DRAFT SDOH SUBSET of the Pan-Canadian Health Data Content Framework draft version 2
Note: this document is not intended for circulation but serves to gather feedback from the Infoway SDOH WG members on Data elements and their value sets that align with sociodemographic, social risk and social needs data that influence the Social Determinants of Health. 
Guidance for the reader 
The Draft Pan-Canadian Health Data Content Framework, Version 2, including this data content standard, is for review and reference only and is not an official version.
The data content standard includes the following: 
· Data element: A distinct unit of information that represents a specific attribute or characteristic in a data set. 
· Data element definition: 
· Fixed Codes are indicated within the Data element definition as a LOINC or pCLOCD term that specifies the data collection system field name for certain observation-type data elements.
· Data element maturity: see Maturity levels
· Terminology Foundation: The code system and/or base value set from which curated subsets can be developed for a specific use case.
· Value set: A defined set of permitted values, along with their codes and definitions, assigned to a data element. Value set examples are provided where there a recommended value set or where value set development is in progress. Examples are represented as the display names. 
· Value set examples: Concepts are listed that form the value sets that have been published (stated as full if all concepts are listed) as well as examples that form proposed value sets that continue to be developed.
· Value set maturity: see Maturity model (Table 1)
· Maturity levels: A maturity model (see Table 1) was designed to transparently document the readiness of artifacts in the Pan-Canadian Health Data Content Framework, including data elements, value sets and data architecture components. The maturity model facilitates tracking the evolution of these artifacts over time, enabling continuous refinement and enhancement based on feedback and emerging needs. The maturity of the Pan-Canadian Health Data Content Framework’s deliverables will be re-evaluated with each version release.

Table 1 	Maturity model 
	Stage of maturity 
	Definition 

	Future development 
	Coming soon 

	0: In development 
	Artifact is a work in progress 

	1: Draft 
	Artifact incorporates input from experts 

	2: Proposed 
	Artifact has been through at least one round of open public review 

	3: Ready for use 
	Artifact is ready for implementation 


The following tables provide detailed lists of data elements, definitions, recommended code systems and value sets. The data content standard includes the information that may be collected in one setting (e.g., primary health care clinic), as well as the information that a provider may expect to receive electronically from other providers (e.g., pharmacists, specialists). Value set examples represent display names; further information on codes and concepts is available through the value set hyperlink. Pan-Canadian value sets referenced from the Terminology Gateway may also be found with the same value set name on the Terminology Server. [NOTE for this interim review, links to value sets have not been included]
The table rows that are blue (and that contain an asterisk) indicate that the data may be entered by a person at the point of care (front end); the table rows that are white (that do not contain an asterisk) indicate that the data is derived from other sources at the back end (e.g., machine-generated). Information that is entered at the front end may be entered by a patient (e.g., self-administered questionnaire), an administrator or a provider. Whether the data is front end or back end will vary depending on the administrative and clinical flows of the health care setting, as well as the technical solutions in use. 
The table legend is as follows:
· Blue rows with an asterisk represent front-end data. 
· White rows without an asterisk represent back-end data. 
· Data element names followed by (Essential) indicate that these are components of the CACDI.
· “n/a” within the tables means “not applicable.” 


Administrative Information
Person Information
The following data elements pertain to administrative and sociodemographic information about a person receiving care or other health-related services.
Note: for this interim review among the SDOH WG, only Data elements that pertain to sociodemographic information are listed.

	Data element name
	Data element definition
	Data element maturity
	Terminology foundation
	Value set
	Value set examples
	Value set maturity

	Personal Pronouns* (Essential)
	A pronoun is a linguistic tool used to refer to people instead of using their name, a noun or noun phrase. Gender pronouns are third-person pronouns that may reference a person’s gender identity (e.g., he/him, she/her, they/them) and that may be a part of their gender expression.

	3: Ready for use
	Logical Observation Identifiers Names and Codes (LOINC) Code System Include:

LA29518-0 -he/him/his/his/himself
LA29519-8 - she/her/her/hers/herself
LA29520-6 -they/them/their/theirs/themselves
LA29515-6 - co/co/cos/cos/coself
LA29516-4 - en/en/ens/ens/enself
LA29517-2 -ey/em/eir/eirs/emself
LA29524-8 - ve/vis/ver/ver/verself
LA29521-4- xie/hir ("here")/hir/hirs/hirself
LA29522-2 -yo/yo/yos/yos/yoself
LA29523-0 -ze/zir/zir/zirs/zirself

	PersonalPronouns
ConceptCode

	· he/him
· she/her
· they/them
· co/co
· en/en
· ey/em
· ve/vis
· xie/hir
· yo/yo
· ze/zir
· My personal pronouns are…
· Prefer not to answer
· Not applicable
· Unknown
· No information
· Not asked
· Asked but unknown

Note: This is the full value set.
	2: Proposed

	Official Language*
	The person's preferred official language of service
	0: In development
	International Organization for Standardization 
ISO 639-3

	To be developed
	· English
· French
Inuktitut

	0: In development

	Service Language* (Essential)
	The person's preferred language of service

Additional guidance
The ISO 639-3 language code list is the terminology foundation for all language codes. The ServiceLanguage value set is a subset of the ISO 639-3 standard. It is based on Statistics Canada language groups and includes unique language codes that are relevant to Canada, such as Indigenous languages spoken in Canada.
	3: Ready for use
	International Organization for Standardization 
ISO 639-3

	ServiceLanguage
	· English
· French
Inuktitut
Cree
· Mandarin
· Punjabi

	3: Ready for use

	Interpreter needed*
	Whether the person requires language interpretation services
	0: In development
	To be developed
	To be developed
	· Interpreter not needed
· Interpreter needed
· No understanding/interpreter not needed
	n/a

	Born in Canada Flag*
	An indicator of whether the person was born in Canada
	3: Ready for use
	n/a
	n/a
	n/a
	n/a

	Date of Arrival in Canada*
	The estimated or actual date the newcomer arrived in Canada

Additional guidance
This data element is meant to help connect newcomers to Canada to appropriate supports and services
	3: Ready for use
	n/a
	n/a
	n/a
	n/a

	Racialized Group* (Essential)
	A social construct used to judge and categorize people based on perceived differences in physical appearance in ways that create and maintain power differentials within social hierarchies. There is no scientifically supported biological basis for discrete racial groups. Due to the inherent complexity of race identity, a person's association with a racialized group is through self-identification.

Additional guidance
The collection of race-based data should involve community engagement to mitigate the risk of harm to individuals and communities, and to ensure the safe and appropriate use of the data. 

Individuals can select all racialized group categories that apply. The race-based data standard is a minimum data collection standard. More granular information on specific populations within each category may be collected, as long as consistency is maintained by having these subcategories roll up to the minimum standard for reporting
	3: Ready for use
	SNOMED CT CA include:

413464008 | African race
(racial group), subtypes
of 413582008 | Asian
race (racial group),
413773004 | Caucasian
(racial group),
26631000087109 |
Indigenous (racial group),
26641000087103 |
Latino (racial group),
26651000087100 | Middle
Eastern (racial group)

	RacializedGroupCode 
	· East Asian
· Indigenous
· Latin American
	3: Ready for use

	Indigenous Identity* (Essential)
	The person's self-identification as either First Nations, Inuk/Inuit and/or Métis

Additional guidance 
Implementation of the Indigenous identity data standard should include data governance agreements, engagement with Indigenous groups and processes related to culturally safe and appropriate data collection. 
The Indigenous identity data standard is a minimum data collection standard. More granular information on specific populations and/or Nations within each category may be collected, as long as consistency is maintained by having these subcategories roll up to the minimum standard for reporting. 
	3: Ready for use
	SNOMED CT CA
including subtypes
of 29311000087102 |
Indigenous identity
group (social concept)
	IndigenousIdentityCode  

	· First Nations
· Inuk/Inuit
· Métis
	3: Ready for use

	Ethnicity*
	A person or group affiliation with those who share social, cultural, and ancestral heritage
	3: Ready for use
	n/a
	n/a
	n/a
	n/a

	Relationship status*
	The person's partnership or intimate status with another individual(s), reflecting the range of connections and preferences
	3: Ready for use
	To be developed
	To be developed
	· Single
· Married
· Common law
· Polyamorous
· Widowed
· Separated
· Divorced
	0: In development 

	Religious or spiritual affiliations*
	The person's religious or spiritual beliefs and/or practices
	3: Ready for use
	To be developed
	To be developed
	· Atheist
· Agnostic
· Catholic
· Hinduism
· Judaism
· Spiritual
· Zoroastrianism
	0: In development

	Gender used* (Essential)
	Represents the gender identity that a person wishes to have recorded on legal documents or for the purposes of interactions with official agencies (e.g., driver's licence)

Additional guidance
Gender Used is intended to replace the historical concept of Administrative Gender.
	3: Ready for use
	SNOMED CT CA include: 

446141000124107 |Identifies as female gender (finding)| OR 446151000124109 |Identifies as male gender (finding)| OR 33791000087105 |Identifies as nonbinary gender (finding)| 

	GenderUsedConceptCode 
	· Man
· Nonbinary
· Woman
· Unknown
· No information

Note: This is the full value set.
	3: Ready for use

	Gender identity* (Essential)
	An individual’s personal experience of being a woman, man, nonbinary or how the person prefers to self-describe. People may identify with more than one gender identity or use different gender identities in different settings

Additional guidance
People who identify as Indigenous may also identify with Indigenous gender identities such as Two-Spirit and/or Indigiqueer. These identities are by and for Indigenous Peoples and it is inappropriate for non-Indigenous People to use Indigenous gender identities. Indigenous Gender Identity as a separate data element is for future development with First Nations, Inuit and Métis partners.
	3: Ready for use
	SNOMED CT CA include: 
446151000124109 | Identifies as male gender (finding) | OR 33791000087105 | Identifies as nonbinary gender (finding) | OR 446141000124107 | Identifies as female gender (finding) | OR 51351000087101 | Identifies as agender (finding) | OR 51361000087103 | Identifies as cisgender man (finding) | OR 51371000087107 | Identifies as cisgender woman (finding) | OR 51381000087109 | Identifies as gender fluid (finding) | OR 51341000087104 | Identifies as Indigiqueer gender (finding) | OR 51391000087106 | Identifies as transfeminine gender (finding) | OR 51401000087109 | Identifies as transgender man (finding) | OR  51421000087103 | Identifies as transmasculine gender (finding) |OR 51411000087106 | Identifies as transgender woman (finding) | OR 33801000087109 | Identifies as Two-Spirit gender (finding) | 
	GenderIdentityConceptCode 
	· Man
· Nonbinary
· Woman
· Agender
· Cisman
· Ciswoman
· Genderfluid
· Indigiqueer
· Transfeminine
· Transman
· Transmasculine
· Transwoman
· Two-Spirit
· My gender identity is…
· Prefer not to answer
· Unknown
· No Information
· Not asked
· Asked but unknown

Note: This is the full value set.
	3: Ready for use

	Recorded sex or gender*
	Refers to the documented sex or gender of an individual used for clinical, official or legal purposes where only one data field for sex and gender is available, and where it is the value found in the local system and/or historical documentation.

Additional guidance
This data element is for legacy systems that have historically conflated sex and gender as concepts. Over time with increased use and accuracy of the collection of sex and gender as separate concepts, this data element will be retired.

This data element name may vary across jurisdictions and may also be called “Health Services Sex or Gender Marker", "Administrative Gender or Sex,” “Legal Gender or Sex,” “Recorded Gender or Sex,” “Documented Gender or Sex, etc.” 
	3: Ready for use
	Logical Observation Identifiers Names and Codes (LOINC) Code System Include:

LA13504-8 - Female or Woman
LA15170-6 - Male or Man
LA32969-0 - Intersex or Nonbinary

	RecordedSexOrGenderConceptCode

	· F
· M
· X
· Unknown
· No information

Note: This is the full value set.
	3: Ready for use

	Sex at birth* (Essential)
	The sex of a person at birth, which is a clinical finding, usually determined by a clinician based on phenotypic (e.g., genitals or gonads), physiologic (e.g., hormone levels) and/or genetic characteristics
	3: Ready for use
	SNOMED CT CA include: 
248152002 | Female (finding) | OR 32570681000036106 |Indeterminate sex (finding) | OR 32570691000036108 | Intersex (finding) | OR 248153007 | Male (finding) | 

	SexAtBirthConceptCode 
	· Female
· Indeterminate
· Intersex
· Male
· Prefer not to answer
· Unknown
· Not asked
· Asked but unknown
· No information

Note: This is the full value set.
	3: Ready for use

	Sexual orientation*
	Refers to how a person describes their sexuality, or who a person is romantically or physically attracted to
	3: Ready for use
	SNOMED CT CA include: 
765288000 | Sexually attracted to neither male nor female sex (finding) | 42035005 | Bisexual (finding) |38628009| Homosexual (finding) |20430005 | Heterosexual (finding) |1235434019 | Female homosexual (finding) | 51431000087101 | Pansexual (finding) |34071000087106 | Queer sexual orientation identity (finding) | 1064711000000108 | Undecided about sexual orientation (finding) |

	SexualOrientationConceptCode 
	· Asexual
· Bisexual
· Gay
· Heterosexual
· Lesbian
· Pansexual
· Queer
· Undecided about sexual orientation
· My sexual orientation is…
· Prefer not to answer
· Uknown
· No Information
· Not asked
· Asked but unknown

Note: This is the full value set.
	3: Ready for use





Screening and Assessment
Social Determinants of Health (SDOH) Screening
The following data elements pertain to screening about a person’s social risk and social needs. The SDOH data elements in this category were leveraged from the questions in Upstream Lab’s Screening for Poverty And Related Social Determinants to Improve Knowledge of and Access to Resources (SPARK) tool. For a copy of the SPARK tool, please visit Upstream Lab’s website. As well, the Gravity project and its FHIR Implementation guide, SDOH Clinical Care have influenced the organization and development of Data Elements. The recent release of the AUCDI Release 2 – Sparked has been consulted and certain value sets from this specification have been suggested as example value sets, still in development. 

	Data element name
	Data element definition
	Data element maturity
	Terminology foundation
	Value set
	Value set examples
	Value set maturity

	SDOH Observation Status
	The status of the social determinant of health observation
	0: In development
	Health Level 7® (HL7) Code System
Observation Status
	Observation Status 
	· Final
· Corrected
· Cancelled

	0: In development

	Education Level*
	The person’s highest level of education obtained
	3: Ready for use
	To be developed
	To be developed
	· No formal education
· Elementary school
· Less than high school
· High school
· High school equivalent
· CEGEP
· Vocational training diploma
· College diploma
· Undergraduate degree
· Graduate degree
· Prefer not to answer

Note: this is the full proposed value set 

	0: In development

	Employment Status*
	The person’s current employment status 
	3: Ready for use
	To be developed
	To be developed
	· Full-time permanent
· Part-time permanent
· Full-time contract
· Part-time contract
· Seasonal full-time
· Seasonal part-time
· Student
· Unemployed – looking for work
· Unemployed – on disability
· Retired
· On leave 
· Prefer not to answer

Note: this is the full proposed value set 

	0: In development

	Household Income*
	The sum of the total incomes of all members of a household
	3: Ready for use
	To be developed
	To be developed
	· 0 to $4,999
· $5,000 to $9,999
· $10,000 to $14,999
· $15,000 to $19,999
· $20,000 to $24,999
· $25,000 to $34,999
· $35,000 to $49,999
· $50,000 to $74,999
· $75,000 to $99,999
· $100,000 to $149,999
· $150,000 and over
· Prefer not to answer
· Unknown

Note: this is the full proposed value set 

	0: In development

	Financial Stability*
	The person’s perceived financial stability (i.e., ability to pay for basic needs such as food, water, housing, clothing) as reported by the person or caregiver
	2: Proposed
	To be developed
	To be developed
	· Stable finances
· Mild financial instability
· Moderate financial instability
· Severe financial instability
· Prefer not to answer

Note: this is the full proposed value set 

	0: In development

	Housing Stability*
	The person’s perceived current housing stability (e.g., stable, mild, moderate)
	2: Proposed
	To be developed
	To be developed
	· Stable housing
· Mild housing instability
· Moderate housing instability
· Severe housing instability
· Prefer not to answer
· Unknown

Note: this is the full proposed value set 

	0: In development

	Housing Type
	The person’s current type of housing (e.g., experiencing homelessness, rented accommodation, long-term care)
	0: In development
	To be developed
	To be developed
	· Lives in own home
· Lives in home that is rented
· Lives in home owned by family member
· Lives in rented accommodation
· Lives in social housing
· Lives in subsidized housing
· Lives in rent-geared-to-income
· Lives in supportive housing
· Lives in retirement home
· Lives in group home
· Lives in long-term care facility
· Incarcerated at correctional facility
· Experiencing homelessness
· Living in a shelter
· Living in a public place
· Living in a vehicle
· Prefer not to answer

Note: this is the full proposed value set 

	0: In development

	Household Composition*
	Information about who the person lives with (e.g., parents, children, spouse)
	2: Proposed
	To be developed
	To be developed
	· Lives with parents
· Lives with guardian
· Lives with a spouse
· Lives with partner
· Lives with children
· Lives with grandparents
· Lives with sibling, no parent or primary caregiver
· Lives with family
· Lives with friend(s)
· Lives with roommate
· Lives with paid attendant
· Living with caregiver
· Lives alone
· Prefer not to answer

Note: this is the full proposed value set 

	0: In development

	Housing Condition*
	The physical infrastructure and environmental conditions of the dwelling (e.g., overcrowding, leaking roof, no bath/shower, air conditioning)
	3: Ready for use
	n/a
	n/a
	n/a
	n/a

	Access to Food*
	The frequency of the person experiencing an inability to access or afford food over the past 12 months.

	3: Ready for use
	To be developed
	To be developed
	
· Daily
· A few times a week
· Weekly
· Every few weeks
· Every few months
· Never
· Prefer not to answer

Note: this is the full proposed value set 

	0: In development

	Reason for Food Insecurity
	The reason for access barriers to food 

Additional guidance
This data element should only be completed if the person indicates currently experiencing food insecurity
	0: In development
	To be developed
	To be developed
	· Transportation
· Finances
· Food desert
	0: In development

	Access to Medication*
	The person’s ability to access or afford medicine over the past 12 months
	2: Proposed
	To be developed
	To be developed
	n/a
	0: In development

	Access to Treatment
	The person’s ability to access treatment services (e.g., physiotherapy, occupational therapy) over the past 12 months
	0: In development
	To be developed
	To be developed
	n/a
	0: In development

	Access to Internet*
	The person’s ability to access or afford the internet over the past 12 months
	2: Proposed
	To be developed
	To be developed
	n/a
	0: In development

	Access to a Phone*
	The person’s ability to access or afford a telephone over the past 12 months
	2: Proposed
	To be developed
	To be developed
	n/a
	0: In development

	Access to Transportation*
	The person’s ability to access or afford public or private transportation over the past 12 months
	2: Proposed
	To be developed
	To be developed
	n/a
	0: In development

	Access to Utilities*
	The person’s ability to access or afford utilities over the past 12 months (e.g., heat, electricity, water)
	2: Proposed
	To be developed
	To be developed
	n/a
	0: In development

	Access to Child Care*
	The person’s ability to access or afford child care over the past 12 months
	2: Proposed
	To be developed
	To be developed
	n/a
	0: In development

	Social Supports*
	The actual or perceived availability of family, friends, neighbours and/or community that a person can confide in or rely on to feel more socially connected and secure
	3: Ready for use
	To be developed
	To be developed
	To be developed
	0: In development

	Experience With Interpersonal Violence*
	The person’s experience with interpersonal violence (e.g., physical, sexual or emotional abuse; economic control; isolation or other kinds of coercive behaviour)
	2: Proposed 
	To be developed
	To be developed
	n/a
	0: In development

	Legal History*
	The person’s experiences with the judicial system (e.g., has spent time in a correctional facility, is involved in legal proceedings)
	3: Ready for use
	To be developed
	To be developed
	n/a
	0: In development
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