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Palliative and End of Life Care

Center to Advance PC: )

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


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

Advances Iin hyperacute
& acute stroke care

Reduced morbidity & mortality

Increased number of stroke survivors

Long-term cognitive &
physical disability

Psychosocial and existential distress
for stroke survivors & their families




Statement Goals

LTO provide an update on PC needs and holistic assessment for s’rrokej

[ To discuss HC disparities specific to stroke and PC J

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 pafterns of
serious iliness treatment after stroke

Systems-level factors likely conftribute 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 iliness

“And do you take Goldie, to be your
lawfully wedded primary caregiver?”




Family/Care partner Family/Care partner

* Loss of partner * Caregiving strain
e Caregiver strain * Exhaustion
* Being overwhelmed * Adverse personal

health outcomes

Both

e Anxiety Person with stroke
¢ Depression ¢ Pain

e Grief _ ¢ Bowel/bladder

* Uncertainty dysfunction

* Anger, frustration « Loss of function, mobility
¢ Dysphagia

* Trouble communicating

* Fatigue

» Seizures/epilepsy

e Sexual dysfunction

* Aphasia

Person with stroke
* Anger, frustration
* Agitation, psychosis

Communication

And
Goals of Care

TOTAL PAIN of [LLNESS

Person with stroke

* Social stigma

e Loss of independence

e Concern for burdening others

Both

* |solation

* Loneliness
» Change in roles/relationships Both

» Acceptance, adaptation * Loss of meaning

* Demoralization/hopelessness
* Loss of identity, personhood
* Challenges to one’s faith

Family/Care partner

* Surrogate decision-making

* Financial concerns

* Patient advocate

* Managing behavioral and
emotional behaviors of patient
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Palliative Care Needs

Needs fluctuate over iliness trajectory

Medical
Diagnosis Treatment stabilization Preparation Adjustment Adaptation

\

High

Neurological function
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Examples of PC Needs Assessment Tools

Tool or trigger

Questions

Action suggestions

Surprise question®
(adapted for stroke)

Would you be surprised if this patient:
Dies within the next year?
Dies during this hospitalization?

Does not recover to independence?

If “no," consider a serious illness conversation (eg, advance care
planning, family meeting, referral to palliative care team).

SuPPOITT checklist®®

Su: Does the patient or family need psychosocial or spiritual
support or help with coping?

P: Does the patient have pain or other distressing symptoms?

PO: Does the patient or family have questions about prognosis or
treatment options®?

rTT: Do we need to readdress goals of care or target treatment to
patient-centered goals?

If “yes,’ consider a primary palliative care intervention (ie, a
conversation with the patient and family focused on the identi-
fied needs), change in symptom management, or referral to the
respective expert (eg, pain specialist, psychologist, chaplain,
palliative care team) for specialist palliative care.

End of a time-limited
trial®43°

A time-limited trial is a specified time frame in which to continue
life-sustaining treatment to evaluate response and prognosis.

When this specified period has passed, another family meeting is
key to assess symptoms and recovery, and to revisit goals of care.

Changes in living
situation

Changes may include moving from a facility to home, increasing
need for assistance with activities of daily living (eg, dressing,
meals, toileting), and loss of ability to work or drive.

Any change can be stressful; a change in living situation may also
signal a need for revisiting treatment options and goals of care.
Referral to social work and support groups may be helpful.

Screening for caregiver
distress or burnout

Ask care partners specifically about their role as a caregiver, their
own wellbeing, and their ability to cope.

Acknowledge the care partner’s role and possible strain, normal-
ize feelings of overwhelm, and recognize burnout. Consider
involving social work and peer support groups, and encourage
caregivers to engage with their clinicians to address their own
health care needs.

Screening for spiritual
care needs (HOPE
instrument)?®

Explore sources of hope and inquire into organized religion,
personal spiritual beliefs, and practices or restrictions that may
affect medical care.

Consider referral to spiritual care or personal or community faith
leader.

These tools are meant to help identify needs in a timely and routine manner and trigger certain actions depending on the respective need. This is not a comprehensive
list; research in this area is ongoing.




PC for Stroke In the Post-Acute Seffing

Limited evidence on how to infegrate 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 tfeams 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, Pls)

Single point of contact throughout illness trajectory

Guidance and support tailored to the needs of the patient AND the caregiver
/ family
.
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AHA Resources for Post Stroke Care

bat Home @ Ad

American Stroke Association.
A division of the American Heart

Together to End Stroke*

Stroke Symptoms  Volunteer ' DONATE
ary./ Caregiver Resources

Stroke Resource Library

Resources for Caregivers, e T Aot Stroke Fact
Family and Friends Support Group Finder

Lifestyle and Risk Reduction

Stroke Family Warmline

Next Steps in Recovery

Rehabilitation Resources
Caregiver Resources

Community Stroke Prevention
Toolkit

F.AST. Materials

Caregiver &;f N

l Spanish Resources for Patients

Pediatric Stroke Resources

Related Articles

an be difficult and confusing for the survivor and the caregiver. These
gathered to help you navigate all aspects of how the st s impacted
you and your survivor.

. . Life After Stroke
Palliative Care

very After Stroke

ke

and can help imp
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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

Most Common §/S at EOL
Dyspnea
Pain
Pain assessment
(Look for verbal & nonverbal cues)

Anticipated Changes @ EOL

Reduced food / fluid intake
Decreased ability to cough
Noisy breathing / changes in breathing
Reduced consciousness / increased agitation
Reduced circulatory / renal function

Consider Hospice
Limited oral intake w/o artificial nutrition
Complications of stroke occur
Imaging indicates poor prognaosis

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

——
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Other Resources

Acute Stroke Management

Defintions.

1.Stroke Awareness, Recognition, and
Response

2. Triage and Initial Diagnostic
Evaluation of Transient Is ic
Attack and Non-Disabling Stroke

3. Emergency Medical Services d practi
Management of Acute Stroke Patients and aftes o death o

4.Emergency Department Evaluation bk
and Management of Patients wath
Acute Stroke and TIA

5. Acute Ischemic Stroke Treatment
\cute Antithrombotic Therapy In a palliative approach to care, the

7.Early Management of Patients
Considered for Hemicraniectomy
8. Acute Stroke Unit Care
9. Inpatient Prevention and adh [Sineryion
Management of Compiic : =il >
followng Stroke J from Staffing a Speciali

Team-Based Approach: Expert Consensus White Paper, J Pal Med 2019)
10. Advanced Care Planning

End-ot-life care:
11, Palliative and End of Life Care d treatmant

Defintions

Ourwebsites  informMe  EnableMe  Siroke Foundation

Contact us

WHAT WE DO SUPPORT US

Palliative care after stroke

Get help

What you need to know

About palliative care

——
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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

——

SCHOOL OF NURSING

Steigleder T, Kollmar R, Ostgathe C. Front Neurol. 2019 Mar
6;10:164. doi: 10.3389/fneur.2019.00164. PMID: 30894836;
PMCID: PMC6414790.

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

Palliative Care for Stroke Patients and Their .

Families: Barriers for Implementation Ful text PMC

U.S. Department
of Veterans Affairs

Health Benefits Burials & Memorials About VA Resources Media Room Locations Contact Us

VA » Health Care » VA/DOD Clinical Practice Guidelines » Clinical Practice Guidelines » Rehabilitation Guidelines » Management of Stroke Rehabilitation (2024)

VA/DOD Clinical Practice Guidelines

~ VA/DOD Clinical Practice
Guidelines Management of e Rehabilitation (2024)

VAIDOD Clinical Practice PP e T———  The quideline describes the critical decision points in the Management of Stroke

Guidelines Home Rehabilitation and provides clear and comprehensive evidence based

Management of recommendations incorporating current information and practices for

Stroke Rehabilitation practitioners throughout the DOD and VA Health Care systems. The guideline is

+ Guidelines intended to improve patient outcomes and local management of patients who
have sufferred a stroke

Policy Guidance

» Chronic Disease in Primary

Care Disclaimer:This Clinical Practice Guideline is intended for use only as a tool to
assist a clinician/healthcare professional and should not be used to replace
clinical judgment

» Mental Health
» Pain

 Rehabilitation VA/DoD Evidence Based Practice


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
ldentify appropriate outcome measures

What outcomes are important to patients and familiese
Consult palliafive care tfeams 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

Barbbara J. Lutz
University of North Carolina-Wilmington

“And do you take Goldie, to be your utzb@uncw.edu
lawfully wedded primary caregiver?”
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