
• Welcome Debbie Bourgeois CNS APRN 

• Introductions by participants and updates (name/representing 

organization/employer/what are you working on?)

• Need additional member appointments

Pediatric Palliative Care update Trey Gibson/Ashley Autrey MD

ACP Registry Cindy Munn

Long Term Care Need for a subgroup to discuss how to 

best care for patients who need support with Huntington’s Disease

Next meeting August 27 11: 30-1

P A L L I A T I V E  C A R E  I N T E R D I S C I P L I N A R Y  

A D V I S O R Y  C O U N C I L  M E E T I N G  0 5 2 8 2 0 2 6



• Name

• Representing what organization?

• Employer?

• What are you working on?

I N T R O D U C T I O N S



Appointing Entities Specified in Act 

659

Profession Additional Credentials

Required

Appointee

LA State Board of Medical 

Examiners

Physician Board Certified in hospice and palliative medicine Mary Raven, MD

LA State Board of Medical 

Examiners

Physician Board Certified in hospice and palliative medicine Sonia Malhotra, MD

LA State Board of Medical 

Examiners

Physician Board Certified in pain management Mordecai Potash, MD resigned need 

replacement

LA State Board of Medical 

Examiners

Physician Board Certified in pediatric palliative medicine Cori Morrison, MD resigned recommended 

Caitlin Creel MD

LA State Board of Nursing Registered nurse Board Certified in hospice and palliative care Christine Guidry, RN resigned need 

replacement

LA State Board of Nursing Advanced practice RN Board Certified in hospice and palliative care Deborah Bourgeois, APRN

LA State Board of Nursing Advanced practice RN Board Certified in hospice and palliative care Karen Lyon, APRN resigned due to 

retirement need new appointment

LA Board of Pharmacy Pharmacist Experience providing palliative care Richard Mannino

LA State Board of Social Work 

Examiners

Social Worker Experience providing palliative care Edgar Guedry, MSW

LDH Medicaid Non-voting Justin Owens

LDH Designee Non-voting Elizabeth Adkins

Governor Palliative Care Provider Administrator or 

Director

Current operational experience managing a palliative care 

program

Susan Nelson, MD

Governor Spiritual care professional Experience with providing palliative care Need new member

Governor Insurance plan administrator Experience in reimbursement coverage and claims processing for 

palliative care

Dr. Deidre Barfield

Governor Patient/family advocate Must be independent of a hospital or other healthcare facility Janet Pugh Foret (pending official re-

appointment) Unable to contact

Governor Patient/family advocate Must be independent of a hospital or other healthcare facility Trey Gibson

Governor Patient/family advocate Must be independent of a hospital or other healthcare facility Debra Merritt (pending official 

appointment) Not sure

Membership in Palliative Care Advisory Board-members appointed by Governor Edwards will need to be reappointed 

by Governor Landry! No longer sunsets Still awaiting official appointments since 2023!



• Need additional appointments to be identified and completed by the 

Governor’s office

• Let me (susan.nelson@ochsner.org or Emily.Andrus@LA.gov)  know of 

recommendations 

P C I A C  A N D  S E R I O U S  I L L N E S S  C O A L I T I O N  

mailto:susan.nelson@ochsner.org
mailto:Emily.Andrus@LA.gov


• Dr. Autrey/Creel

• New Peds Palliative Medicine docs – Dr Ashley Autrey/Dr Caitlin Creel at 

Manning, Dr Christopher Adrian/Dr Erika (Kiki) Mendoza at Ochsner

• Two bills in legislature – pending governor’s signature

• Bereavement

• Perinatal notification bill

• Website resources about pediatric palliative care on LDH website

• Dr. Trey Gibson update on Louisiana Cancer Prevention and Control

P E D I A T R I C  T O P I C S



Key provisions include:

• Creating a statewide program to provide perinatal bereavement resources to hospitals.

• Prioritizing hospitals with high-risk maternal populations or lacking perinatal cooling devices.

• Coordinate with the Commission on Perinatal Care and Prevention of Infant Mortality and 
nonprofit organizations.

• Provide hospitals offering maternity care with:

• Training for staff on supporting grieving parents after intrauterine fetal demise, neonatal 
death, or stillbirth.

• Bereavement devices and information on grief counseling and support groups.

• Prioritize hospitals lacking these resources, serving many high-risk mothers, or delivering a 
large number of babies.

• Allowing LDH to seek federal funds, grants, and donations.

• Requiring annual progress reports from Feb. 1, 2027 through Feb. 1, 2030.

• Officially naming the act “Angel’s Law.”

S B 3 2  E S T A B L I S H E S  T H E  P E R I N A T A L  

B E R E A V E M E N T  C A R E  I N I T I A T I V E



• SB 45 by Senator Wheat - this exempts hospice house from having a hospice 

license and run as a home for the patient. This has made it through the process 

and waiting for the Governors Signature.

•

• SB 273 by Senator Abraham - codifies what hospices and inpatient facilities are 

currently doing. Has also been sent to the Governor.

•

• HB 199 by Rep. Miller - extends the nursing home moratorium to July 2031. Has 

been signed by the Governor.

O T H E R  B I L L S  W E  W E R E  W A T C H I N G



• Complete slides in the appendix

• Still awaiting LDH to discuss how we can operationalize this important metric for 

all health entities statewide!

A C P  R E G I S T RY



• Working with LDH to develop a plan for this particular group of patients and their families and care partners. (They 

do not automatically get Mcare like patients with ALS)

• HD is an inherited disorder that involves mood/memory/motion. It is autosomal dominant meaning if you get the gene, 

you get the disease. The disease severity can be dependent on whether it came from MOM or DAD (worse) and how 

many error repeats of the gene sequence there are.

• As the disease worsens, they develop chorea (uncontrolled muscle movements) which make them fall, impulsive behavior 

(which make them sometimes not redirectable), memory impairment (neurodegenerative disease) to the point that they 

become nonverbal and have swallowing difficulties and lose weight– at risk for aspiration (feeding tubes are not 

indicated for many reasons).

• They are difficult to place because of the above as no NH wants this kind of liability risk.

• The hallmark of treatment is the use of antipsychotics because they increase chemicals in the brain to lessen the 

movements. BUT…the NH don’t want a patient on these drugs if they are a “Haldol free facility” despite the algorithm 

that allows these drugs for HD. 

• Ochsner has a Huntington’s Disease Center of Excellence. There are about 200 FAMILIES in LOUISIANA with this disorder.

• Let me know if interested in working on this

H U N T I N G T O N ’ S  D I S E A S E



• Medicaid Palliative Care Benefit just added in NJ

• Now exists in HI, CA, NJ

• How can we assist in improving serious illness care for children and adults and 

their families and carepartners? Is there any interest in benefit design package?

A D D I T I O N A L  N E W  B U S I N E S S



T H A N K  Y O U



• Previously discussed work in progress

A P P E N D I X



“ W H AT  M AT T E R S  M O S T ”
A G E  F R I E N D L Y  H E A L T H  S Y S T E M  I N I T I A T I V E S

A  P R O P O S A L

Susan Nelson MD FACP FAAHPM
Chair, Serious Illness Coalition and Palliative Care Advisory Council

Cindy Munn CEO Louisiana Healthcare Quality Forum

In Collaboration with Louisiana Stakeholders

February 2026



 Discuss IHI Age Friendly Health System Initiatives

 Review efforts to improve advance care planning “What Matters MOST”

 Strategize improvements at the state, health system and community level to 

normalize these discussions and documents 

 Develop a workgroup focused on improving advance care planning in Louisiana 

as a model for other states!

O B J E C T I V E S



A G E - F R I E N D LY  H E A LT H  

S Y S T E M S

https://www.ihi.org/networks/initiatives/age-friendly-health-systems


W H A T  D O  W E  K N O W  A B O U T  “ W H A T  M A T T E R S  

M O S T ” ?

• Advance directives are legal documents that are usually written in advance of illness and before 

a patient cannot speak for themselves.

• These conversations and documents are a gift to the family to help understand medical decisions 

when the patient can no longer speak for themselves.

• AD-requires physician interpretation to be enacted. POLST is a portable medical order

• Advance care planning discussions allow the patient, family and health care team to honor the 

patient's goals and values so the care they want or is possible is the care they receive.

• Goal directed care provides much relief to the family and the health care team and is 

associated with decreased admissions and readmissions. https://www.ecfr.gov/current/title-42/chapter-

IV/subchapter-G/part-489/subpart-I



A G E - F R I E N D LY  H E A LT H  

S Y S T E M S

• R E S O U R C E S  A N D  P R A C T I C E S  M A D E  A V A I L A B L E  B Y  

A G E - F R I E N D L Y  H E A L T H  S Y S T E M S  H E L P  H O S P I T A L S  

C O M P L Y  W I T H  N E W  Q U A L I T Y  M E A S U R E S

• Taking effect in 2025, the new Age-Friendly Hospital Measure builds on the success of the Age-

Friendly Health Systems movement, which popularized the 4Ms Framework (What Matters 

MOST, Medication, Mentation, Mobility). “This structural measure seeks to ensure that hospitals 

are reliably implementing the “4 M’s” and thus providing evidence-based elements of high-

quality care for all older adults.” (CMS final rule, page 1426).

https://www.ihi.org/networks/initiatives/age-friendly-health-systems
https://www.federalregister.gov/public-inspection/2024-17021/medicare-medicaid-and-childrens-health-insurance-programs-hospital-inpatient-prospective-payment


Denominator Definition
Includes all patients 18 or older with at least one inpatient encounter during the 
measurement period.

Numerator Criteria
Captures patients with ACP documents or documented ACP discussions recorded in 
the EHR before discharge.

Exclusions and Preparation
Organizations must prepare for future exclusions as CMS finalizes technical 
specifications.

Strategic Leadership Focus
ACP impacts multiple CMS quality programs, making it a priority for standardization 
and workflow integration.

C M S  A C P  M E T R I C S - A L L  P A T I E N T S  1 8  A N D  

O V E R !



On January 14, 2026, the Centers for Medicare and Medicaid 
Services (CMS) withdrew the Advance Care Planning (MUC 
2025-20) measure from consideration for post-acute/long-term 
care (PAC/LTC) settings

It had been proposed for the Home Health Quality Reporting 
Program, Skilled Nursing Facility (SNF) Quality Reporting 
Program (QRP), and SNF Value-Based Purchasing (VBP) 
program.

https://leadingage.org/cms-withdraws-advance-care-planning-
measure-under-consideration-for-pac-ltc-providers/

C M S  M E T R I C S  F O R  P A C / L T C  D E L AY E D

https://p4qm.org/prmr-measures/muc2025-020
https://leadingage.org/cms-withdraws-advance-care-planning-measure-under-consideration-for-pac-ltc-providers/


I M P R O V I N G  

A C C E S S  

S . 2 8 6 5

M A P  F O R  

C A R E  

S . 3 4 7 3

L E G A C Y  A C T  

H R . 5 8 6 1



A C P

D O C U M E N T S

A R E L E G A L  

D O C U M E N T S

• Louisiana has a “standard HCPOA and Living Will” 

document available at 

https://www.lsba.org/documents/COV/healthcarepoa.pd

https://www.sos.la.gov/ouroffice/publisheddocuments/livingwilld

eclarationform.pdf

• Many other documents are available or can be 

handwritten- These are a few examples:      

MyDirectives https://www.mydirectives.com/ Five Wishes 

https://www.fivewishes.org/ from the American Bar 

Association 

https://www.americanbar.org/content/dam/aba/administrative/

law_aging/lawyers-ad-counseling-guide.pdf Prepare for 

Your Care 

https://prepareforyourcare.org/en/prepare/welcome

https://www.lsba.org/documents/COV/healthcarepoa.pd
https://www.sos.la.gov/ouroffice/publisheddocuments/livingwilldeclarationform.pdf
https://www.mydirectives.com/
https://www.fivewishes.org/
https://www.americanbar.org/content/dam/aba/administrative/law_aging/lawyers-ad-counseling-guide.pdf
https://prepareforyourcare.org/en/prepare/welcome


• Set of portable medical orders for a patient with 

a life limiting illness

• Think of it as a prescription that can be 

followed by other medical personnel

• It is the ONLY document that travels with a 

patient otherwise requires separate orders at 

each destination.

• Only for people with serious illness and frailty (6-

month trajectory)

• This is completed by a physician and kept with the 

patient but should be available to all medical 

personnel in a registry.

LaPOST



P O L S T  I S  A  

P O R T A B L E  

M E D I C A L  

O R D E R  T H A T  

T R A N S F E R S  

A C R O S S  

H E A L T H  

C A R E  

S E T T I N G S

• Voluntary

• ONLY for those with serious advanced illness or frailty

• NOT VALID unless signed by the patient (decision 
maker) and MD/DO or others depending on state law

• NOT just a check box form but the result of 
conversations between the patient, their family and the 
appropriate health care professional that should be 
documented in the medical record (and accessible)

• Complementary with advance directives

• Revised with changes in the patient condition

• Changed or voided by the patient at any time based on 
their wishes

• Known by many similar names: LaPOST, MOLST-NY, 
POST-WV, MS, TPOPP-KS/MO www.polst.org

• Louisiana has an electronic registry embedded in ACP 
module in Ochsner EPIC

http://www.polst.org/


28

LaPOST is meant to 
reflect the care  

physicians/people 
want in the 

community, outside of 
the hospital.

Meant for people with 
serious illness and/or 
frailty with <6 months 

to live but no penalty if 
they live longer .









E N D  O F  L I F E  R E G I S T R Y  P R O G R A M S

W I L L  

R E G I S T R Y  

A N D  L I V I N G  

W I L L  

R E G I S T R Y  

I N F O R M A T I O N  

H E R E

https://www.sos.la.gov/Our

Office/EndOfLifeRegistries/

Pages/default.aspx

https://www.sos.la.gov/OurOffice/EndOfLifeRegistries/Pages/default.aspx


F O R M S  C A N  B E  A C C E S S E D  H E R E
( O T H E R  F O R M S  I N C L U D I N G  H A N D W R I T T E N  

D O C U M E N T S  A R E  L E G A L )

• https://www.sos.la.gov/OurOffice/PublishedDocuments/LivingWillDeclarationFo

rm.pdf

• List of people with a document filed is here:

• The LIST is available online but not the document and only M-F 8-5 no holidays

• https://www.sos.la.gov/OurOffice/PublishedDocuments/LivingWillRegistry.p

df

• 241 pages of names in alphabetical order

• 10.8 K names 

• Not connected to LDH Center for Vital Records and Statistics (death records kept 50yrs)

https://www.sos.la.gov/OurOffice/PublishedDocuments/LivingWillDeclarationForm.pdf


R U L E  A B O U T  O M V  A N D  L I V I N G  W I L L  

D E C L A R A T I O N S  A N D  O R G A N  D O N A T I O N

• https://public.powerdms.com/ladpsc/documents/368271

• “Living Will” Declaration

• All Motor Vehicle field offices shall have the current approved LIVING WILL 

declaration document available. (DPSMV2011) 

• The individual should follow the instructions provided on the declaration form or 

contact the Secretary of State's Publication Division (225.922.0900) for information 

as it pertains to the Living Will. 

• The Office of Motor Vehicles will not assume responsibility of forwarding the 

declaration (to the registry or anywhere else).

• There is a check box on the back of the driver's license that says you have one but 

is not connected to any repository

https://public.powerdms.com/ladpsc/documents/368271


S O L U T I O N S ?

Discuss with Department of Health and Health systems to see what opportunities there 
might be to have a singular secure, global, interoperable repository of documents, 
accessible by providers across the state. 

 These documents include Living Will, Health Care Power of Attorney, Mental Health Directives, and LaPOST (a set of 
portable medical orders for people with serious illness and/or frailty)

 This registry could be delegated to the Louisiana Health Care Quality Forum from SOS LA

Make it easy for providers to access existing and facilitate new ACPs and Portable 
Medical Orders within existing EHR workflows in collaboration with this repository
Provide multiple options to make it easier for people to create their plans, including 

family discussion guides, multiple languages, etc. 
Enable ACPs to be stored in the LA Wallet along with individuals’ driver’s licenses, 

hunting and fishing licenses, SMART Health Card, Medicaid Health Plan Care, My 
Vehicles and Concealed Handgun Permits

Create a work group with deliverables and timelines made up of interested 
stakeholders including legislators and other government officials and agencies


