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Learning Objectives

By the end of this session, participants will be able to:

– Describe sickle cell disease and provide a brief overview 
of disease modifying treatment 

– Understand how patients with sickle cell disease may 
benefit from a specialist palliative care

– Reflect on how you may be able to care for patients with 
sickle cell disease in your own practice



Sickle Cell Disease



Sickle Cell Disease 

Kato, 2018



Image source: https://www.nature.com/articles/nrdp201810 

Complications from SCD

Kato, 2018

https://www.nature.com/articles/nrdp201810


Tisdale, 2020



Why Sickle Cell Disease? 



People with SCD 
die in emergency 
departments and 
acute care settings 
(not at home or in 
palliative care 
settings)

Life- limiting illness

Boshen, 2023, Pendergast, 2023, Lily 2026



Large and Complex Symptom Burden 

Osunkwo, 2021



Large and Complex Symptom Burden 

Osunkwo, 2021



Impact on Quality-of- Life

Osunkwo, 2021



Access to Specialist Palliative Care

< 0.5% of patients 
with SCD receive a 
palliative care 
consultation during 
admission

Nwogu-Onyemkpa, 2022



What can we (as palliative care 
specialists) do?



Supporting decision making

Symptom assessment and 
management

Clarifying illness understanding

Supporting our colleagues

Anticipatory guidance and care 
planning 

Rebuilding trust
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Illness Trajectory

Repeat hospitalizations (VOC, 
line issues, clots, infections, 

volume overload)

8% die “suddenly and unexpectedly”
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Supporting Decision Making

Collins et al, 2025
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 Symptom Assessment and Management

Osunkwo, 2020
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Anticipatory Guidance and Care Planning
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Supporting Colleagues When do we 
adopt a palliative 

approach to 
care?

How can we 
talk about 
illness?

How do we 
better assess 
symptoms?



Early Identification

Adopt a palliative approach to 
care 

Sickle Cell Disease Specific 
Indicators:
● > 5x/year ER visits and 

hospitalizations
● Iron overload
● Pulmonary hypertension
● Reticulocyte count > 6-10% 

(depending on study)
● Low fetal hemoglobin  (unclear cut off)

Adapted from GSF 2022 Maitra, 2017



Symptom Assessment Tools

Add cognitive changes, 
constipation, itching for the 

SCD population 



Serious Illness Conversation Guides 
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Developing Trust and Relationships



How do you care for people with SCD 
in your practice? 
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Questions or Comments?

Email me! 
afarag@stjosham.on.ca
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