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Best Practices for Collecting Self-Reported Patient
Demographic Data - “Collecting data for us and not about us.”

Introduction

The Patient Experience Policy Forum (PXPF), supported by The Beryl Institute, is a broad-based
and diverse coalition of patients, family members, caregivers and healthcare professionals led by
a balanced board of patient/family partners and senior patient experience leaders. Our purpose is
to advocate for and help shape policy at the national and local levels on issues that directly affect
patient and family experience and elevate the human experience in healthcare. \We do so through
convening policy forums, educating policy makers, sponsoring advocacy events, providing com-
munication updates and publishing calls to action.

Our structure translates into a unique perspective on patient experience policy issues. We combine
the knowledge and understanding of how healthcare organizations work with the voices, prefer-
ences and values of patient/families/caregivers to create and advocate for policies that are both
achievable and meaningful. Furthermore, our relationship with The Beryl Institute, comprised of
60,000+ members and affiliated individuals worldwide, and with representation from every state

in the United States, connects us to a powerful platform from which to drive change and improve-
ment in patient experience.

Our policy work is conducted by two PXPF workgroups: the Patient and Family Partnership Work-
group and the Measurement and Reporting Workgroup. This paper has been produced by the
Measurement and Reporting Workgroup as part of the PXPF's advocacy focus on reducing pre-
ventable disparities in patient experience across patient populations, specifically by race, ethnicity
or primary language (REal) and sexual orientation and gender identity (SOGI). In order to reduce
disparities, healthcare organizations must be able to analyze and utilize data to identify these dis-
parities by stratifying measures of patient experience by REal. and SOGI. The fundamental build-
ing block of this ability is the collection of self-reported patient REal. and SOGI data by healthcare
providers and organizations.

Data collection must be mandated in order to ensure it is conducted universally, reliably and in a
standardized manner. Furthermore, a nationally coordinated effort amongst payors, regulators, and
healthcare systems and practices should support this work both financially and through education,
training and technical assistance to assure the best use of resources, reduction of duplicative and
inconsistent efforts and actionability of data outputs.

This report describes why it is so important to collect REaL and SOGI data and highlights best prac-
tices for collection of these data. It includes a reference list and inventory of additional best practice

resources.



https://www.theberylinstitute.org/page/PXPF_Home

Why Collect REal and SOGI Data?

1.

Every person, no matter where they receive healthcare, has the fundamental right to be treated
fairly and equitably. This includes the right to choose how they wish to be identified. As declared
in the Patient’s Bills of Rights and endorsed by the American Hospital Association and other
organizations, all patients, regardless of race, ethnicity, language, sexual orientation or gender
identity, have the same right to the highest possible quality of care.

Disparities (also referred to as “inequities’) in patient experience and quality of care across pop-
ulation groups defined in terms of REalL or SOGI are, by definition, suboptimal, unjust, and unac-
ceptable.

Such inequities, in patient experience as well as other dimensions of performance — such as
clinical quality and access to care — are known to exist across geographic regions, care settings
and care providers?

Healthcare organizations cannot identify, and much less address, inequities related to patient
demographics unless they know the key demographics of the people they serve and how their
performance varies across their patient populations.

Although the collection of race, ethnicity and language data does not necessarily result in
actions that will reduce disparities and improve care, the absence of the data guarantees
that none of that will occur?

In order to achieve health equity, we must be able to admit and demonstrate our baseline
inequities (aka, “We can't improve what we can't measure’)3

Collection of patient REal. and SOGI data is a prerequisite for understanding the needs of the
population served, improving quality, and providing patient-centered care.

However, as David Williams has stated, “.we cannot necessarily assume that improving
quality will reduce disparities; therefore, race-specific lethnicity, language, sexual orienta-
tion, and gender] strategies may be necessary." Whereas Judith Hibbard has stated, “.we can
improve quality by providing patient-centered care Both tactics require healthcare organi-
zations to know who their patients are#

There are also numerous national and state reporting requirements that mandate collection of
these data®




Summary of Best Practices

1.

Secure the tangible commitment of senior leadership as evidenced by the declaration of
self-reported collection of REaL and SOGI data as a strategic priority, along with resources
needed for execution.

Engage racial, ethnic, ancestral, language, sexual orientation and gender identity communities
served by the organization. Explain why we are asking the REaL and SOGI questions and why
we want their help and input.

Work with community advocates and leaders to build trust and relationships with these
communities, ensuring that patient and family advisory councils are reflective of a diverse
patient population and can help guide the development and implementation of these ef-
forts.

Establish standardized processes/workflows for the collection of REaL and SOGI data that will
be used for every patient across the organization.

Essence of the process must be patient self-reported data.

Set measurable goals regarding data collection and patient perceptions of discrimination and
unfair treatment; monitor trends/progress toward the goals.

Establish race, ethnicity, language, sexual orientation and gender identity categories that will be
used to capture the data, tailored to and with input from local communities/populations served
and relevant advocacy organizations. Revisit categories and definitions every two years.

Ensure that granular ethnic backgrounds can be rolled up to the Office of Management and
Budget (OMB) data categories.

Incorporate multiple opportunities for data collection into the standardized processes, including
via patient portals prior to visits/admissions, at the time of registration and at least one other
point of interaction with clinical staff.

Verify continued accuracy of REal. and SOGI data with patients at regular intervals, e.g., ev-
ery two years.

Customize the EMR as needed to record REaL and SOGI categories relevant to the organiza-
tion's patient population, utilizing IT staff and the EMR vendor as necessary.

Ensure that REalL and SOGI data fields are required to be completed by at least one role
group, e.g., registration staff.

Ensure the confidentiality of the data.

Limit staff access to individual patient Real. and SOGI data to those who need to know, e.g.,
non-clinical staff do not need to know a patient's sex assigned at birth.

Design and implement staff training.

Acknowledge that both staff and patients may not be initially comfortable in asking or shar-
ing REaL and SOGI data.

Key components of training include:

1. Why these questions are being asked.




2. Nuts and bolts of how to ask the REal. and SOGI questions and how to enter the data.
3. Responses to patients’ frequently asked questions.
4. Use of a standardized script when asking these questions.

Incorporate input from relevant patient populations into training materials, reflecting what
answers they desire and will find compelling as the reason(s) for sharing this information.

Create population-based approaches to communicating REalL and SOGI information for all
staff regardless of access to electronic health record systems, such as environmental ser-
vices or food services staff.

10. Design and implement messaging campaigns targeted to patients and communities/popula-
tions served.

Why the questions are being asked; why REal. and SOGI data are important.
How the data will be used.
Who will have access to the data and for what purposes.

Messaging content and formats should be informed by the values, needs and concerns of
racial, ethnic and SOGI communities served by the organization.

Messaging should be displayed/reinforced in multiple places at multiple times.




Important Considerations and Context

For issues of race, language and gender identity, many registration and scheduling staff who
are often responsible for collection of these data feel poorly equipped to answer the question
of "Why?" In a 2006 Robert Wood Johnson Foundation report, two main barriers were identified
and addressed: 1) staff reluctance and discomfort with discussing topics such as patient race,
language and ethnicity; and 2) patient distrust about why the information is being collected and
how it might be used in their care®

Regardless of race, ethnicity, language, sexual orientation or gender identity, adequate training
must be created to support frontline staff in addressing concerns and feeling comfortable and
confident in navigating these conversations with patients and families. Cultural competency
skills and sensitivity training must go hand-in-hand with implementation of standards and pro-
cesses.

Many patients and families, especially those who have felt the effects of healthcare disparities
and harm due to discrimination, are understandably distrustful of the healthcare system. They
have not found the system to be designed with their unique needs in mind. In the mindset of
‘no data about us, without us,” healthcare organizations must partner with communities and pa-
tient/family groups to better understand motivations and messaging to achieve buy-in, so the
organization can do better in caring for all populations.

Likewise, in communities where White populations are the majority, there may be a decreased
likelihood of capturing data across all populations, including native English speakers and those
who may appear to staff visually as White or Caucasian. By ensuring universal data capture
across all populations, the likelihood of accuracy increases, and the prevalence of data entries
based upon assumptions decreases. However, staff may receive resistance to questions about
race, ethnicity, etc. from people within the dominant racial group when that group sees itself as
the "default” or the "norm.’




What are Best Practices for Collecting REal and SOGI

Data?
Getting Started

Secure the commitment and support of senior leadership to declare that the reduction of
healthcare disparities and achievement of equity among all patient populations served is a stra-
tegic priority, i.e., patients’ REalL and SOGI data will be used to this end, and necessary resourc-
es will be committed.

» This includes ensuring that IT and Patient Access departments/leadership are committed
and supportive.

Engage racial, ethnic, sexual orientation and gender identity communities served by the orga-
nization as partners supporting the initiative—helping to form underlying understandings and
language that communicates the reasons behind the “why we are asking'’

»  Sponsor community forums, focus groups and dialogue with community leaders.

» Make every effort to ensure these interactions are respectful and focused on listening and
learning.

Establish a standardized process that will be utilized across the organization for collecting the
data. Specifics concerning what should be included in this process are described in the follow-
ing sections.

Determine what current collection practices are the baseline and then set and monitor progress
toward goals for data accuracy and completeness, e.g., < 2% non-response to REal. and SOCI
questions. (‘decline to answer” is a legitimate response to a question and should be counted

as such, whereas the appearance of words such as “unknown” or "missing” in these data fields
connotes a non-response and should not be counted as a response)

Establish accountability by assigning responsibility for implementing strategies for improving
REaL and SOGI data collection and for monitoring progress toward goals.

From Whom is Data Collected?

Patients and/or their caregivers should self-identify and self-report; this is considered the in-
dustry ‘gold standard.”” Data should never be entered into the record based on staff or provider
observation or “best guess’

What Data Should be Collected?

Determine the data categories that will be used. Define each category and embed definitions in
data collection tools. As part of this process, seek the input of advocacy organizations and local
populations served (e.g., ethnic background/ancestry groups, LGBTQ+) regarding how mem-
bers prefer to be identified.

Once data categories and definitions have been established, ensure they are used consistently
across the entire organization in a standardized manner.

Always include a “decline to answer” or "prefer not to say” option.

Data categories, standards and terms should be revised, as necessary, whenever national stan-




dards are modified by governmental entities (e.g., Office of Management and Budget, Institute of
Medicine) or by nationally recognized advocacy organizations. In the absence of such modifica-
tions, data categories, standards and terminology should be revisited regularly, e.g., every two
years, with relevant advocacy groups and local populations served to ensure that terminology
continues to align with evolving understanding of race, ethnicity, sexual orientation and gender
identity and is not perceived as stigmatizing.

The Appendix contains wording and recommended response categories for ethnicity, race, lan-
guage, sexual orientation and gender identity questions.

Additional Considerations for Collecting Data

Ask REaL and SOGI questions at periodic intervals, e.g., every two years; do not ask repeatedly,
eg., at every visit.

Periodically validate collected data. Options include but are not limited to: 1) random selection
of a sample of patients for interviews to compare stated REalL and SOGI responses to responses
recorded in the medical record; or 2) less precisely and comprehensively, comparisons of strat-
ification of patients by race and ethnicity using medical records as the source. Look at stratifi-
cation of the geographic population served by race and ethnicity using U.S. census data (e.g.,
patient race profile based upon medical record review of 8% African American, 2% Asian, 90%
White, compared to race profile of the population served based upon geographically defined
service area of 12% African American, 3% Asian, 85% White, from census data.)

Allow patients to distinguish language preference for clinical vs. non-clinical conversations.

For patients with limited English proficiency, a command of basic, conversational English may
result in an inaccurate assessment of English proficiency and a consequent lack of access to
needed qualified medical interpretation services. A process should be in place to ensure that
electronic medical record information is updated with language preference as soon as the need
for language services is identified, such as during admission or any time thereafter. However,

a study conducted in 2014 indicated that even with this process, an estimated 15% of patients
needing interpreter services may still not be correctly identified.®

Information about gender identify versus sex assigned at birth needs to be matrixed to protect
patient privacy and safety. For example, documentation for admission and discharge should
reflect the gender identity of the individual rather than legal sex wherever possible. Such docu-
ments should never display sex assigned at birth. These discussions should be kept private with
the provider and any necessary billing staff to address specific healthcare concerns/screen-
ings and ensure accurate patient identification with payors. Furthermore, any outfacing gender
identity should reflect the patient’s identity preference, i.e., use of patient preferred honorifics
(Mr., Ms,, first names for non-binary patients) when calling patients into an exam room; use of
preferred identity on wristbands; use of preferred pronouns when addressing patients.

When Should Data be Collected and by Whom?

There is no single answer to these questions. The type of care setting, space limitations, patient
preferences and other factors may influence when REalL and SOGI questions are asked and by
whom. The critical factor is that the process should be standardized and utilized consistently
across all departments/units of the healthcare organization (every time, every patient)




In order to maximize response rates, there should be multiple opportunities for patients to be
asked and to respond to these questions.

» Many patients may be most comfortable answering these questions via private self-report
on a patient portal prior to arrival for a visit/admission. This option should be made available
to all patients.

» Additional self-report options include check-in kiosks and check-in paperwork.

» Recognizing that some patients will not answer these questions prior to arrival, these pa-
tients should be provided the opportunity to self-identify during the check-in/registration
process. In order to maximize patients’ comfort in answering these questions, the registra-
tion interaction should be as private as possible. Data collected about sex assigned at birth
should be done by the provider and only when medically necessary.

Despite best efforts at process design and implementation, some patients will undoubtedly be
missed during the registration process as well. Therefore, best practice calls for a second op-
portunity to collect these data face-to-face. For example, some organizations have found suc-
cess in having behavioral health support specialists ask these questions during their encounters
with patients.

Preferred language and need for an interpreter, ideally, should be collected prior to arrival (such
as with scheduling or via the patient portal) and confirmed upon admission or patient registra-
tion by the patient. This enables greater readiness and coordination of resources upon arrival,
so patients and families feel welcomed and their needs anticipated. The registration staff should
not be entering data for these fields based on their own perceptions of the patient's identity or
language preferences.

For questions of gender identity and sex assigned at birth, information should be self-reported
by the individual either via the portal, prior to arrival, or during a private conversation with the
provider when it pertains to clinical decision-making.

In the case of health plans, REal and SOGI information should be collected when the individual
enrolls (as permitted by state law.)

As noted in the previous section, patients' race, ethnicity, preferred language, sexual orienta-
tion and gender identity should be verified periodically, e.g., every two years. These questions
should not be asked at every encounter.

How Should Data be Collected and Stored?
REaL and SOGI data should be entered and stored in the electronic health record (EHR).

» Corresponding fields within the EHR should be structured as “required’'—i.e., the question
cannot be skipped or a warning should appear. This requirement should be defined by job
role (e.g., required for registration staff but not for schedulers).

Identify all other roles who should have access to update the EHR fields, even if it is not a
mandatory part of their workflow.

» The patient portal and EHR should interface so that data entered into one populates identi-
cal fields in the other.

The EHR should be customized to accommodate the accurate recording of patient self-report-




ed responses to REaL and SOGI questions.

» The order in which fields correspond to REaL and SOGI, as well as names attached to data
fields, should be consistent with best practice (e.g., ask ethnicity questions first) and incorpo-
rate nomenclature that promotes patient preference and comfort.

» Definitions of REaLL and SOGI values should be embedded in the patient portal and the EHR
to provide direction and guidance to the patient/registration staff, respectively, when an-
swering/asking these questions.

Staff responsible for asking patients REalL and SOGI questions (e.g., registration staff) should
receive training in how to effectively do so. Such training helps to ensure both the capture of
accurate data and alleviation of discomfort that staff may feel in asking these questions. Training
should be periodically repeated to account for staff turnover and the need for reinforcement.
Training modules should include:

» The rationale for collecting REaL and SOGI data—why these data are important.
» How to ask the questions and enter the responses into the patient record.
» How to answer common questions concerning the collection of REalL and SOGI data®

Standardized scripts for use by staff asking REal. and SOGI questions are considered best prac-
tice.

Messaging to patients, family and the public is critically important to securing accurate and
complete data. This should address: 1) why REaL and SOGI questions are being asked; 2) how
these data are used; and 3) who will be able to see/access the data, ie, its level of confidential-
ity.

» Research has found the following "why we collect it" themes to be particularly effective: 1)
helps to assure that every patient receives the best possible care; 2) helps us to continuously
improve the quality of care being given to all patients; and 3) helps us provide care free of
racism and discrimination to all patients©*

» This messaging should also directly and transparently describe who has access to the REal
and SOGI data provided by patients and how those data will be used, with assurances that
the data are confidential and won't be accessible at the individual patient level beyond these
types of staff.

It may be added that this includes reporting to the government, which is done with ag-
gregated data and not at the patient level.

» Messaging content and formats should be informed by the values, needs and concerns of
racial, ethnic, sexual orientation and gender identity communities served by the organiza-
tion, identified through the community partnering work described under “Getting Started”

» This messaging and the rationale for asking should be embedded in the portion of the pa-
tient portal where REalL and SOGI questions are asked, i.e., appear as text on the screen and
in the script used by any staff who ask REalL and SOGI questions.

» Inaddition, it is helpful to reinforce this messaging through displays (e.g., posters) in areas
such as patient registration, waiting rooms, examination rooms and other patient-facing

spaces,




»  Other opportunities for conveying the rationale for collecting REal. and SOGI data should be
utilized as well (e.g., emails and texts to patients, newsletters, etc)

One example of a messaging platform used by many leading healthcare organizations is
“We Ask Because We Care,” created by the Robert Wood Johnson Foundation as part of
its Aligning Forces for Quality Initiative 2

Individual data storage should be highly secure but also facilitate the reporting and data aggre-
gation needs and requirements of the complex healthcare system, e.g,, requirements to report
aggregated race, ethnicity and other demographic data to various state and federal entities.

How should performance be monitored?

Processes for regularly monitoring performance and progress toward REal. and SOGI data col-
lection goals should be designed and implemented.

Examples of types of goals include:

» Percentages of patient records, by department and across the entire organization, in which
REaL and SOGI data field responses are “unknown,” “blank," or “decline to answer'

» Accuracy of the data, as determined by verification with a representative sample of patients,
and by comparisons with other sources where these data are captured, such as patient sur-
veys.

» Percentage of the workforce (staff and clinicians) trained in the collection of REalL and SOCI
data and who can answer the questions of why REaL and SOGI data are being collected and
how those data are being used.

» Percentages of quality metrics, patient experience metrics, and other performance metrics
that are routinely stratified by REal. and SOGI for analytic purposes to identify disparities.

» Trends over time in percentages of patients, by REalL and SOGI categories, who feel known,
respected, understood and comfortable with revealing their respective identities and who
believe they received culturally safe care when interacting with the organization, as as-
sessed by patient surveys or interviews.

» Conversely, trends over time in percentages of patients, by REal. and SOGI categories, who
feel that they experienced discrimination in their interactions with the organization or re-
ceived unfair treatment, as assessed by patient surveys or interviews.

Dashboards and other reporting formats should be utilized to impart performance information
to all levels and departments of the healthcare organization, including senior management.14

» Consider augmenting quantitative information with patient narratives and stories, particular-
ly (for this purpose) stories that include experiences/reactions related to being asked REalL
and SOGI questions.

As needed, interventions to improve performance should be implemented. Staff assigned re-
sponsibility for meeting REalL and SOGI data collection goals should be given the resources and
authority to do so.
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Appendix
Specific Race, Ethnicity, Language, Sexual Orientation
and Gender Identity Questions

These questions, their sequence, and the response categories corresponding to each question
are believed to be best practice as of late 2022. The broad ethnicity and race response categories
reflect current Office of Management and Budget (OMB) standards. The ethnic background and
language response categories, as stated below, reflect Institute of Medicine recommendations.
The sexual orientation and gender identity response categories are those recommended by the
National LBGTQIA+ Health Education Center, affiliated with the Fenway Institute in Boston, a nation-
ally recognized and highly respected organization for topics related to LGBTQIA+ healthcare.

Before utilizing these questions and response categories, the user is strongly encouraged to con-
duct appropriate research to determine whether they continue to be viewed as “current best prac-
tice!”

Ask ethnicity questions first
» What is your ethnicity?
Hispanic or Latino
Not Hispanic or Latino
Don't know
Decline/prefer not to answer

» Whatis your ethnic background or ancestry?

Use local census data and knowledge of population served to narrow the number of cat-
egories listed to those that are locally relevant (subset of 500+ Institute of Medicine (IOM)
categories.t

Ensure that categories can be ‘rolled up’ to the OMB ethnicity and race categories (e.g.,
granular "Dominican’ can roll up to be counted under "Hispanic”; "Japanese” can roll up to
be countered under "Asian’

» Ethnicity: Hispanic or Latino; Not Hispanic or Latino

» Race: American Indian or Alaska Native, Asian, Black or African American, Native Ha-
waiian or Other Pacific Islander, Other, White

(Continued on next page >)




Ask race questions after ethnicity questions

» Which category or categories best describe your race (mark every category that applies to
you (multiple races)?

American Indian or Alaska Native

Asian

Black or African American

Native Hawaiian or Other Pacific Islander
White

Don't know

Decline/prefer not to answer

» Whenever possible when reporting, identify all racial categories; when not feasible, count
patients with multiple races under “Two or More Races'’

Ask language questions
» How well do you speak English?
Very well
Well
Not well
Not at all
Don't know
Decline/prefer not to answer
» Would you like an interpreter?
Yes
No
Don't know
Decline/prefer not to answer

» What language do you prefer when speaking to doctors, nurses and other health care staff?

Use local census data and knowledge of population served to narrow the number of cat-
egories listed (subset of 600+ IOM categories.*

» What written language do you prefer for reading medical information and instructions?

Use local census data and knowledge of population served to narrow the number of cat-
egories listed (subset of 600+ IOM categories)?

(Continued on next page >)




Ask sexual orientation question?

» Do you think of yourself as: (Check all that apply) or (Please choose the option that best de-
scribes you. Currently our system allows only one option.)

Lesbian or gay

Straight or heterosexual
Bisexual

Queer

Pansexual

Asexual

Don't know
Decline/prefer not to answer
Ask gender identity question?

» Whatis your current gender identity? (Check all that apply) or (Please choose the option that
best describes you. Currently our system allows only one option.)

Female/woman/girl
Male/man/boy
Nonbinary, genderqueer, or not exclusively female or male
Transgender female/woman/girl
Transgender male/man/boy
Anothergender: _______________
Don't know
Decline/prefer not to answer
Ask sex assigned at birth question?
» What sex were you assigned at birth, as listed on your original birth certificate? (Check one.)
Female
Male
X/Anothersex: _______________
Don't know
Decline/prefer not to answer




