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Uncertainty in palliative care: 
problem or solution?



“Ah yes, we live in uncertain times,” I chip in. 
“Life is a five-thousand-piece jigsaw puzzle 
with no picture to follow.”

― Hendrik Groen, The Secret Diary of Hendrik 
Groen, 83¼ Years Old
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Part 1: what is 
uncertainty and 
why is it an 
issue?
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True unknown Ignorance
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What is uncertainty?

“known unknowns” 

Incorporating:
Complexity

Unpredictability
Ambiguity

Lack of information

Han PKJ, et al. Medical Decision Making. 2011;31(6):828-838. 

Mishel, Merle H. "The measurement of uncertainty in illness." Nursing research (1981).
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Rising multimorbidity



Complex illness trajectories



New trajectories

Br J Haematol, 2022.199(1) pp 14-30 



The effects of uncertainty

Etkind S et al. Total uncertainty: a systematic review and thematic synthesis of 
experiences of uncertainty in older people with advanced multimorbidity, their 
informal carers and health professionals. Age and Ageing 202251(8) afac188

“So my experiences of dealing 

with uncertainty, I mean it’s a 

slightly difficult question 

because it’s kind of the air we 

breathe. 



Part 2: 
Reframing 

uncertainty



Appraisal of 
uncertainty is crucial



Threat         Opportunity
Denial              Acknowledgement
Doubt                      Faith

Worry                       Calm
Disinterest               Curiosity
Despair                      Hope

Avoidance                Approach
Inaction                      Action
Decision Deferral    Decision Making

Appraisal mediates 
effects of uncertainty



The difference 
appraisal makes



Uncertainty leaves space for hope

“Some families considered 
decision-making a negative 

concept and preferred 
uncertainty”1 

1. Higginson et al. The value of uncertainty in critical illness? An ethnographic study of patterns and conflicts in 
care and decision-making trajectories. BMC Anesthesiol 16, 11 (2015)



Uncertainty as an intellectual challenge



Future uncertainty permits (requires?) a 
focus on daily life:



Uncertainty 
can be a 
barrier or a 
trigger for 
decisions 
about care

Polak et al British Journal of General Practice 2024; 74 (739): 56-57



Part 3: Responding 
to uncertainty – 
what can we do?



Mason 1993



What might be the benefits of addressing uncertainty?

Reduced distress
Reduced health professional burnout
Improved decision making

Etkind S & Koffman J. Approaches to managing uncertainty in people with life-limiting conditions: role of communication and palliative care. PMJ 201692(1089):412-7
Kimbell B, Murray S A, Macpherson S, Boyd K. Embracing inherent uncertainty in advanced illness BMJ 2016; 354 :i3802
Simpkin AL et al. Tolerating Uncertainty — The Next Medical Revolution? N Engl J Med 2016; 375: 1713–1715.
Simpkin AL et al. Stress From Uncertainty and Resilience Among Depressed and Burned Out Residents: A Cross-Sectional Study. Acad Pediatr. 2018 Aug;18(6):698-704.
Tinetti M et al. (2019) Challenges and strategies in patients’ health priorities-aligned decision-making for older adults with multiple chronic conditions. PLOS ONE 14(6)

Improved value in healthcare



Individual responses 
to uncertainty: 
Avoiding and 
Addressing



“Communication of clinical uncertainty to patients and 
families had the least evidence and is challenging to do well.”



Uncertainty is inevitable in serious illness and underlies 
much of illness experience

Appraisal and framing are key to experience of 
uncertainty

Communication to achieve a shared understanding may 
enable more effective care planning
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