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Abstract

Background: By 2020, the child population is projected to have more racial and ethnic minorities make up the
majority of the populations and health care organizations will need to have a system in place that collects accurate
and reliable demographic data in order to monitor disparities. The goals of this group were to establish sample
practices, approaches and lessons learned with regard to race, ethnicity, language, and other demographic data
collection in pediatric care setting.

Methods: A panel of 16 research and clinical professional experts working in 10 pediatric care delivery systems in
the US and Canada convened twice in person for 3-day consensus development meetings and met multiple times
via conference calls over a two year period. Current evidence on adult demographic data collection was systematically
reviewed and unique aspects of data collection in the pediatric setting were outlined. Human centered design methods
were utilized to facilitate theme development, facilitate constructive and innovative discussion, and generate consensus.

Results: Group consensus determined six final data collection domains: 1) caregivers, 2) race and ethnicity, 3) language, 4)
sexual orientation and gender identity, 5) disability, and 6) social determinants of health. For each domain, the group
defined the domain, established a rational for collection, identified the unique challenges for data collection in a pediatric
setting, and developed sample practices which are based on the experience of the members as a starting point to allow
for customization unique to each health care organization. Several unique challenges in the pediatric setting across all
domains include: data collection on caregivers, determining an age at which it is appropriate to collect data from the
patient, collecting and updating data at multiple points across the lifespan, the limits of the electronic health record, and
determining the purpose of the data collection before implementation.

Conclusions: There is no single approach that will work for all organizations when collecting race, ethnicity, language
and other social determinants of health data. Each organization will need to tailor their data collection based on the
population they serve, the financial resources available, and the capacity of the electronic health record.
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Background
In the United States, the population, especially the
pediatric population, is growing and projected to become
more diverse. In 2011, the US Census Bureau reported
that for the first time ever 50.4% of children in the US
under the age of 1 were from minority groups [1]. The
most recent US Census report of 2014 data indicated that
the child population is projected to have more racial and
ethnic minorities make up the majority of the population
in 2020, and that by 2044, the US population would see
this similar shift [2]. A report by the American Academy
of Pediatrics (AAP) titled, “Race, Ethnicity, and Socioeco-
nomic Status in Research on Child Health,” has found that
disparities in pediatric care continues to be extensive,
pervasive and persistent [3]. Disparities in pediatric health
were noted across the spectrum of health and health care,
including mortality rates, access to care and use of
services, prevention and population health, chronic
diseases, special health care needs, quality of care, and
organ transplantation.
These disparities are likely to increase with the projected

growth of children from minority groups in the US.
Health care organizations will need to collect accurate and
reliable data and stratify them by race, ethnicity, language
and other social determinants of health in order to
develop interventions to address disparities. This will also
need to include the less explored frontiers of collecting
data on sexual orientation, gender identity and disability.
The Institute of Medicine (IOM) report The Health of
Lesbian, Gay, Bisexual, and Transgender People recom-
mends that data on sexual orientation and gender identity
should be collected in the electronic health records
(EHR), and most recently the Office of National Coordin-
ator of Health Information Technology requires EHR
systems certified under Stage 3 of Meaningful Use to allow
users to collect data on sexual orientation and gender
identity [4–6]. The IOM report on the Future of Disability
in America recommends the creation of a comprehensive
disability monitoring system, and the World Health
Organization’s International Classification of Functioning,
Disability and Health (ICF) provides a framework for
measuring disability that has been endorsed by all WHO
member states [7, 8]. Without accurate and reliable data
collection we will not be able to understand nor address
the root causes of disparities. The Affordable Care Act
(ACA) underscores the importance of data collection
through its section 4302, which requires the Secretary of
Health and Human Services to establish data collection
standards for race, ethnicity, sex, primary language, and
disability for its programs and surveys that use self-
reported data [9]. Collecting this data in a standardized
fashion will help researchers better understand the impact
of health care reform on reducing disparities while at the
same time bolster efforts to monitor disparities. The AAP

made a strong recommendation to prioritize research that
understands and addresses disparities related to race,
ethnicity and socioeconomic status, given that early life
experience shape later life health outcomes [10].
Despite the aforementioned recommendations and legis-

lation, the biggest challenge facing health care organiza-
tions is how to operationalize the data collection of race,
ethnicity, language and other social determinants of health
in a pediatric setting. The Health Research and Educational
Trust (HRET) Disparities Toolkit provides national
standards and guidance on data collection but nothing is
specific to pediatrics [11]. The IOM report Race, Ethnicity,
and Language Data: Standardization for Health Care
Quality Improvement provides no guidance on what the
unique operational challenges of collecting this data are in
a pediatric setting, or how to collect it [12]. On a broader
scope, there are no international criteria for data collection
[13]. In sum, there is a dearth of best practices or standards
in the US on how to best collect race and ethnicity data in
a pediatric setting. In order to address these lacuna, a
group of 16 research and clinical experts representing 10
pediatric care delivery systems in the US and Canada,
formed the Pediatric Health Equity Collaborative (PHEC),
with the goal of establishing sample practices, approaches
and lessons learned with regard to race, ethnicity, language,
and other demographic data collection in pediatric care
settings, based on each institution’s experience and the
demographic of the population they serve.

Methods
Formation of the pediatric health equity collaborative
(PHEC)
In 2013, PHEC was formed and consisted of 16 research
and clinical professional experts working in 10 pediatric
care delivery systems in the US and Canada (8 pediatric
and 2 pediatric/adult hospitals). This group convened
twice in person for 3-day consensus development meet-
ings and met multiple times via conference calls over a
two year period. It is recommended that expert panels
be multidisciplinary and inclusive of individuals from
geographically diverse and culturally disparate areas
allowing for breadth of experience and perspectives [14].
The panel consisted of researchers, pediatric clinicians,
social workers, and diversity officers with expertise in
pediatric healthcare disparities, quality improvement and
performance measurement, and organizational change.
Hospitals are located in Toronto, Canada and the fol-
lowing U.S. states: Delaware, Maryland, Massachusetts,
Missouri, Ohio, Pennsylvania, Tennessee and Washing-
ton. These hospitals were a self-selected group of
pediatric hospitals, the majority of who had participated
in the Disparities Leadership Program (DLP) and were
all focused on implementation of demographic data
collection at their organization. The DLP is a year-long
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executive education program designed and developed by
the Disparities Solutions Center at Massachusetts
General Hospital for leaders in health care who want to
address disparities by improving quality. This program
has 3 aims: 1) to arm healthcare leaders with an under-
standing of the root cause of disparities and the vision to
implement solutions and transform their organizations;
2) to help create a strategic plan or advance a project
that reduces disparities; and 3) to align the goals of
health equity with healthcare reform and value-based
purchasing (https://mghdisparitiessolutions.org/the-
dlp/). Given that the program focuses on implementa-
tion of solutions and leveraging the peer network of
resources, this collaborative is a natural outgrowth
and next step after the program. Three hospitals were
from Toronto, Canada, while the remaining were US
hospitals.

Theme and content development
Current evidence on adult demographic data collection
was systematically reviewed and unique aspects of data
collection in the pediatric setting were outlined. Human
centered design methods, developed by the Luma Insti-
tute, were utilized to facilitate theme development, facili-
tate constructive and innovative discussion, and generate
consensus. All in-person and remote telephonic meet-
ings were designed to facilitate open group discussion
sessions which allowed participants to discuss and
debate existing evidence; consider barriers to implemen-
tation and factors influencing local appropriateness;
propose and clarify recommendations; and identify their
logic and importance [15–17]. Human centered design
techniques used included: Abstraction laddering (assists
in defining a problem statement), Rose-Thorn-Bud
(identifies issues and insights), affinity clustering (draws
insights, new ideas, and patterns out of otherwise dispar-
ate pieces of information), Importance/Difficulty Matrix
(prioritizes and develops a plan of action), Concept
Poster (provides a road map for moving forward, and
promotes a vision for the future) and Bull’s Eye
Diagramming (ranks items in order of importance and
sets priorities). In an iterative fashion, broad categories
were narrowed, and consensus was reached on key
themes and priorities for the paper. This iterative
process was conducted over a three-day meeting of all
participants in 2013. Concept mapping diagrams were
developed, illustrated in poster form and photographed.
All discussions were audio recorded for detailed theme
analysis via content analysis by the group. The group
refined the selection of data domains and conducted
background research on data collection domains
through a series of conference calls throughout the
course of the year. The group selected 6 final domains;
caregivers’ demographic data, race and ethnicity,

language, sexual orientation and gender identity, disabil-
ity, and social determinants of health. Each domain was
assigned to a small working group who defined the
domain, rationale for data collection, specified the data
collection challenges for this data in a pediatric setting,
and finally developed sample practices based on the
group’s institutional experiences. In 2014, the group met
a second time in person to finalize the discussion of the
sample practices. After the second conference, all
domain content was reviewed as a group through
conference calls and electronically with all PHEC
members.

Results
We present the results below of each domain in the
following format: context of the domain, rational for
inclusion, challenges of collecting the domain data in a
pediatric setting and sample practices.

Caregiver considerations
Context
North American families are becoming more diverse
and, as such, assumptions made about who the child’s
primary caregiver is at healthcare appointments can lead
to inconsistencies in data collection. For this reason,
having a clear definition and scope for caregiver data
collection is integral for the ability to understand how
health outcomes in children may be impacted by their
caregivers social determinants of health. Some organiza-
tions offer broad classification systems (e.g. including
grandparents, roommates, etc.) while others use more
narrow categories. For the purposes of data collection,
identifying caregivers as the ‘main provider of economic
and social support for a child or youth’ enables accurate
comparisons and stratification of health outcome data.

Rationale for collecting data on the caregiver
A patient and family-centered approach to care recog-
nizes the vital role of family in supporting the health
and well-being of children and is responsive to the needs
and preferences of patients, as well as their families [18].
Collecting demographic information from caregivers can
assist healthcare providers in delivering care that meets
the unique needs of children and their families, while
being foundational for system level planning. Research
demonstrates that a child’s health status is integrally
associated with their family’s access to resources (e.g.
income, housing, education), and thus caregiver
demographics can also provide insight into the social,
cultural, and economic factors that shape children’s
health [19, 20].
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Challenges in a pediatric setting
Several challenges exist when attempting to collect
demographic data from caregivers. A primary challenge
relates to the universal definition of the age of consent
process for treatment and care decisions. There is no
consistent approach based on using age versus capacity
for decisions. Organizations are left to determine an age
at which to move from administering surveys to care-
givers to administering the survey to youth. This makes
analysis of information across systems and locales more
difficult. Challenges also exist with respect to capacity
and determining appropriateness and ability for youth to
complete the survey when developmental delay or cogni-
tive impairment is present.
Other challenges include a lack of a formal policy on

collecting patient demographics resulting in an incon-
sistent process, which may engender threats to data val-
idity and risks to patient privacy. Furthermore, fear by
youth that caregivers may access sensitive information
(e.g. gender identity or sexual orientation questions) may
lead to inaccurate response rates. Similarly, caregivers
may be reluctant to provide information (e.g. income)
that they do not want their child, other health care
providers, or funding agencies to have access to. Organi-
zations may face challenges with respect to response
rates if caregivers or youth are not provided with a clear
rationale for the purpose of data collection or do not feel
privacy is adequately addressed.
The scope of what demographic data is collected must

also be determined. While collecting a vast array of data
will provide a more detailed landscape of caregiver and
patient demographics, this practice is also highly
resource intensive for organizations to collect, store and
analyze and may not be supported by the electronic
health record infrastructure.

Sample practices
Embedding privacy protocols into the collection, storage,
and access to caregiver and patient demographic informa-
tion will enhance the accuracy of reporting. If caregiver
information is stored in the child’s health record, there will
be a need for clear protocols around employee access to
this information (including rationale for access), and trans-
parency to the caregiver for meeting privacy regulations.
As well, clearly defining the age at which youth will be
asked demographic data is recommended prior to survey-
ing this population while also sharing who may access this
information. For example, Hospital for Sick Kids and Hol-
land Bloorview Kids Rehabilitation Hospital in Toronto,
Canada, have implemented a policy that children who are
13 and older respond to all demographic questions, except
for income which is collected from the caregiver, and these
hospitals do not collect data on sexual orientation or
gender identity from patients who are 12 or younger.

Collecting caregiver data along with several similar
child/youth based questions supports a more detailed
understanding of the family’s demographics. To be
meaningful, however, this data must align with the
ability of the organization to analyze and use this data. A
number of strategies can be employed to prioritize
which demographic variables to collect and from whom.
For example, variable selection may be health care
driven. Demographics that are directly related to the
provision of care (e.g. interpretation, religious affiliation,
decision-aids) may be prioritized to advance current care
practices.

Race and ethnicity
Context
Race and ethnicity are concepts used to categorize large
groups of people based on common origin or descent.
Historically, race has related to physical characteristics
and been assumed to have a biological basis, while ethni-
city has related to culture or nationality. In recent
decades, anthropological, genetic, and social research has
cast doubt on a biological basis of race, leading to consid-
erable overlap in current definitions of race and ethnicity
[21, 22]. Both are now widely seen as dynamic, socially
constructed categories of identity that change over time
depending on political and historical context. Race and
ethnicity are perceived identities (by the self and by the
other), as opposed to objectively measurable characteris-
tics. As a result, labeling varies with the labeler – a per-
son’s own sense of race or ethnicity may be different from
what an observer would assign them. Available labels also
change. Historically, the options for racial labeling in the
US have been determined by the government, especially
through the census, with a broad array of changing terms
used over the decades. In other countries, race may be
seen differently or may have less prominence in govern-
mental or other labeling systems. The dynamic nature of
race and ethnicity harms their reliability and validity as
data, challenging data collectors and analysts.

Rationale for collecting race and ethnicity data
Despite these challenges, the collection of data on
patient race and ethnicity has been valuable in health
care settings for multiple reasons: 1) race and ethnicity
have been independently linked to disparate health and
health care outcomes [3, 23, 24], 2) improving quality
and safety of care for individuals (clinical care) and
groups (public or community health) depends on under-
standing patient populations, 3) patient-provider racial
and ethnic concordance can influence experiences and
outcomes [25], and 4) reporting requirements often
include race and ethnicity (e.g. research, funding,
government programs). For many, race and ethnicity are
important parts of personal and cultural identity, as well
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as determinants of individuals’ experiences in society at
large. Health care providers and organizations can moni-
tor and improve outcomes, as well as engage more
effectively with patients and communities, when they
know the racial and ethnic identity of those they serve.

Challenges in a pediatric setting
In concept and practice, racial and ethnic labeling
presents multiple challenges in the pediatric setting:

1. What labels do we use?- Labels for self-identity
change with time and differ by generation. Younger
members of society can have different concepts of
race than their caregivers, many seeing themselves
as multiracial. How do we account for these changes
in the pediatric setting?

2. Whom are we labeling?- Provider-caregiver interac-
tions often matter as much as provider-patient
interactions. Do we collect race/ethnicity of the
caregiver, or only the child?

3. Who is the labeler? - Do caregiver and children
share the same idea of what race/ethnicity the child
is? If not, whose idea is right, and whose do we
collect? Is there an age at which the child’s response
takes precedence? Do two caregivers share the same
idea of their child’s race?

Sample practices
In the US, existing recommendations made by the IOM
[12] and the HRET [11] include categories for Hispanic
ethnicity, race, and granular ethnicity (e.g. German,
Kenyan, or Russian), with guidance on how to consider
data options depending on local demographics and how
they will be used. In Canada, race is not collected
routinely, but ethnicity, visible minority status, and
aboriginal identity may be included in governmental
data systems [26]. In neither country is there guidance
for collection of race, ethnicity, or related data in
pediatric settings. Though we recommend that the exist-
ing basic standards (e.g. IOM and HRET in the US) be
applied to pediatric settings, they are incomplete. To
address the challenges described above, we offer the
following pediatric considerations:

1. Include “multiracial” and “multiethnic” as
options, including the specific races or ethnicities
(e.g. “black, white” or “German, American”).
Children identified in the US Census as having two
or more races are increasing at a faster rate than in
any single racial group [27]. Pediatric data systems
must be prepared to accurately record their patients’
identities, as this changing demographic threatens
the usefulness of traditional labeling systems.

2. Collect race/ethnicity of caregivers.

Interactions with family members (particularly
caregivers) are fundamental to effective pediatric care.
Recording only child race/ethnicity ignores this fact,
giving an incomplete picture of those being served.

3. Collect the patient’s race from the patient.
Children’s sense of race/ethnicity develops over time
and contributes significantly to their experience of
family, peers, and others in society. Including it in
the record starting at an appropriate age might allow
pediatric providers and organizations to more
completely understand their patients.

Language
Context
As defined by the U.S. Department of Health & Human
Services, individuals with Limited English Proficiency (LEP)
are unable to communicate effectively in English because
their primary language is not English and they have not de-
veloped fluency in the English language. Individuals should
self-report their language preferences to ensure effective
communication. Health care communication is complex in
nature and requires comprehensive understanding [28].

Rationale for collecting data on language
Patients with LEP and their families are at a higher risk for
miscommunication and less than optimal care [29–31].
The adverse events due to these risks have been docu-
mented in highly publicized legal cases leading to severe
harm and even death [32]. Provider-patient language dis-
cordance is increasing due to the diversity of populations in
the U.S. Language data collection is necessary to identify
language needs, provide a professional medical interpreter
and analyze health equity. In addition, language data collec-
tion ensures compliance with institutional and federal pol-
icies such as the Office of Minority Health’s National
Standards for Culturally and Linguistically Appropriate Ser-
vices (CLAS) in Health and Health Care and The Joint
Commission’s 2015 Standards for the Hospital Accredit-
ation Program. Literature has documented language collec-
tion best practices as asking patients [11]:

1. How well do you speak English?

○ Very well, well, not well, not at all, declined,
unavailable

2. What is your preferred spoken language for care?
3. What is your preferred written language?
4. Do you need an interpreter?

○ Yes, no, don’t know, declined, unavailable
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Challenges in a pediatric setting
In pediatrics, these questions should be asked of the
child and of the care giver. Language discordance can
occur (1) between provider-caregiver, (2) within care-
givers (3) between child-caregiver and (4) between
provider-child. In order to provide high quality pediatric
care, effective communication with caregivers is essen-
tial. Over the years, the U.S. has implemented policies to
provide language assistance to individuals with LEP
[33–36]. These policies have been a catalyst to using
professional medical interpreters, and not asking
children to serve as interpreters for their guardians.
Applying best practices in language collection to a
pediatric setting would require asking the four above-
mentioned questions of the patient and caregivers
involved in the child’s care. However, for many health
care systems collecting potentially 12 unique language
elements for a pediatric family may be overly-
complex and impractical given the number of ques-
tions, limited staff, and the capacity of the electronic
health record infrastructure.

Sample practices
At a minimum, pediatric organizations should collect (1)
Caregiver One’s preferred spoken language. Ideally, lan-
guage data collection should also include (2) Caregiver
One’s preferred written language, (3) Caregiver Two’s
preferred spoken language, (4) Caregiver Two’s written
spoken language (5) Patient’s preferred spoken language,
and (6) Patient’s preferred written language (see Table 1).

Caregiver’s preferred spoken language
Baseline data collection should include the preferred
spoken language of a primary caregiver. If this is the only
language field used, it should capture the language of the
caregiver with limited English Proficiency. For example, if
one caregiver is English proficient, and the other caregiver
is not, this data element should capture the language of
the caregiver with LEP. This prevents the other caregiver
acting as an interpreter when they are both present, and
also ensures that an interpreter is available at all the visits.
Ideally, data should be collected on the preferred spoken
language of a secondary caregiver, as there may be
language discordance between the two caregivers.

Caregiver’s preferred written language
It is important to remember that most of the patient’s
care usually occurs outside of the clinical encounter.

Therefore, assessing the preferred written language of
the primary caregiver is essential to read and follow the
instructions for medication administration, and recom-
mendations regarding signs and symptoms to watch for,
and when to return. Due to potential language discord-
ance between caregivers, expanded language data collec-
tion should capture the preferred written language of
two caregivers. Many IT systems do not include a choice
of does not read within the preferred written language
field. The assumption that the caregiver can read puts
patient safety at risk.

Patient preferred spoken and written language
As children develop they become active participants in
their own health care. Therefore, collecting the patient’s
preferred spoken and written language is relevant. Lan-
guage discordance between the child and the caregiver is
possible; for example, a deaf child of a hearing caregiver;
an adopted child who speaks a different language than
the caregiver; a bilingual child of monolingual caregiver
or vice versa. This is commonly seen as children of im-
migrant caregivers become more fluent in English than
their caregivers.

Other considerations
When designing your language collection electronic
health record needs, determine the need for encounter-
level data versus patient-level data. Encounter-level data
is dynamic and can change from visit to visit. For
example, depending on the caregiver that is accompany-
ing the child to the appointment, a medical interpreter
may or may not be needed. The responses within the
preferred spoken and written language field should
reflect the languages and dialects of the patient popula-
tions served. For example, Cincinnati Children’s LEP
population includes Gulf Arabic, one of twenty-six
Arabic dialects. The rapid development of language skills
in children as well as the acquisition or loss of language
skills in caregivers and children necessitates the revalid-
ation of language data every two to three years.

Gender identity and sexual orientation
Gender identity and sexual orientation are concepts that
have become closely connected in research and advo-
cacy. However, the IOM defines gender identity and sex-
ual orientation as two separate terms [4]. As a result,
‘Definitions’ and ‘Rationale for Collection’ of gender
identity and sexual orientation are discussed separately
in this paper. However, the work on gender identity and
sexual orientation was merged under ‘Pediatric Chal-
lenges’ and ‘Recommendations’ due to the many
commonalities.

Table 1 Sample Practice: Minimum language data collection

Language Domain Patient Caregiver 1 Caregiver 2

Preferred Spoken Language English English Spanish

Preferred Written Language English Spanish Spanish
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Context
Gender Identity Gender identity is best defined as “a
person’s basic sense of being a man or boy, a woman or
girl, or another gender” [4]. In the case of trans people,
gender identity does not reflect (biological) sex assigned at
birth. Biological sex is birth-assigned and refers to the
objectively measurable organs, hormones, and chromo-
somes. Gender identity therefore reflects a sense of “who I
feel I am” while sex is a biological descriptor. Emerging
research has debunked the assumption that children and
youth who select gender nonconforming identities are
‘confused’; on the contrary, they show clear and consistent
gender identities at both explicit and implicit levels [37].
A discussion on the collection of gender identity data

should address the current issue of over-reliance on the
collection of biological sex as a proxy/substitute for gen-
der. Sex is limited to male, female, and the occasional in-
clusion of intersex. As explained above, gender identity
is intended to go beyond biology by capturing a person’s
subjective experience of who they are: male, female, gen-
der queer, 2-spirit, etc., and is independent of biological
sex. The use of sex as a proxy for gender identity is
problematic for many reasons, including the propagation
of gender binary, which is “the classification of sex and
gender into 2 distinct and disconnected states of mascu-
line and feminine”. It also maintains the exclusion of
gender non-conforming persons, poses risks to provision
of appropriate care, and perpetuates discrimination.

Context
Sexual Orientation While gender identity is about the
internal sense of the person as boy, girl, gender queer,
etc., sexual orientation is used to express a person’s
enduring emotional, romantic, and/or sexual attraction
to another person(s) [38]. Though generally discussed in
terms of exclusive categories (e.g. “gay”, “straight”),
sexual orientation ranges along a continuum and may
shift along a person’s life span. It is also important to
note that sexual orientation does not define or deter-
mine sexual behavior (or activity), particularly among
youth [39]; i.e. these two terms are not proxies for each
other. It is critical to differentiate sexual orientation
from other constructs such as behavior/activity when
planning for both its collection and its use since they
have different implications for clinical decisions and for
assessing health disparities.

Rationale for collecting data on gender identity and sexual
orientation
Gender Identity The case for the collection of this data
is a compelling one, from both a broader health dispar-
ities lens and from a clinical care perspective. Medical
tests, growth charts, and laboratory results are primarily
normed to biological sex. Therefore, access to

information about biological sex, anatomy, and gender
identity is often relevant to the provision of safe and
appropriate health care, particularly for transgender
patients. For example, transgender men are less likely to
be current on Pap tests than non-transgender women,
despite the fact that transgender men may retain their
natal reproductive organs [40]. In comparison to persons
who conform to sex-based social expectations, persons
with non-conforming gender identities are significantly
more likely to experience social and family violence,
homelessness, harassment, bullying, and blatant discrim-
ination [41, 42]. Children and youth are particularly
susceptible to bullying, with one statistic indicating that
78% of trans K-12 are targeted by bullies [42]. As a re-
sult, adolescents with gender nonconforming identities
exhibit higher rates of high-risk behavior [43] and ad-
verse mental health outcomes including post-traumatic
stress disorder, depression, suicidal ideations, and
anxiety [44, 45].
Addressing the negative impact of these adverse condi-

tions on health, coping, and arising needs is essential for
the provision of effective health care for adolescents. That
may include having a conversation on the stressors and
challenges that a patient is dealing with and providing
health care support or interventions as needed. Ways that
health care organizations use this information to inform
practice include identifying patients’ preferred name and
pronoun, providing access to gender neutral washrooms,
and assigning rooms to ensure patient safety.
While the adverse outcomes experienced by gender

non-conforming youth have been well-established, the
scarcity of evidence-based and tested data collection
efforts pose a major challenge to understanding and
reducing these disparities.

Sexual Orientation The wide range of disparities for
children and youth identifying as lesbian, asexual, gay,
bisexual, 2-spirit, queer, questioning, and other sexual
dimensions include higher rates of suicidal ideations
[46], emotional distress [47], increased risky behavior
(e.g. misuse of prescription drugs) [48], experiences of
harassment and bullying [49], and disproportionate
representation among homeless youth [50]. Patients
seeking care are also often faced with heteronormativity:
the assumption that everyone is heterosexual. This
assumption impacts clinical decisions and interactions,
health care planning, development of best practices, and
health research topics. The American Academy of Pedia-
tricians also recognized the adverse impact of heteronor-
mative practices and issued policy recommendations
specifically targeting heterosexism [51]. Taken together,
homophobia and heterosexism have been linked to
adverse health outcomes, distrust of medical profes-
sionals, and avoidance of the medical system [52].
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Efforts on the collection and use of data on sexual
orientation continue to be dispersed. More importantly,
available data sources are often not easily applied to
health care research, increasing the need for health care
driven efforts for collecting this data.

Challenges in the pediatric setting
A number of issues need to be addressed by health care
organizations planning for patient demographic data
collection on gender identity and sexual orientation. A
primary consideration is the protection of this information
and patient safety, particularly in pediatric settings. Since
most interactions with pediatrics happen in the presence
of a caregiver, collecting this information can trigger con-
versations that the patient has not yet had or is not ready
to have. As highlighted earlier, the experience of those
patients may include violence within the family, even
expulsion from their home. Therefore, data collection
methodologies should ensure protections and supports for
children and youth who share this information.
A second issue concerns the fluidity of sexual orienta-

tion among youth and children, who may resist labels
and label meanings [53]. Exploration of gender expres-
sion and identity is part of childhood development and
is not necessarily constant throughout childhood and
adolescence. [4]. In many cases children’s gender
nonconforming behavior does not translate to gender
nonconforming identities later on [54]. Developmental
trajectories therefore pose a unique challenge to the col-
lection of this data and highlight a need to acknowledge
the fluidity of gender identity and sexual orientation
among pediatric populations.
A third issue focuses around the logistics of collecting

this data, particularly resistance from data collectors and
their prevalent belief that patients under 18 should not
be asked about issues relating to non-gender conforming
behaviors/attitudes and sexual orientation. This is an
issue that at least one of the hospitals on this paper has
faced and may be more challenging in pediatrics than
adult hospitals.

Sample practices
Starting or strengthening data collection in areas of gen-
der identity and sexual orientation should consider the
following:

1. What is the purpose of collecting this
information? Defining the purpose will shape the
question being used and strengthen its validity (e.g.
orientation versus specific behaviors, biological sex
versus gender identity, etc).

2. Be aware of the fluidity of responses, which can
have implications for tracking data and

understanding how needs and supports may be
shaped by those experiences.

3. Identify practices and policies that ensure
patient privacy when asking questions and saving
responses. This may include consulting health
records staff, social workers, or the legal department
on how data is collected, stored, and disclosed.

4. Address staff resistance to collecting this data
through training that clarifies concepts of gender
identity and sexual orientation. This can raise
awareness on existing disparities, and encourage staff
to be allies to patients and their caregivers.

Disability
Context
The definition of disability for the purpose of data collec-
tion was difficult to determine as social context influences
this construct. The World Health Organization’s (WHO)
International Classification of Impairments, Disabilities
and Handicaps (1980) defines impairment as a loss of
function, disability as the resultant restriction to activity
and handicap as the disadvantage that limits participation
[55]. These three areas all informed the Sample Practices
for this domain.

Rationale for data collection on disability
Disabilities can have an impact on social exclusion, early
childhood development and learning, as well as barriers
to income earning through meaningful employment.
Understanding health impacts through the disability lens
acknowledges the factors that contribute to further
marginalization. While caregivers with disabilities may
have less access to income and experience societal chal-
lenges it is also true that pediatric disabilities impact the
family as a whole. In order to collect disability data that
is meaningful, organizations need to clearly define the
rationale for their questions. Data collection for the
purpose of advocacy for enhanced supports may look
different than those questions that determine individual-
ized care and treatment plans.

Challenges in the pediatric setting
The following challenges were identified in response to
capturing disability demographic data:

1. What labels do we use?

Disability is rarely captured through a static diagnosis
but, instead, presents as a social construct. What labels
would sufficiently determine a reduction in activity due
to disability?

2. Whom are we labeling?
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Are childhood disability and caregiver disability both
relevant for data collection purposes?

3. Who is the labeler?

Based on the WHO classification, disability would be
captured through an identification of restricted activity
and not clinical diagnosis. In this case, who defines this
restriction?

Sample practices
Despite the difficulties and challenges with collecting
this information, several opportunities were identified as
sample practice recommendations.

1. Look to the legislation for guidance.
Examples:

� In Ontario, Canada the Accessibility for Ontarians
with Disabilities Act mandates how individuals must
be accommodated by businesses and employers.

� In the United States, section 4302 of the Affordable
Care Act mandates demographic data collection,
including disability status.

Legislation and policy can be significant drivers in this
process.

2. Disability data should be based on
symptomology and/or accommodations. Disability
data should be stratified with other demographic
questions. Clinical diagnosis does not accurately
reflect a level of impairment or participation in
society. Individuals with disability may be more or less
impacted when this data is stratified with income,
education and other social supports.

3. Collect disability data of caregiver(s) and
children/youth
Caregivers with disabilities may experience barriers
to social inclusion and income that can impact
health outcomes for other family members.
Childhood disability can reduce caregiver income
and create barriers to participation, ultimately
impacting health outcomes.

4. Disability data should be collected frequently (at
minimum, every 2–3 years)
Disability status can change over time, depending on
the clinical diagnosis or other rehabilitation factors.

Social determinants of health
Context
Data collection to help to identify health and healthcare
disparities has traditionally included the collection of

Race, Ethnicity and Language (REaL) data. While the
collection of REaL data assists with the identification of
disparities, it does not necessarily assist with under-
standing the major influencers of these disparities.
Ideally, data collection would lead to a better under-
standing of the root causes of disparities within racial
and ethnic groups and what strategies would provide
more culturally competent care. This may be especially
true within the pediatric population where the socio-
cultural factors of more than one caregiver may deter-
mine the future health of the child, including the devel-
opment of a future healthcare disparity. The IOM
recommends collection of 11 core domains and 12 mea-
sures of social and behavioral factors in electronic health
records (EHR) [5]. The final set of measures include:
alcohol use, race and ethnicity, residential address,
tobacco use and exposure, census tract-median income,
depression, education, financial resource strain, intimate
partner violence, physical activity, social connections
and social isolation, and stress. Although it should be
noted that these are 11 core domains, the IOM commit-
tee identified additional domains for consideration for
inclusion an all EHRs (sexual orientation, country of
origin, employment, health literacy, physiological assets,
and dietary patterns).

Rationale for collecting data on social determinants
of health
Collecting social determinants of health data is important
for healthcare organizations to better understand the
populations that they serve. Collecting this data in a
standardized way in the electronic medical record allows
for the improved efficiency of multiple caretakers viewing
the same data without the need for individual providers
replicating its collection during each separate encounter.
Understanding the social context of a child’s family is
imperative to understanding the social determinants of
health of all communities and populations in order to
better facilitate public preventative health interventions.
In addition, the collection of social data on individual
caregivers informs the provider about the social influences
on each child’s health and potential barriers to their
treatment.

Patient story

1. A 10 year old African American male with
uncontrolled asthma was given a prescription for a
nebulizer 10 months ago. The family was
socioeconomically disadvantaged. After collecting
data on social determinants of health, it was
discovered that the family did not have consistent
electricity, a requirement for the use of the
nebulizer. After learning this piece of social data, the
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family was given assistance and the child’s asthma
improved.

Challenges in the pediatric setting
Unique to the pediatric population is that the child may
have multiple diverse caregivers, and may reside in more
than one family structure, setting, and community. Ac-
cordingly, different cultural and social settings may influ-
ence that child’s health and healthcare. Collecting data on
each of these caretakers and settings, and determining
which measure should be asked of the patient versus the
caregiver, or both may provide an even greater challenge.

Sample practices
The majority of domains suggested by the IOM report are
not routinely collected in clinical settings. Because of the
broad scope of these measures, what data to collect will
be in large part determined by an organization’s capacity
and resources, EHR system, populations served, and will
vary by organization’s needs. For example, in order to
avoid undue burden on the registration staff, one pediatric
hospital participating in PHEC piloted the collection of
this data through pad technology and the use of an EHR
home portal accessible via home computer or smart
phone application. Initial feedback from both clinicians
and caretakers was positive. Future steps include creating
provider alerts within the EHR to alert for potential
cultural and social barriers to successful treatment of the
child, along with links/triggers for social worker/care
coordinator/patient navigator support of the child. Two
other pediatric institutions in Canada participate in a city-
wide initiative to collect an extensive pediatric social/cul-
tural data set, which includes religious or spiritual
affiliation, sexual orientation, income and country of
origin [56]. Current practices at various pediatric health-
care institutions are listed in the Pediatric Data Collection
Domains and Sample Practices Table [57].

Discussion
Group consensus determined six final data collection
domains: 1) caregivers’ demographic data, 2) race and
ethnicity, 3) language, 4) sexual orientation and gender
identity, 5) disability, and 6) social determinants of
health. For each domain, the group defined the domain,
established a rational for collection, identified the unique
challenges for data collection in a pediatric setting, and
developed sample practices. The sample practices
presented are based on the experience of the members
of PHEC as a starting point to allow for customization
unique to each health care organization. Health care
organizations providing care to pediatric patients will
have to consider the following when implementing data
collection systems:

1) Health care organizations should determine the
purpose of the data collection before they address the
challenges of operationalizing the implementation of
the data collection on these domains.

2) Given that the care of the patient extends beyond the
patient to the family and the social environment in
which the patient is raised, health care organizations
should include data on the caregiver(s) of the patient.

3) Since there is no universal definition of the age of
consent process for treatment and care decisions,
health care organizations will have to determine an
age at which it is appropriate to collect data from the
patient instead of the caregiver. For example, in
Toronto, hospital guidelines are to collect
demographic information from patients who are
14 years and older. For patients who are 13 years and
under, this information will be asked from a caregiver.
The exception to this is the collection of data on
sexual orientation and gender identity, which is only
asked from patients who are 14 and older.

4) Given the changing nature of pediatrics and the life
span it covers, it’s important to collect data on these
domains not just once but multiple times since
patient and caregiver preferences may change over
the course of time.

5) Health care organizations may be limited by the
capacity of their electronic health record in what
information they would like to collect versus what is
feasible operationally.

The ability of hospitals and other health care organiza-
tions to identify and address racial/ethnic disparities
hinges on their collecting information about their patients’
race and ethnicity. This essential step was recommended
in Unequal Treatment [24] and was emphasized by a
group of twenty experts from the fields of racial/ethnic
disparities in health care, quality improvement and
organizational excellence who were convened by the Dis-
parities Solutions Center in 2006 for a one-and-a-half-day
Strategy Forum. This group of experts recommended race
and ethnicity data collection as an integral foundation to
address racial and ethnic disparities [58]. Quality improve-
ment efforts to monitor for differences by non-clinically
relevant characteristics such as demographic data are
often hampered by the lack of detailed demographic data
collection. There is evidence that hospitals can collect
REaL data in a reliable fashion across multiple clinical care
settings and successfully use the data in quality improve-
ment and performance monitoring [59, 60].

Limitations
Due to the lack of national and international guidelines
for pediatric demographic data collection, practice
guideline development relied on a consensus-based
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approach. The primary limitation of consensus develop-
ment panels is the potential for bias in the recruitment
of panel members thus leading to non-nationally repre-
sentative practice suggestions. We attempted to
minimize this bias by recruiting panel members from
different US states and countries and a range of profes-
sional backgrounds, use of an experienced facilitator,
and use of formal consensus development methods and
structured group interaction to promote the involvement
of all panel members. The development of these sample
practices was based on an integrated program of critical
evidence review and discussion. Finally, we present sam-
ple practices from a broad range of pediatric healthcare
delivery systems and do not present formal detailed
guidelines given the heterogeneity and complexities of
individual health system data collection capacity and
methodology. Our approach of presenting data collec-
tion domains follows prior US National Academy of
Medicine guidelines for data collection which specified
data domains and not detailed implementation methods
maximizing healthcare delivery system tailoring to their
own unique settings [12]. Thus, our work lays the foun-
dation for future pediatric societies to engage in formal
demographic data guideline development.

Conclusion
By 2020, the child population is projected to be a
majority-minority population [2] and health care organi-
zations will need to have a system in place that collects
accurate and reliable data in order to monitor disparities.
A very thoughtful approach should be taken by organiza-
tions when considering what data to collect and for what
purpose. There is not one approach that will work for all
organizations when collecting race, ethnicity, language
and other social determinants of health data. Similar to
cultural competent care, each organization will need to
tailor their data collection based on the population they
serve, the financial resources available, and the capacity
of the electronic health record.
With the changing demographics of the pediatrics

populations in the US and around the world, health care
organizations are seeking guidance on how best to
collect the above data domains. PHEC has framed the
development of these sample practices as based on the
experiences of the members of the group with the hopes
that this would provide a starting point for health care
organizations collecting data to address root causes of
disparities.
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