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Objectives

• Encourage self-reflection about your values and preferences when 
LGBTQ+ individuals are faced with difficult health issues.

• Promote conversations with others to understand the healthcare 
values and preferences of LGBQT+ individuals.

• Provide necessary documents to provide LGBQT+ individuals that 
outline desired healthcare preferences.



Adults (over 18 years)

• Health Care Power of Attorney or Guardian

• Spouse

• Majority of adult children

• Parent(s)

• Majority of siblings

• Nearest adult relative by blood or adoption 

Children (under 18 years)

Who gets involved when you’re sick and can’t 
participate in medical decisions?

• Parent(s)/guardian
• This can get very complicated

• Separations/divorces/establishment of paternity

• Mature minors* can consent to the following 
without parent/guardian:
• Emergency care
• Limited outpatient mental health care
• Alcohol and drug abuse treatment
• Testing and treatment for HIV/AIDS
• Some family planning services

*no law for emancipated minors –can occur when 
they marry or join armed forces
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Starr



• 45-year-old transgender female admitted via ED after being found 
down on a sidewalk

• apparent accidental overdose

• history of epilepsy and alcohol and substance use

• hospital course included two cardiac arrests and infections

• no listed emergency contacts, no advance directives

• previous hospital notes indicate she is estranged from her family, 
though had recently been reconnecting with a son

Starr



What does (should) a hospital due in the case?

• The short answer: find family.

• How?
• thoroughly review medical records

• use search engines 

• social media

• court records

• other

• Why?
• Legal and ethical obligation to do so. 



But …

Unfortunately, not every (dare I say most?) hospital system 
spends the time looking for surrogates. 

They have an internal process, a committee, that determines 
medical treatment.



Statistics

• 5.5% of patients who died in intensive care units lacked decision 
making capacity and did not have a surrogate

• 0-27% across 7 centers (White et al 2007)

• 16% of patients admitted to ICUs lacked decision making capacity 
and did not have a surrogate for the entire stay (White et al 2006)



Statistics

• Patients who lacked decision making capacity and did not have a 
surrogate were in the ICU twice as long as other ICU patients 
(median of 6 days versus median of 3 days)

• Patients who lacked decision making capacity and did not have a 
surrogate received more (questionable) life-sustaining treatments

White et al 2006



End-of-life wishes

• 340 patients in one study rated the following as very important at the 
end of life:
• 90% Say goodbye to important people 

• 86% Resolve unfinished business with family or friends

• 85% Share time with close friends 

• 85% Believe that family is prepared for one’s death 

• 81% Presence of family 

• 75% Not die alone 

Steinhauser et al 2000



A second study
Heyland, et al

Patients (434)

1. To have trust and confidence in the doctor 
looking after you

2. Not to be kept alive on life support when there is 
little hope for a meaningful recovery

3. That information about your disease be 
communicated to you by the doctor in an honest 
manner

4. To complete things and prepare for life’s end 
(life review, resolving conflicts, saying goodbye)

Family Members (160)

1. To have trust and confidence in the doctor 
looking after the patient

2. To not have your family member be kept 
alive on life support when there is little 
hope for a meaningful recovery

3. That information about your family 
member’s disease be communicated to you 
by the doctor in an honest manner

4. To have an adequate plan of care and health 
services to look after him or her at home, 
after discharge from the hospital

8. To complete things, resolve conflicts, and 
say goodbye to your family member
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What does (should) a hospital due in the case?

• The short answer: find family.

• How?
• thoroughly review medical records

• use search engines 

• social media

• court records

• other

• Why?
• Legal and ethical obligation to do so. 



What did we find?

• Starr had a lot of Facebook friends

• We were able to locate extended family via obituaries and mention of 
Starr’s given name

• Extended family, uncle in particular, was willing to be involved

• But is this who Starr would have chosen as her surrogate?



Advance Care Planning



What is Advance Care Planning (ACP)?

● ACP is concerned with people proactively thinking and communicating 
about what their health care wishes would be if they are unable to speak 
for themselves at any time in the future.

● Two Types:

1. Formal ACP – the completion of legal documents that outline a patient’s wishes 
in the event they lose capacity.

2. Informal ACP – conversations and discussions with loved ones about health care 
preferences.



ACP in the LGBTQ+ Community

● Research has shown that only 10% of LGBTQ+ people have had an ACP 
discussion with their primary health care provider (Kcomt et al., 2019).
● Fear regarding identity
● Fear their wishes and surrogate would not be respected (Reich, et al., 2022)

● Transgender people were 50–70% less likely than their LGB counterparts 
to have a living will or to have appointed a healthcare proxy (Kcomt et 
al., 2019).



Disparities in the LGBTQ+ Community

● LGBTQ+ individuals face barriers that can complicate health care, 
particularly around aging and end-of-life issues:

● Aging LGBTQ+ individuals are more likely to live alone and less likely to 
have children or legal spouses.

● Some LGBTQ+ individuals have experienced rejection from their family of 
origin and have a greater reliance on chosen family which can present legal 
challenges.

● ACP discussions between LGBTQ+ people and their primary health care 
providers are less common.

(Kcomt, L., & Gorey, K. M., 2019)



Simon



• 85-year-old male with end-stage dementia and COPD admitted for 
respiratory failure and poor prognosis

• Live-in caregiver indicates patient’s 84-year-old-wife also had 
dementia and could not participate in patient’s medical decisions

• Live-in caregiver indicates she is patient’s health care power of 
attorney, but she cannot find the paperwork

• Live-in caregiver states patient has an estranged adult son

Simon



What does (should) a hospital due in the case?

• The short answer: find family.

• How?
• thoroughly review medical records

• use search engines 

• social media

• court records

• other

• Why?
• Legal and ethical obligation to do so. 



What did we find?

• The patient’s son

who was now living as a female.

• Is this who Simon would have chosen as his surrogate?

• With whom do we share our findings? 



Formal ACP



What are Advance Directives?

● Advance Directives are legal documents that let others know who you want 
participating in your medical care and what type of medical care you want. They will 
be used if you become too ill to participate in medical decisions on your own behalf.



Some Advance Directives in Ohio

Health Care Power of Attorney (HCPOA)

Declaration for Mental Health Treatment

Living Will

Organ Donation Form

Disposition of Bodily Remains

And, guess what? 

YOU DON’T NEED A LAWYER TO COMPLETE ANY OF THEM!



Health Care Power of Attorney (HCPOA)

● This document allows you to name someone 
to participate in medical decisions on your 
behalf.

● This individual will be tasked with telling the 
medical team what treatments you do and do 
not want.

● Choose someone you trust and discuss your 
medical wishes with them!

NOTE: This is different than a financial power of 
attorney!



Declaration for Mental Health Treatment



Declaration for Mental Health Treatment

● This document allows you to do the following: 

○ Name someone to talk with your medical team about your mental health care on your 
behalf.

○ Designate a preferred physician.

○ Share your wishes about specific mental health treatments including psychotropic 
medication and electroconvulsive treatment.

○ Name someone to care for your pets if you are in the hospital!

● This document requires renewal after three years as well as a signature from the person you 
name in the declaration to participate in treatment decisions on your behalf.

○ NOTE: This requirement is specific to the Declaration for Mental Health Treatment!



Living Will

● Your living will comes into effect when:

1. You are terminally ill and incapacitated

OR

2. You are permanently unconscious

● This document allows you to share your 
preferences about life-sustaining treatments.

○ Breathing machines

○ Feeding tubes

● You should also communicate these wishes 
with your HCPOA and/or loved ones!



Organ Donation Form

● This document allows you to share your 
wishes regarding organ and tissue donation.

○ Transplantation

○ Therapy

○ Research

○ Education

● You should also communicate these wishes 
with your HCPOA and/or other loved ones!

● If you check the box at the BMV you are 
agreeing to all of these!



Disposition of bodily remains

                                                                        1 ______ 

OHIO APPOINTMENT OF REPRESENTATIVE FOR DISPOSITION OF 

BODILY REMAINS, FUNERAL ARRANGEMENTS, AND BURIAL OR 

CREMATION GOODS AND SERVICES 

Authorized by House Bill 426, Effective October 12, 2006 

 

 

I,  (legal name and address) _________________________________ _____________________, a n adult being 

of sound mind, willfully and voluntarily appoint my representative, named below, to have the right of 

disposition, as defined in section 2108.70 of the Revised Code, for my body upon my death. All decisions made 

by my representative with respect to the right of disposition shall be binding. 

 

REPRESENTATIVE(S): 

(If the representative is a group of persons, indicate the name, last known address and phone number of each 

person in the group. Attach additional sheet if necessary.) 

 

Name: ______________________________________________________________________  

 

Address:_____________________________________________________________________  

 

Telephone Number: ___________________________________________________________  

 

SUCCESSOR REPRESENTATIVE(S): 

If my representative is disqualified from serving as my representative as described in section 2108.75 of the 

Revised Code, then I hereby appoint the following person or group of persons to serve as my successor 

representative. 

 

(If the representative is a group of persons, indicate the name, last known address and phone number of each 

person in the group. Attach additional sheet if necessary.) 

 

Name: ______________________________________________________________________  

 

Address:_____________________________________________________________________  

 

Telephone Number: ____________________________________________________________  

 

PREFERENCES REGARDING HOW THE RIGHT OF DISPOSITION  SHOULD BE EXERCISED, 

INCLUDING ANY RELIGIOUS OBSERVANCES THE DECLARANT WISHES A 

REPRESENTATIVE OR A SUCCESSOR REPRESENTATIVE TO CONSIDER (attach additional sheets 

if necessary): 

___________________________________________________________________________  

 

________________________________________________________________ ___________ 

 

___________________________________________________________________________  

 

___________________________________________________________________________  

 

ONE OR MORE SOURCES OF FUNDS THAT COULD BE USED TO PAY FOR GOODS AND 

SERVICES ASSOCIATED WITH AN EXERCISE OF THE RIGHT OF DISPOSITION: 

 

_____________________________________________________________________________  



Disposition of bodily remains

• Name a successor to oversee the disposition of your body upon your 
death

• Share wishes regarding funeral, memorial services, religious 
observances



Disposition of bodily remains
Next of kin hierarchy if you don’t complete this form (HCPOA does NOT apply)

• Spouse

• Adult children, collectively

• Parent(s)

• Adult siblings, collectively

• Grandparent(s)

• Grandchildren, collectively

• Lineal descendants of decedent’s grandparents

• Guardian

• Any other person willing to assume right of disposition



Sarah and Michelle



Sarah & Michelle

• Sarah is a 75-year-old with history of dementia and admitted with 
COVID pneumonia

• She is not able to participate in medical decisions

• Her long-time partner, Michelle, is at the bedside and provides a hard 
copy of the health care power of attorney form Sarah completed 5 
years ago naming Michelle as her health care power of attorney

• The social worker documents that she received it, but it gets lost and is 
never scanned

• It was the only copy …



Who should have a copy of your Advance Directive(s)?

• Your primary care provider (PCP)

• The hospital(s) that you’re most likely to receive care at

• Your HCPOA (if relevant)

• Other loved ones

• You should also have an easily accessible copy somewhere at home!

• You can also upload your Advance Directive(s) to your MyChart account!

To update an advance directive, you simply need to complete a new form, share it with the individuals 
above, and destroy the outdated version.

https://www.metrohealth.org/patients-and-visitors/for-patients/advance-care-planning


Informal ACP



Informal ACP Resources (CDC)

● The Conversation Project

● Caring Conversations Workbook

● Five Wishes

● National Resource Center on LGTBQ+ Aging

https://theconversationproject.org/get-started
https://www.practicalbioethics.org/featured-resources/caring-conversations-2/
https://store.fivewishes.org/ShopLocal/en/p/FW-MASTER-000/five-wishes-paper
https://www.lgbtagingcenter.org/resources/resources.cfm?s=7


Social gatherings!



Conversations with Loved Ones

•Because I love you …

I want you to know…
I want to know …



Side note

• Do Not Resuscitate (DNR) 
orders are NOT advance 
directives. 

• They are medical orders.

• Must be signed by a physician, 
APRN, or PA.



Takeaways for patients

● ACP presents a way for patients to express wishes regarding their 
medical care should they be unable to participate in decisions on their 
own behalf.

● If you don’t feel ready to complete formal documents or you prefer not 
to, having conversations with your loved ones and health care providers 
about your wishes is a great place to start.

● MetroHealth is here to help! If you have questions after today’s event or 
need help with the advance directive forms, you can contact our Social 
Work department at 216-778-5551.

https://www.metrohealth.org/patients-and-visitors/for-patients/advance-care-planning


Takeaways for providers

• Initiate ACP conversations with your patients.

• Make your space a safe space for your patients to be and discuss their wishes/concerns.

• LGBTQ+ individuals have significant fears of medical facilities, including long-term care facilities. 

(Caceres et al and Putnety et al)

• Have documents available!

• Understand the documents (or have someone available who does).

• MetroHealth’s Center for Biomedical Ethics: 216-778-8497 or bioethics@metrohealth.org.



Starr

Simon

Sarah and Michelle



Thank you!

bioethics@metrohealth.org
216-778-8497

mgerrek@metrohealth.org



Links to documents

• Health Care Power of Attorney, Living Will, Organ Donation
• https://ohiohospitals.org/OHA/media/OHA-Media/Documents/News and 

Publications/Publications/Ohio-Forms-and-Choices-Brochure.pdf

• Declaration for Mental Health Treatment
• https://www.disabilityrightsohio.org/assets/documents/mhdeclare.pdf?pdf=Ohio_Declaration_fo

r_Mental_Health_Treatment

• Disposition of Bodily Remains
• https://www.narfe.net/site/chapter1927/files/fullName2979.pdf

• DNR
• https://odh.ohio.gov/know-our-programs/do-not-resuscitate-comfort-

care/resources/ohiodnrorderform

https://ohiohospitals.org/OHA/media/OHA-Media/Documents/News%20and%20Publications/Publications/Ohio-Forms-and-Choices-Brochure.pdf
https://ohiohospitals.org/OHA/media/OHA-Media/Documents/News%20and%20Publications/Publications/Ohio-Forms-and-Choices-Brochure.pdf
https://www.disabilityrightsohio.org/assets/documents/mhdeclare.pdf?pdf=Ohio_Declaration_for_Mental_Health_Treatment
https://www.disabilityrightsohio.org/assets/documents/mhdeclare.pdf?pdf=Ohio_Declaration_for_Mental_Health_Treatment
https://www.narfe.net/site/chapter1927/files/fullName2979.pdf
https://odh.ohio.gov/know-our-programs/do-not-resuscitate-comfort-care/resources/ohiodnrorderform
https://odh.ohio.gov/know-our-programs/do-not-resuscitate-comfort-care/resources/ohiodnrorderform
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