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BACKGROUND: There is growing evidence of ableism in pediatric health care, but our limited
understanding of the experiences of ableism inhibits further evaluation and intervention.
The study objective was to describe community perspectives of the experiences of ableism
in pediatric health care for children with disabilities.

MeTHODS: Participants completed a group concept mapping study using web-based software to
input experiences of ableism in health care. Following a formal statement reduction, partici-
pants sorted unique experiences into conceptual clusters. Data were mapped to generate a sim-
ilarity matrix. A multidimensional scaling algorithm generated a point map, and a hierarchical
cluster analysis grouped statements into clusters. Focus groups validated and labeled clusters.

ResuLts: Participants (n=132) generated 658 statements about ableism experiences. After
reduction, 145 experiences were categorized in 11 conceptually distinct clusters: 1) substand-
ard care including withholding care, 2) dehumanizing language and behaviors, 3) negative
assumptions, 4) inflexible organizational policies and practices, 5) inaccessible built environ-
ment and lack of accommodations, 6) lack of access to resources, 7) unfair standards and nor-
malized inequity in health systems, 8) dismissal of the lived experience and caregiver expertise,
9) intersectional identities and judgements of worthiness to receive care, 10) restrictions
driven by insurance coverage and policy, and 11) complexity in community and health services
navigation.

concLusions: Wide-ranging experiences of ableism occur in pediatric health care interactions.
The lived experiences of ableism identified in this study provide insight for future research
in pediatric health care. @
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INTRODUCTION

Children with disabilities are a growing population in the
US, representing approximately 1 out of every 6 children.'
Children with disabilities can face discrimination in the
health care system because of their disabilities.>* Limited
prior research has shown that disability-based discrimina-
tion, or ableism, can manifest in pediatric health care as sub-
standard care, negative and dehumanizing comments, and
limited access to services driven by lack of knowledge,
assumptions of disability, and clinician apathy.*®

Despite growing attention on ableism in pediatric health
care, the broader nature of how ableism is experienced in
health care by children with disabilities and their families
is poorly understood. This gap in knowledge limits clini-
cians, researchers, health policy experts, and administra-
tors from adequately assessing and addressing common
ableism experiences to improve health outcomes.
Therefore, we sought to describe the lived experiences of
ableism in pediatric health care through a national group
concept mapping (GCM) study.

METHODS

Overview

GCM is a structured form of community-engaged mixed
methods research designed to leverage lived-experience
expertise in the assessment of a topic.”® This methodology
engages participants during every step and elevates partici-
pant voices to define the dimensions of a topic; in our study,
the experience of ableism in pediatric health care. This
study used the web-based GroupWisdom® software to con-
duct data collection and analysis. All study materials were
available in both English and Spanish. The research team
also engaged an advisory committee (AC), composed of 5
national leaders in childhood disability (Supplemental
Table 1), in the study design, recruitment, and methods.
This study was approved by the University of Utah
Institutional Review Board (00178638).

Prompt Development

In GCM, prompts are created to operationalize the concept
of interest and orient participant responses to the study
goal. A focus prompt for this study was iteratively devel-
oped by the research team, which includes 3 lived experi-
ence partners (LEP) (DO, MW, DG) and the study AC. The
prompt was then tested with 12 parents of children with
disability and further refined for clarity and content. The
final prompt stated: “Sometimes children and youth with
disabilities have difficulty getting the health care they need.
They might be treated differently or unfairly by the health-
care system or people in healthcare settings. They may
receive less attention or poor care compared to children
without disabilities. One of the ways this occurs is...”
Health care was defined in the text instructions as
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“Healthcare refers to all the people, organizations, and ser-
vices in the US that are intended to maintain or improve
health. It includes interactions in numerous settings includ-
ing the doctor’s office, dentist’s office, hospitals, clinics,
emergency departments, intensive care units, physical
and occupational therapy, and mental health appointments.
It also includes health insurance, medical equipment, and
home healthcare needs.” Of note, schools were not explicitly
mentioned in this definition as their institutional and legal
framework differs from other health care services.

Participants

Participants were recruited to join the study between
September 2024 and November 2024. Potential partici-
pants were eligible for the study if they were older than
18 years old, spoke English or Spanish, and had knowledge
of or lived expertise with childhood disability, defined as: a
family member of children with disabilities, young adults
with childhood-onset disability, clinicians providing health
care to children with disabilities, disability justice advo-
cates, or health systems administrators. Potential partici-
pants were referred by the AC and study team and via
snowball sampling, where individuals who participated in
the study referred others with knowledge of childhood dis-
ability. To ensure data security and prevent fraudulent
entries, only referred participants could access the study
site. Enrolled participant characteristics were reviewed
periodically throughout the study, and recruitment efforts
were focused on ensuring a diverse sample of participants.
Referred participants received an email invitation and an
optional brief instructional webinar. Participants received
an informed consent document, and consent was affirmed
by continued participation in the study. Participants then
completed a demographic survey to characterize the study
sample. Participants continued to be enrolled in the study
while new experiences were generated. When saturation
occurred (no new experiences were added by new state-
ments for 50 statements), recruitment for the study was
discontinued. Participants were compensated for their par-
ticipation in this study.

GCM Phases
Phase 1: Statement Generation

The first phase of GCM involved brainstorming responses to
address the focus prompt. Participants individually entered
as many experiences into the software as they believed
directly answered the prompt. All entered experience state-
ments were immediately available for other participants to
view to allow for group thought and further statement
generation.

Next, 2 reviewers inductively coded all statements to
describe the general content of each statement to help iden-
tify redundancy of experiences. For example, a code of
“parking” applied to statements describing inaccessible
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parking at healthcare centers. An initial codebook was
developed based on the first 200 statements. Further codes
were developed iteratively by the reviewers who met inter-
mittently to discuss and resolve discrepancies by consen-
sus. Statements were then reviewed by the research team
to identify duplicate experiences and to select the statement
that most clearly represented the experience. Language
from the original statements by participants was main-
tained verbatim apart from minor spelling and grammar
edits to enhance clarity.

Phase 2- Sorting and Rating

During the next phase of the study, participants were
invited to return to participate in sorting and rating
experiences.

Sorting. Participants independently sorted experiences
they perceived as being similar into clusters by moving vir-
tual flashcards with an individual experience into virtual
piles in the software. Participants could make as many vir-
tual piles as they felt necessary to separate the experiences
into distinct clusters. Participants were advised not to sort
experiences into “miscellaneous” or “other” piles and to use
as many piles as they felt necessary. Definitions for complex
topics or acronyms were provided (Supplemental Table 2).
Participant sorting data were evaluated for inclusion in the
analysis. Exclusion criteria for sorting data included data
with “other” or “miscellaneous” groups, no clustered groups
(ie, sorted into 145 groups) or too few clustered groups (ie,
sorted into 1 group).

Rating. Next, participants rated each experience on a Likert
scale for 2 independent questions. The first question was
“How difficult does this experience make it for children with
disabilities to access healthcare?” with 1 = not difficult, 2 =
a little difficult, 3 = difficult, and 4 = very difficult. The sec-
ond question was “How likely is this experience to physi-
cally or emotionally harm a child and/or their caregiver?”
with 1=very unlikely, 2 =unlikely, 3 =likely, 4 =very
likely.

Phase 3: Data Analysis

All experiences were sorted into a similarity matrix, which
determines the frequency with which individual experien-
ces were sorted together by the participants. Then multidi-
mensional scaling generated a 2-dimensional point map of
experiences frequently sorted together. Next, a hierarchical
cluster analysis was performed using Ward’s Method° to
create clusters of experiences that mapped closest together.
The software generated cluster map options ranging from 4
to 15 clusters. Bridging values (range 0-1), a summary sta-
tistic of conceptual cohesion, were assigned to clusters.
Lower bridging values suggest conceptual distinctness,
while higher bridging values indicate clusters are less dis-
tinct and act as a “bridge” between concepts.!'™* The
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research team reviewed each cluster map option, evaluating
the visual map representation and conceptual distinctive-
ness across clusters to identify the optimal cluster
map. 121415

Phase 4: Impact of Statements

Participant rating data from Phase 2 was evaluated using
layered cluster maps and a “go-zone” plot. In layered cluster
maps, the final concept map is combined with the mean par-
ticipant ratings on the impact of experiences on health care
access or the likelihood of the experience causing physical
and emotional harm to children with disabilities and their
families. Mean comparison is the conventional approach in
GCM to support cluster analyses.'®"*® In layered maps, clus-
ters with experiences with a higher mean rating, implying
more negative perceived impact on access or health, are
represented by more layers in the map. In the “go-zone”
representation, individual experiences are represented by
plotting the mean rating for the impact on access against
the mean rating for impact on physical and emotional health
of the child and family. This results in a scatterplot of expe-
riences represented across 4 quadrants, with the right
upper quadrant depicting the “go-zone.” Experiences in
the “go-zone” are reported to have the highest perceived
negative impact on both access to care for children with dis-
abilities and the overall physical and emotional health of
children with disabilities and their families.

Phase 5: Data Interpretation

Focus groups were convened to validate the final clusters
and understand participant perspectives on cluster labels.
Two focus groups included family members of children
with disabilities, and one focus group included young adults
with childhood-onset disabilities. Demographics of focus
group participants are shown in Supplemental Table 3.
The focus groups were led by a LEP via video conferencing
with closed captioning and live transcription and lasted
between 90 and 120 minutes. During focus groups,
participants evaluated experiences in each cluster, dis-
cussed their relationship, and contextualized the results.
Following completion, transcripts were transcribed verba-
tim and reviewed by the research team. Consensus cluster
labels were created reflecting the focus group transcripts
and experiences in the final clusters. Next, experiences
within clusters were reviewed, and <5% (n=4) were
moved to a more representative cluster based on map loca-
tion, bridging value, and focus group feedback.®***®

RESULTS

One hundred thirty-two participants completed the initial
brainstorming activity (215 referrals, 63% response rate).
Of the 132 brainstorming participants, 61 participants com-
pleted the sorting activity, and 58 completed the rating
activities. Participants in the study reflected a diversity of
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TABLE 1. Participant Characteristics

Characteristic

N =132
N (%)

When you think and talk about childhood disability, what is your primary

role?

Family member of a child with disability 76 (50.3)

Adult with childhood-onset disability 35 (23.2)

Clinical provider for children with disability 29 (19.2)

Non-clinical role in healthcare 4.(2.7)

Justice or legal system advocate for people with 3 (2.0)
disability

Health system or health policy administrator 1(0.7)
What is your age in years?

18-25 4 (3.0

26-35 30 (22.7)

36-50 70 (53.0)

51-65 23 (17.4)

>66 5 (3.8)
Which best identifies your race and ethnicity?

American Indian or Alaskan Native 2 (1.4)

Asian 4(2.8)

Black or African American 16 (11.4)

Native Hawaiian or Other Pacific Islander 1(0.7)

White 98 (69.5)

Hispanic or Latino 17 (12.1)

Other 3(2.1)
What best describes your gender?

Female/woman 105 (79.6)

Male/man 24 (18.2)

Nonbinary 3 (2.3)
What is your preferred language of communication?

English 126 (95.5)

Spanish 4 (3.0)

American Sign Language 1(0.8)
Over the past year, have any of these things been true for you or your
household?

Was not able to pay the water, heat, gas, electric, or 15 (8.0)
other utility bill because there was not enough money

Was not able to pay the rent or mortgage on time 12 (6.4)
because there was not enough money

Was worried that | would not have enough food to 20 (10.7)
feed myself or my family

Received or was qualified for government assistance 30 (16.0)
programs such as Section 8 housing, SSI, SNAP benefits,
TANF, or EITC

Considered myself to be poor or low income 27 (14.4)

| do not know if any of these things have been true 5 (2.7)
for me or my household

None of these things have been true for me over the 78 (41.7)

past year

(Continued on next column)

4

TABLE 1. Participant Characteristics (Continued)

N =132

Characteristic N (%)

Are any of the following things true for you or your household?

I live in a rural or remote area 226 (16.7)
| am an immigrant to the United States 6 (4.5)
One or more members in our household identifies as 18 (13.6)

queer, lesbian, gay, trans, bisexual, intersex, or asexual

Abbreviations: EITC, Earned Income Tax Credit; SNAP, Supplemental Nutrition
Assistance Program; SSI, Supplemental Security Income; TANF, Temporary Assistance
for Needy Families.

experiences with childhood disability, self-reported race
and ethnicity, age, gender, socioeconomic status (Table 1),
and geographic location (Supplemental Figure 1).

Participants generated 658 statements, which were nar-
rowed into 145 unique experiences by the research team.
Experiences were then sorted by participants independ-
ently into clusters, which varied in size from 3 clusters to
28 clusters. Participant data with 1 cluster (n=1) and
145 clusters (n=1) were excluded from analysis. Sorting
resulted in a point map with a stress rating of 0.22, showing
appropriate reliability and interpretability of the map-
ping.'® From the point map, a range of cluster map solutions
combining all participant data were generated, and the clus-
ter map determined to best represent the data had 11 non-
overlapping clusters (Supplemental Figure 2).

The final cluster labels (Figure 1), definitions, bridging
values and example experiences are shown in Table 2.
Cluster 1 (substandard care including withholding care)
included experiences where standard medical care, includ-
ing medical equipment or surgical care, was not offered
because of the child’s disability. Cluster 2 (dehumanizing
language and behaviors) included disrespectful, insulting,
or stereotyping statements made to the family or child.
One focus group participant described this -cluster,
“Dehumanization—where the statements seem to show
that the patients are at this point no longer seen as people
but just as subjects. When they view them as just subjects,
there is no need for compassion, no need for empathy.”
Cluster 3 (negative assumptions) included experiences
involving assumptions of a child’s ability and negative
assumptions of quality of life because of a child’s disability.
Cluster 4 (inflexible organizational policies and practices)
was described by a focus group participant as “Clinic or hos-
pital policy-wise—someone makes decisions who aren’t
thinking about children with disabilities and how they fit
into those decisions. They are just making decisions that
are not fully thought through. Not making equitable deci-
sions and instead just trying to go off of the majority of
patients.”

Cluster 5 (inaccessible built environment and lack of
accommodations) included experiences of inaccessible or
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TABLE 2. Cluster Labels, Bridging Values, Descriptions and Example Statements

community and health
services navigation

administrative burden, lack of care coordination and
limited communication between services within and
across organizations

Bridging
Cluster Label Value Cluster Description Example Statement
1. Substandard care 0.31 Experiences where standard medical care, including When treatment is not offered because “We don't do that
including withholding diagnostic evaluations, medical treatments, and life- for children like him.” For example, a CPAP machine
care supporting therapies, are not offered or are withheld due [ needed so our child could breathe while sleeping.
to a child's disabilities
2. Dehumanizing 0.07 Experiences involving statements or actions that disregard | A nurse told us that she didn’t understand special needs
language and a child’s dignity and humanity because of their disabilities | parents who just don't know when to let go of their child.
behaviors
3. Negative 0.07 Experiences involving beliefs or ideas about children with | In my experience, many providers make a large general
assumptions disabilities and their lives that are based on stereotypes assumption about physical differences. For instance,
or bias providers think using a wheelchair is a hardship and have
an automatic negative association.
4. Inflexible 0.24 Experiences that occur because of the rules, regulations, Lack of flexibility in scheduling and late arrival policies
organizational policies and practices of an organization that disadvantage that do not consider transition issues, unforeseen events,
and practices children with disabilities physical issues, toileting needs, impaired mobility,
complexity, and transportation issues.
5. Inaccessible built 0.35 Experiences involving the physical structures and spaces Inadequate disability access in every hospital I've been
environment and lack of healthcare centers and the absence of necessary seen in as a patient or worked at as a physician, including
of accommodations supports to meet the needs of children with disabilities a new rehabilitation hospital. When | pointed out access
concerns, it was clear that minimum ADA standards were
the goal.
6. Limited access to 0.24 Experiences involving the inability to obtain necessary Lack of access to providers, treatments, or therapies due
resources and services healthcare services or equipment for children with to fewer providers that take Medicaid.
disabilities because of lack of available support
7. Unfair standards 0.33 Experiences related to the expectations, norms, and When the families of complex patients are expected to do
and normalized culture of an institution that create unequal burden for all of the nursing care while inpatient.
inequity in health children with disabilities and their families
systems
8. Dismissal of the 0.34 Experiences that occur when the concerns and knowledge | Parents are ignored or not acknowledged for their
lived experience and of a child with disabilities or their families are minimized, | expertise in the child’s care. Doctors talk to me like I'm
caregiver expertise devalued, or ignored despite their expertise about their new to the diagnosis after 18 y parenting and learning
life and health about her syndrome. I'm overlooked because | am a mom
and not the professional.
9. Intersectional 0.73 Experiences related to devaluing children with disabilities | Children with disabilities must look as “white and middle
identities and that are heightened in children who identify as members class” as possible to get adequate care.
judgements of of other marginalized communities
worthiness
10. Restrictions driven 0.10 Experiences occurring because of inadequate insurance Insurance denials of more expensive therapies—patients
by insurance coverage benefit packages for children with disabilities and are forced to try less effective means of health
and policy specifications of coverage limits, covered services, cost management first before insurance will approve best
sharing, and exclusions evidence-based practices.
11. Complexity in 0.44 Experiences related to fragmentation of care, excess Not enough time, reimbursement, support, or coordination

to address a child’s needs in most primary care settings.

Abbreviations: ADA, Americans with Disabilities Act; CPAP, continuous positive airway pressure.

unaccommodating structures such as parking lots, doors,
check-in kiosks, or waiting rooms. Cluster 6 (limited access
to resources and services) was described by a focus group
participant as involving “the access to care, access to pro-
viders, access to space, and then this is access just to what
the system recommends, right? Or what people actually rec-
ommend you do and can you actually get that or not?”
Cluster 7 (unfair standards and normalized inequity)

disability.
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involved the culture and unwritten rules of organizations
that perpetuate inequitable care and different standards
for children with disability. Specific experiences highlighted
differences in discharge criteria for children with complex
needs and routine screening tools that are insensitive to

Cluster 8 (dismissal of the lived experience and caregiver
expertise) included experiences where a caregiver or child’s
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FIGURE 1.
Clusters of ableism in pediatric health care.

perspective was not considered despite their knowledge
and experience with their health. Cluster 9 (intersectional
identities and judgements of worthiness) experiences
involved assessments of children with disabilities and the
compounding discrimination that occurs with intersec-
tional identities. This cluster had a high bridge value,
indicating experiences within this cluster were less concep-
tually distinct to participants and may thematically span
across clusters. Cluster 10 (restrictions in care because of
inadequate insurance coverage and policies) experiences
were summarized by one participant in the focus group
as “families are feeling like insurance is setting them up
to fail or the lack of coverage from insurance and that it
is really negatively impacting the health of kiddos and
the well-being of families.” Cluster 11 (complexity in com-
munity and health services navigation) experiences related
to fragmentation of care and siloed health services. One
focus group participant summarized, “It’s all the ways that
we've fallen through the system. The system is not designed
for children like ours.”

Next, the clusters were compared by mean ratings for the
impact of experiences on health care access and on physical
and emotional health in layered cluster maps and a “go-
zone” scatter plot. Figure 2 shows 2 layered cluster maps.
The clusters with the highest perceived mean impact on

6

access to health care were limited access to resources
and services (cluster 6, mean rating of 3.27-3.32/4) and
restrictions driven by inadequate insurance policy (cluster
10, mean rating of 3.27-3.32/4). The clusters with the high-
est perceived impact on physical and emotional health of
children with disabilities and their families were substand-
ard care (cluster 1, mean rating 3.47-3.55/4) and dehu-
manizing experiences (cluster 2, mean rating 3.47-3.55/
4). In addition to the layered cluster maps, a “go-zone” scat-
ter plot revealed multiple experiences to have both a per-
ceived high impact on health care access and child and
family emotional and physical health (Figure 3).

DISCUSSION

Children with disabilities and their families report many
ableist challenges in the health care system. The 11 clusters
of experiences of ableism in pediatric health care highlight
the many ways discrimination is perceived by families and
children with disabilities. Ableism experiences can occur
during provider-patient interactions as substandard clinical
decisions, including decisions to withhold care, dehumaniz-
ing language, assumptions about disability, and dismissal of
the lived experience. Other experiences involve interactions
with organizations and inflexible policies, inaccessible built
environments, and a culture of normalized inequity within
organizations. Community-based factors and public
policies contribute to challenges with inadequate insurance
coverage limiting access, complexity in community and
health services navigation, and limited access to necessary
resources that disproportionately impact children with
disabilities.

The results of this study provide guidance for future
research, advocacy, and health systems improvement.
Each cluster offers a launch point for deeper investigation,
including examining root causes, exploring prevalence, and
determining impact on health outcomes. Furthermore, the
experiences identified in this study define the conceptual
constructs to guide future measurement of ableism. For
example, each experience can inform the item content in
future patient-reported survey measures. Novel measures
of experiences are needed to determine the occurrence of
ableism in health care and identify populations at highest
risk for exposure to ableist experiences for future interven-
tions. In addition, measurement of ableism within health
systems could identify experiences occurring locally as tar-
gets for intervention. Interventions within health systems
likely must consider the expansive nature of ableism to
improve patient experiences. For example, organizational
efforts to address interpersonal discrimination through
workforce anti-ableism or communication training could
be enhanced by synchronized assessment and modification
of organizational policies and structures that inherently dis-
advantage children with disabilities.?°
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FIGURE 2.

Layered cluster maps of ableism in health care. A) Final cluster map of 11 domains of ableism experiences layered with the impact on access to
healthcare for children with disability, and B) final cluster map of 11 domains of ableism experiences layered with the impact on the physical and
emotional health of children with disability and their family.
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“Go-zone” representing harmful experiences of pediatric ableism in health care.

Go-zone plot representing individual experiences of ableism in healthcare and their impact on access to healthcare and the physical and emotional
health of children with disability and their families. The experiences with the highest ratings of impact on well-being and impact on healthcare
access are shown in the right upper quadrant. The 5 highest rated experiences are: Care and work up was refused in the emergency room because
our son was “already past his life expectancy.”(statement 80); One hospital stood in the way of transferring to another hospital for months and
treatment was no longer possible leading to death (statement 82); My child has survived multiple attempts at purposeful eugenics by “medical
professionals” who truly believe disabled children are not worthy of living and should be removed from the population by “natural selection.”
(statement 78); When treatment is not offered because “We don’t do that for children like him,” for example, a continuous positive airway pressure
machine needed so our child could breathe while sleeping or a surgery (Ventricular Septal Defect heart repair) that is considered essential for
health (statement 81); the attending doctor asked us when we were going to stop treatment—he asked what they should do if they have other

people who need our room. (statement 86).

This study also identifies priorities for future evaluation
based on lived experience ratings. Substandard care, includ-
ing withholding care and dehumanizing behaviors, was per-
ceived by participants to negatively impact the physical and
emotional health of children and families as well as access
to care. Substandard care can lead to poor health outcomes
due to clinical decisions influenced by personal bias and
missed diagnoses caused by diagnostic overshadowing. In
addition, these experiences can cause chronic and toxic
stress, which is associated with poor physical and mental
health.*?*~2* Discriminatory interactions can also influence
trust, leading to alterations of health-seeking behavior
and forgone care, which can have deleterious effects on
health.?>~?” Therefore, these experiences represent critical
areas for future intervention, which may include addressing
provider bias and lack of knowledge, increasing lived expe-
rience partnership in care through family-centered care,
and mitigating value imposition in decision-making.?®3°

There are several limitations of our study. First, the pur-
pose of this study is to describe ableism experiences from

8

the lived experience perspective. The further evaluation of
causal factors, structural influences, clinical context, and
prevalence of reported experiences is outside the scope
of the study methods. Future research should include a
deeper evaluation of the drivers and facilitators of each
experience to inform intervention and facilitate necessary
change. Next, the definition of health care in this study
did not explicitly include school and therefore may not
represent health care experiences that occur in this setting.
Another limitation involves the recruitment methods,
which required a direct referral and access to internet soft-
ware to participate, which may lead to selection bias. In
addition, the study was only offered in English or Spanish,
and participants with limited or no English proficiency are
not well represented in our study. Future studies should
focus on the experiences of ableism and intersectionality
occurring in non-English-speaking families. Furthermore,
it is challenging to separate intersectional identities and
experiences in health care. Ableism can compound other
discrimination, impacting the experiences in health care
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systems for individuals from all marginalized commun-
ities.3* Future efforts to design health systems interven-
tions should consider other forms of oppression that
often occur simultaneously.

CONCLUSIONS

Children with disabilities encounter ableism in the health
care system with experiences represented by 11 clusters.
This study identifies experiences of ableism from the per-
spective of participants in the study and highlights con-
structs for measure development and future research to
improve health care experiences for children with disabil-
ities and their families.

ACKNOWLEDGMENTS

We would like to acknowledge the participants of the study
for their contributions to this research. We would also like
to thank the members of the advisory committee for their
guidance and support in this study.

ABBREVIATIONS

AC: advisory committee
GCM: group concept mapping
LEP: lived experience partner

Accepted for Publication Date: May 18, 2026
https://doi.org/10.1542/peds.2025-074093

COMPANION PAPER: A companion to this article can be found online at www.pediatrics.org/cgi/doi/10.1542/peds.2026-077456.

This is an open access article distributed under the terms of the Creative Commons Attribution 4.0 International License, which permits unrestricted use,
distribution, and reproduction in any medium, provided the original author and source are credited.

REFERENCES

1. Houtrow AJ, Larson K, Olson LM, Newacheck PW, Halfon N.
Changing trends of childhood disability, 2001-2011. Pediatrics.
2014;134(3):530-538. PubMed doi: 10.1542/peds.2014-0594

2. Hagerman TK, Houtrow AJ. Variability in prevalence estimates of
disability among children in the national survey of children’s
health. JAMA Pediatr. 2021;175(3):307-310. PubMed doi: 10.
1001/jamapediatrics.2020.5073

3. Houtrow A, Sabatini C, Jarvis J. Health Equity for Children with
Disabilities. J Pediatr Soc North Am. 2024;5(1):634. PubMed doi:
10.55275/JPOSNA-2023-634

4. Ames SG, Delaney RK, Houtrow AJ, et al. Perceived disability-based
discrimination in health care for children with medical complex-
ity. Pediatrics. 2023;152(1):€2022060975. PubMed doi: 10.1542/
peds.2022-060975

5. Meade MA, Mahmoudi E, Lee SY. The intersection of disability
and healthcare disparities: a conceptual framework. Disabil
Rehabil. 2015;37(7):632—641. PubMed doi: 10.3109/09638288.
2014.938176

6. Ames SG, Delaney RK, Delgado-Corcoran G, et al. Impact of disabil-
ity-based discrimination in healthcare on parents of children with
medical complexity. Dev Med Child Neurol. 2024;66(9):1226—1233.
PubMed doi: 10.1111/dmcn.15870

7. Vaughn LM, Jones JR, Booth E, Burke JG. Concept mapping meth-
odology and community-engaged research: a perfect pairing. Eval
Program Plann. 2017;60:229-237. PubMed doi: 10.1016/j.
evalprogplan.2016.08.013

8. Burke JG, 0’'Campo P, Peak GL, Gielen AC, McDonnell KA, Trochim
WM. An introduction to concept mapping as a participatory public

PEDIATRICS Volume 158, Issue 5, November 2026

health research method. Qual Health Res. 2005;15(10):1392—1410.
PubMed doi: 10.1177/1049732305278876

9. The Concept System® groupwisdom™ (Build 2022.30.10) [Web-
based Platform]. (2022). Ithaca, NY. Available from https://www.
groupwisdom.tech.

10. Ward JH Jr. Hierarchical Grouping to Optimize an Objective
Function. J Am Stat Assoc. 1963;568(301):236—244. doi: 10.1080/
01621459.1963.10500845

11. Roasa MKaS. Conversations in Group Concept Mapping:
Applications, Examples and Enhancements. Sage Publications;
2018.

12. Jackson K, Trochim W. Concept mapping as an alternative
approach for the analysis of open-ended survey responses. Organ
Res Methods. 2002;5(4):307—-336. doi: 10.1177/109442802237114

13. Dare L, Nowicki E. Engaging children and youth in research and
evaluation using group concept mapping. Eval Program Plann.
2019;76:101680. PubMed doi: 10.1016/j.evalprogplan.2019.101680

14. Rosas SR, Ridings JW. The use of concept mapping in measure-
ment development and evaluation: application and future direc-
tions. Eval Program Plann. 2017;60:265-276. PubMed doi: 10.
1016/j.evalprogplan.2016.08.016

15. Goldman AW, Kane M. Concept mapping and network analysis: an
analytic approach to measure ties among constructs. Eval
Program  Plann. 2014;47:9—17. PubMed doi: 10.1016/j.
evalprogplan.2014.06.005

16. Trochim WM, McLinden D. Introduction to a special issue on con-
cept mapping. Eval Program Plann. 2017;60:166—175. PubMed doi:
10.1016/j.evalprogplan.2016.10.006

Downloaded from publications.aap.org/pediatrics/article-pdf/doi/10.1542/peds.2025-074093/1978916/pediatrics.2025074093.pdf

bv auest


https://doi.org/10.1542/peds.2025-074093
http://www.pediatrics.org/cgi/doi/10.1542/peds.2026-077456
https://creativecommons.org/licenses/by/4.0/
https://pubmed.ncbi.nlm.nih.gov/25136051
https://doi.org/10.1542/peds.2014-0594
https://pubmed.ncbi.nlm.nih.gov/33252678
https://doi.org/10.1001/jamapediatrics.2020.5073
https://doi.org/10.1001/jamapediatrics.2020.5073
https://pubmed.ncbi.nlm.nih.gov/40433076
https://doi.org/10.55275/JPOSNA-2023-634
https://pubmed.ncbi.nlm.nih.gov/37357731
https://doi.org/10.1542/peds.2022-060975
https://doi.org/10.1542/peds.2022-060975
https://pubmed.ncbi.nlm.nih.gov/25060038
https://doi.org/10.3109/09638288.2014.938176
https://doi.org/10.3109/09638288.2014.938176
https://pubmed.ncbi.nlm.nih.gov/38327250
https://doi.org/10.1111/dmcn.15870
https://pubmed.ncbi.nlm.nih.gov/27591958
https://doi.org/10.1016/j.evalprogplan.2016.08.013
https://doi.org/10.1016/j.evalprogplan.2016.08.013
https://pubmed.ncbi.nlm.nih.gov/16263919
https://doi.org/10.1177/1049732305278876
https://www.groupwisdom.tech
https://www.groupwisdom.tech
https://doi.org/10.1080/01621459.1963.10500845
https://doi.org/10.1080/01621459.1963.10500845
https://doi.org/10.1177/109442802237114
https://pubmed.ncbi.nlm.nih.gov/31326697
https://doi.org/10.1016/j.evalprogplan.2019.101680
https://pubmed.ncbi.nlm.nih.gov/27601290
https://doi.org/10.1016/j.evalprogplan.2016.08.016
https://doi.org/10.1016/j.evalprogplan.2016.08.016
https://pubmed.ncbi.nlm.nih.gov/25064310
https://doi.org/10.1016/j.evalprogplan.2014.06.005
https://doi.org/10.1016/j.evalprogplan.2014.06.005
https://pubmed.ncbi.nlm.nih.gov/27780609
https://doi.org/10.1016/j.evalprogplan.2016.10.006

20.

21.

22.

23.

24.

10

. Barnert ES, Coller RJ, Nelson BB, et al. A healthy life for a child with

medical complexity: 10 domains for conceptualizing health.
Pediatrics. 2018;142(3):e20180779. PubMed doi: 10.1542/peds.
2018-0779

. Brennan LK, Brownson RG, Kelly C, Ivey MK, Leviton LC. Concept

mapping: priority community strategies to create changes to sup-
port active living. Am J Prev Med. 2012;43(5) (suppl 4):S337-S350.
PubMed doi: 10.1016/j.amepre.2012.07.015

. Rosas SR, Kane M. Quality and rigor of the concept mapping meth-

odology: a pooled study analysis. Eval Program Plann. 2012;35(2):
236-245. PubMed doi: 10.1016/j.evalprogplan.2011.10.003

Lundberg DJ, Chen JA. Structural ableism in public health and
healthcare: a definition and conceptual framework. Lancet Reg
Health Am. 2023;30:100650. PubMed doi: 10.1016/j.1ana.2023.
100650

Nelson A. Unequal treatment: confronting racial and ethnic dis-
parities in health care. J Natl Med Assoc. 2002;94(8):666—668.
PubMed

Lazris A, Roth A, Haskell H, James J. Diagnostic overshadowing:
when cognitive biases can harm patients. Am Fam Physician.
2023;108(3):292—294. PubMed

Hackett RA, Steptoe A, Lang RP, Jackson SE. Disability discrimina-
tion and well-being in the United Kingdom: a prospective cohort
study. BMJ Open. 2020;10(3):e035714. PubMed doi: 10.1136/
bmjopen-2019-035714

Krnjacki L, Priest N, Aitken Z, et al. Disability-based discrimination
and health: findings from an Australian-based population study.
Aust N Z J Public Health. 2018;42(2):172—174. PubMed doi: 10.
1111/1753-6405.12735

25.

26.

27.

28.

29.

30.

31.

Ames SG, Houtrow AJ, Gatewood AK, et al. Disability-based dis-
crimination and forgone health care in children with special
health care needs. Pediatrics. 2025;156(1):€2024068782. PubMed
doi: 10.1542/peds.2024-068782

Kaur A GL, Ettinger de Cuba S, Byhoff E, Fleegler EW, Cohen AJ,
Glasser NJ, Ommerborn MJ, Clark CR, De Marchis EH.
Associations between patient/caregiver trust in clinicians and
experiences of healthcare-based discrimination. J Am Board
Fam Med. 2024,37(4):607—636. doi: 10.3122/jabfm.2023.230182R1.

Alcala HE, Cook DM. Racial discrimination in health care and uti-
lization of health care: a cross-sectional study of California adults.
J Gen Intern Med. 2018;33(10):1760—1767. PubMed doi: 10.1007/
$11606-018-4614-4

Kingsley J, Bogetz J, Ames SG, Wightman A, Moynihan K. Improving
access to technology-driven critical care interventions in children
with severe neurological impairment. Pediatr Grit Care Med. 2025;
26(8):e1070—e1074. PubMed doi: 10.1097/PGC.0000000000003775

Allshouse C, Comeau M, Rodgers R, Wells N. Families of children
with medical complexity: a view from the front lines. Pediatrics.
2018;141(suppl 3):5195-3201. PubMed doi: 10.1542/peds.2017-
1284D

Committee on Hospital Care and Institute for Patient- and Family-
Centered Care. Patient- and family-centered care and the pedia-
trician’s role. Pediatrics. 2012;129(2):394—404. PubMed doi: 10.
1542/peds.2011-3084

Wickenden M. Disability and other identities?-how do they inter-
sect? Front Rehabil Sci. 2023;4:1200386. PubMed doi: 10.3389/
fresc.2023.1200386

www.pediatrics.org

Downloaded from publications.aap.org/pediatrics/article-pdf/doi/10.1542/peds.2025-074093/1978916/pediatrics.2025074093.pdf


https://pubmed.ncbi.nlm.nih.gov/30120101
https://doi.org/10.1542/peds.2018-0779
https://doi.org/10.1542/peds.2018-0779
https://pubmed.ncbi.nlm.nih.gov/23079266
https://doi.org/10.1016/j.amepre.2012.07.015
https://pubmed.ncbi.nlm.nih.gov/22221889
https://doi.org/10.1016/j.evalprogplan.2011.10.003
https://pubmed.ncbi.nlm.nih.gov/38188095
https://doi.org/10.1016/j.lana.2023.100650
https://doi.org/10.1016/j.lana.2023.100650
https://pubmed.ncbi.nlm.nih.gov/12152921
https://pubmed.ncbi.nlm.nih.gov/37725463
https://pubmed.ncbi.nlm.nih.gov/32169928
https://doi.org/10.1136/bmjopen-2019-035714
https://doi.org/10.1136/bmjopen-2019-035714
https://pubmed.ncbi.nlm.nih.gov/29168323
https://doi.org/10.1111/1753-6405.12735
https://doi.org/10.1111/1753-6405.12735
https://pubmed.ncbi.nlm.nih.gov/40456539
https://doi.org/10.1542/peds.2024-068782
https://doi.org/10.3122/jabfm.2023.230182R1
https://pubmed.ncbi.nlm.nih.gov/30091123
https://doi.org/10.1007/s11606-018-4614-4
https://doi.org/10.1007/s11606-018-4614-4
https://pubmed.ncbi.nlm.nih.gov/40476840
https://doi.org/10.1097/PCC.0000000000003775
https://pubmed.ncbi.nlm.nih.gov/29496970
https://doi.org/10.1542/peds.2017-1284D
https://doi.org/10.1542/peds.2017-1284D
https://pubmed.ncbi.nlm.nih.gov/22291118
https://doi.org/10.1542/peds.2011-3084
https://doi.org/10.1542/peds.2011-3084
https://pubmed.ncbi.nlm.nih.gov/37637932
https://doi.org/10.3389/fresc.2023.1200386
https://doi.org/10.3389/fresc.2023.1200386
www.pediatrics.org

	Experiences of Ableism in Pediatric Healthcare
	Introduction
	Methods
	Overview
	Prompt Development
	Participants
	GCM Phases
	Phase 1: Statement Generation
	Phase 2: Sorting and Rating
	Sorting
	Rating

	Phase 3: Data Analysis
	Phase 4: Impact of Statements
	Phase 5: Data Interpretation


	Results
	Discussion
	Conclusions
	Acknowledgments
	References



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /sRGB
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments true
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.33333
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile ()
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /ENU ([Based on 'Web Preset MSA update'] for MSA website and GeoscienceWorld)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames true
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides true
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks false
      /AddColorBars false
      /AddCropMarks false
      /AddPageInfo false
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /ConvertToRGB
      /DestinationProfileName (sRGB IEC61966-2.1)
      /DestinationProfileSelector /UseName
      /Downsample16BitImages true
      /FlattenerPreset <<
        /ClipComplexRegions false
        /ConvertStrokesToOutlines false
        /ConvertTextToOutlines false
        /GradientResolution 300
        /LineArtTextResolution 2400
        /PresetName (CenveoFlattener_Preset)
        /PresetSelector /UseName
        /RasterVectorBalance 1
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks false
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 20.879999
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /DocumentCMYK
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /UseDocumentProfile
      /UntaggedRGBHandling /UseDocumentProfile
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


