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Palliative and End of Life Care

Center to Advance PC: https://www.capc.org/about/palliative-care/)

 Palliative care is specialized medical care for people living with a serious illness. 

This type of care is focused on providing relief from the symptoms and stress of 

the illness. The goal is to improve quality of life for both the patient and the 

family. 

Creutzfeldt et al., 2025, Palliative and End of Life Care in Stroke

 Palliative care focuses on improving communication about goals of care and 

quality of life for both patients and their families, emphasizing a holistic, all-person 
approach. Palliative care also encompasses hospice and end-of-life care, with 

aims to improve the quality of care for people who are dying and their families.

https://www.capc.org/about/palliative-care/


Advances in hyperacute 

& acute stroke care

Reduced morbidity & mortality

Increased number of stroke survivors 

Psychosocial and existential distress 
for stroke survivors & their families

Long-term cognitive & 

physical disability



Statement Goals

To provide an update on PC needs and holistic assessment for stroke

To discuss HC disparities specific to stroke and PC

To provide key points for Clinicians and HC systems caring for 
patients w/ stroke and their families in the post-acute care period 

and at the EOL.



Racial and Ethnic Inequities in Stroke

Black and Hispanic populations

higher stroke incidence 

worse functional outcomes 

less frequent receipt of acute stroke treatments

Similar patterns of disparities in ACP and patterns of 

serious illness treatment after stroke

Systems-level factors likely contribute to these inequities

Systemic tailored interventions may help mitigate these 

historical inequities 



Need for Holistic Assessment at Regular Intervals

Focusing on sources of distress

Acknowledging the impact on 

patients and their families, esp. 

family caregivers

Reassessment based on events, 

symptoms, changes in function, 

stage of illness



TOTAL PAIN of ILLNESS



Palliative Care Needs
Needs fluctuate over illness trajectory



Examples of PC Needs Assessment Tools



PC for Stroke in the Post-Acute Setting

 Limited evidence on how to integrate PC into routine stroke care

 Community-based palliative care models developed for other serious 
noncancer illnesses could be adapted for stroke

 Several models in Heart Failure (Bakitas 2020; Graney et al., 2019;  Rogers et al. 2017)

 Nurse / Social worker teams with access to other disciplines / specialties (e.g. 
legal, spiritual, counseling, etc)

 Recent increase in stroke nurse navigators (Jun-O’Connell et al., 203; Saragih et 
al., 2023) 

 PC assessment / services could be integrated into existing navigation services

 Preliminary results of current study of stroke caregiver interviews 
(Creutzfeldt & Zahurnec, PIs)

 Single point of contact throughout illness trajectory

 Guidance and support tailored to the needs of the patient AND the caregiver 
/ family



AHA Resources for Post Stroke Care
https://www.stroke.org/en/help-and-support

Support Group Finder

Stroke Family Warmline

https://www.stroke.org/en/help-and-support


End of Life Care after Stroke

Most patients die in the hospital or SNF, 
but proportion of those who die at home 

is increasing

Anticipated Changes @ EOL

Reduced food / fluid intake

Decreased ability to cough

Noisy breathing / changes in breathing

Reduced consciousness / increased agitation

Reduced circulatory / renal function 

Most Common S/S at EOL 

Dyspnea

Pain

Pain assessment 

(Look for verbal & nonverbal cues)

Consider Hospice

Limited oral intake w/o artificial nutrition

Complications of stroke occur

Imaging indicates poor prognosis

Coma for more than 3 days w/o verbal 
response, brainstem reflexes, pain response



Other Resources

 Canadian Stroke Best Practices

 https://www.strokebestpractices.ca/recommendations

/acute-stroke-management/palliative-and-end-of-life-

care#:~:text=Palliative%20care%20is%20a%20compreh

ensive,caregivers%2C%20and%20the%20healthcare%2

0team.

 Stroke Foundation of Australia

 https://strokefoundation.org.au/what-we-do/for-

survivors-and-carers/after-stroke-factsheets/palliative-

care-after-stroke-fact-

sheet#:~:text=About%20palliative%20care,support%20fr

om%20palliative%20care%20services.

https://www.strokebestpractices.ca/recommendations/acute-stroke-management/palliative-and-end-of-life-care#:~:text=Palliative%20care%20is%20a%20comprehensive,caregivers%2C%20and%20the%20healthcare%20team
https://strokefoundation.org.au/what-we-do/for-survivors-and-carers/after-stroke-factsheets/palliative-care-after-stroke-fact-sheet#:~:text=About%20palliative%20care,support%20from%20palliative%20care%20services


Other Resources

 Palliative Care for Stroke Patients and Their Families: Barriers 

for Implementation. 
 Steigleder T, Kollmar R, Ostgathe C. Front Neurol. 2019 Mar 

6;10:164. doi: 10.3389/fneur.2019.00164. PMID: 30894836; 

PMCID: PMC6414790.

https://pmc.ncbi.nlm.nih.gov/articles/PMC6414790/

 U.S. Department of Veterans Affairs (2024), Management 

of Stroke Rehabilitation

 https://www.healthquality.va.gov/guidelines/rehab/stroke/

https://pmc.ncbi.nlm.nih.gov/articles/PMC6414790/
https://www.healthquality.va.gov/guidelines/rehab/stroke/


Future Directions

 Develop models to deliver high-quality goal-concordant care 

for culturally diverse patients with stroke and their families

 Explore palliative pharmacotherapy specific to stroke

 Identify appropriate outcome measures

What outcomes are important to patients and families?

 Consult palliative care teams when

 Symptoms are refractory to first-line treatment

 Care partners are experiencing distress or burnout

 Stroke providers need more in-depth training in goals-of-care and/or 

prognosis conversations



THANK YOU!

QUESTIONS / 

DISCUSSION

Barbara J. Lutz 

University of North Carolina-Wilmington

lutzb@uncw.edu
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