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April 4, 2024

Micky Tripathi, Ph.D., M.P.P., National Coordinator for Health IT 
Steven Posnack, M.S., M.H.S., Deputy National Coordinator for Health IT
Office of the National Coordinator for Health Information Technology
Office of the Secretary, United States Department of Health and Human Services

Re: Request for Public Comment, Draft United States Core Data for Interoperability (USCDI) v5

Submitted electronically to https://www.healthit.gov/isa/united-states-core-data-interoperability-uscdi#draft-uscdi-v5 

Dear Dr. Tripathi and Mr. Posnack,

Main Line Health submits the following comment regarding ONC’s Request for Public Comment on the Draft USCDI v5 posted in January, 2024.We are a large health system in the suburbs of Philadelphia.  We serve over 5000 LGBTQ people in both our Inclusive Care Program and our Comprehensive Gender Center Programs.  

We welcome the opportunity to review and comment on the proposed USCDI v5. 

The value of knowing a patient’s sexual orientation, gender identity, sex assigned at birth, name used (different from a legal name) and pronouns is necessary to provide culturally affirming and responsive health care in many different ways. These demographics highlight people’s identities. When we neglect to validate someone’s identity, they will not trust. If a patient does not trust the care they are being provided they will be unable to hear medical advice, disclose personal information which may be relevant to their care and also allow for the allocation of appropriate resources.
To provide responsive healthcare, ideally we can know what a patient needs without having to ask personal demographic information. This can avoid embarrassing a patient or jeopardizing patient safety should they be asked to disclose sensitive information in a setting where they may not otherwise be out (to those around them). This is especially relevant to youth and LGBTQ seniors. 
Many health systems have developed electronic patient portals which allow patients to enter this information in the privacy of their own home. Inclusion of this information into the patient chart allows for current and updated information without having to ask them. These systems are expensive to develop and implement. However, many see it as valuable and the future of patient communication. If health care systems are investing in collecting this information, it seems the ONC would agree. 

Main Line Health uses this data to inform clinical decision support, preventive screenings, and for managing health disparities at the population level. 
Some examples of this include simple things such as using a name which may be different from a legal name to call a patient from a crowed waiting room. Should a name which does not align with someone’s gender expression be used, there is a significant risk of outing patient and putting them in danger. There is also a risk the patient would not stand and come into the clinical area to avoid being outed. 

With regard to clinical decision making, this scenario is not uncommon; When a clinician knows a patient’s natal and present anatomy and is able to include pregnancy risk without asking the patient presenting with abdominal pain, it saves the patient potentially uncomfortable disclosure but will allow the clinician to do their job thoroughly. 

All health systems are aware of health disparities and the unmeasurable cost of them to health care provision. We can lessen health disparities when we are able to identify vulnerable populations. We can prevent patients from running into problems with payment, when we have the right name to bill under. If a patient does not trust us to disclose a name different from one which aligns with gender presentation, we may not know there is a different legal name.

When a cisgender male presents for care and does not disclose he has sex with men or transgender women perhaps because he is there with his wife, we might not know that he should be tested for HIV. If we allow for him to provide that information to us privately, we can test and protect him, privately and with dignity. 

Thank you for the opportunity to comment on USCDI v5. We appreciate your support of SOGI data collection, and collection of pronouns and “name to use,” to improve quality of care and to enhance LGBTQIA+ health equity. Should you have any questions, please contact Dane Menkin, CRNP; Director of LGBTQ Services Main Line Health. 

Sincerely,

Dane Menkin
Main Line Health 
Primary Care King of Prussia
120 Valley Green Lane
King of Prussia, PA 19406
215-833-1766
menkind@mlhs.org
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