduce barriers to care.'*>" Effective
multidisciplinary programs have been implemented to address the disparity in care for persons with an IDD, with an
understanding that incorporation of caregiver experiences and information needs is essential to the quality of patient
management.’” If strategies to improve parent and child experiences in the ED are developed to create a supportive
environment, parents may be more inclined to disclose their child’s IDD diagnosis.

Practice Implications
While parents have numerous concerns around the management of their child with an IDD in the ED, initiatives to
improve their experiences are currently in development. Sensory equipment kits and clinical pathways to meet sensory

Open Access Emergency Medicine 2024:16 hetps: 127

Dove:


https://www.dovepress.com
https://www.dovepress.com

Elliott et al Dove

needs are being implemented, following precedents set in other healthcare spaces (eg, outpatient clinics, dental
offices). > >° Additionally, the results of this review will provide context for a KT tool directed at healthcare providers.
Translating Emergency Knowledge for Kids (a national network with a focus on improving children’s emergency care
across Canada, trekk.ca) has developed a Bottom Line Recommendation to support management approaches in ED for
children with IDDs.>®” The tool encourages a partnership between parents and healthcare providers to better serve their
children, and highlights the need for tailored communication strategies and the integral role of the caregiver in supporting
care management in the ED. In light of the small number of studies, additional research is needed to support the
development of a parent focused KT tool, addressing parents’ expectations and ensuring their information needs are
considered during care management. Parents and healthcare providers can then work together to improve parents’
experiences when seeking care for their child with an IDD in the ED.

Strengths and Limitations

As we only identified seven studies, the generalizability of our findings may be limited. For example, parents that
recruited into the individual studies may not have been representative of all parents seeking ED care for a child with IDD,
and those wanting to participate may have only felt that they had negative experiences. However, we worked with an
experienced research librarian who developed a comprehensive search covering multiple online databases. Many studies
were excluded based on the reported experiences including only children’s experiences, parents reporting their child’s
experiences, or parents’ experiences not being related to an ED encounter. The experiences and information needs from
the perspective of parents who seek care in the ED for a child with IDD are invaluable. Not only for an understanding of
the specific challenges they face but also what information and supports would ensure a better experience of receiving
care in the future. Further, we could not assess how the age of the child or reason for presentation to the ED would have
affected parents’ experiences and information needs. For example, the incidence of self-injury as a BOC has been shown
to increase in the teenage years. Parents’ experiences at the ED for this may be very different to those whose child has
sensory needs and is seeking care for a broken arm.

Conclusion

From the limited research that exists, it is evident that parents of children with an IDD are often disappointed and
frustrated with ED care management practices and inadequate resources to support their child. While parents acknowl-
edged that the ED may not be the optimal place to take their child, they were often unsure where else to seek care and
support during a crisis, or when the child is acutely ill.

Parents want to work in partnership with ED staff to support their child’s care needs but are unsure as to whether to
disclose their child’s diagnosis. Parents felt that there was a lack of educational resources to support both ED staff and
parents navigate an ED visit and wanted improved communication in the ED around waiting times.

Understanding the drivers of parents’ expectations and care decisions in ED can help inform the development of KT
tools that can be implemented to support caregivers and emergency care providers in the management of children with
IDDs. Additionally, understanding parents’ information needs can identify what they require from healthcare staff to
provide optimal care, and where there are gaps in health literacy. While initiatives are underway in North America to
address some of their concerns, our findings call attention to the need for further research around parents’ experiences
and specifically information needs related to the management of children with an IDD in the ED.
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