Uncertainty in palliative care:

problem or solution?
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“Ah yes, we live in uncertain times,” I chip in.
“Lifeisa five—thousand—Piece jigsaw puzzle
with no picture to follow.”

— Hendrik Groen, The Secret Diary of Hendrik
Groen, 83% Years Old
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“known unknowns” [l Personal

Incorporating: Practical
Complexity
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Ambiguity [ Scientif
Lack of information
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Han PKJ, et al. Medical Decision Making. 2011;31(6):828-838.

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



Rising multimorbidity
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BMJ Open How many people will need palliative
care in Scotland by 2040? A mixed-
method study of projected palliative
care need and recommendations for
service delivery
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= Cancer

¢« seee Multimorbidity

= = = Organ failure

- =« Physical and cognitive frailty

Complex illness trajectories

High

Function

Death

Low

Adapted from Murray, S.A et al. BMJ 2008;336:958-959 Time

Copyright ©2008 BMJ Publishing Group Lid,



New trajectories

. (B) * Dramatic changes over a short time
High secondary to aggressive treatment as
well as disease

 Variable chances of cure vs. high risk of
harm

Functional status

Low

Diagnosis —— Time: Months until either remission or death. May relapse againin months to years
Br J Haematol, 2022.199(1) pp 14-30



The effects of uncertainty

Physical:
Appraising and
managing
multiple
illnesses

“So my experiences of dealing
with uncertainty, | mean it’s a
slightly difficult question
because it’s kind of the air we
breathe.

Practical:
Fragmented
care and
communication

Psychological
and existential:
Feeling
overwhelmed

Total
Uncertainty

Social:
Uncertainty of
others

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






Appraisal of
uncertainty is crucial




APPRAISAL/RESPONSE
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Threat Opportunity
Denial Acknowledgement
Doubt Faith

EMOTIONAL

NEGATIVE «— » POSITIVE
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Appraisal mediates
effects of uncertainty

Patient Education and Counseling 101 [2018) 1518-1537
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Review article

Tolerance of uncertainty: A systematic review of health and L)
healthcare-related outcomes -
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Ne d |ffe rence MPs to get historic vote on England and

, Wales assisted dying bill
opraisal makes :
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“I believe we should have the right to see out our days
surrounded by those we love and care for, knowing that when we are gone
they can remember us as we would like to be remembered. I also believe that
if we were able to spare them any unnecessary trauma and uncertainty, we
would want to do that too.”




Uncertainty leaves space for hope

“Some families considered
decision-making a negative
concept and preferred
uncertainty”?

1. Higginson et al. The value of uncertainty in critical iliness? 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:




@ Supportive and Palliative Care NHS
Indicators Tool (SPICT) ""“‘SCDTQ;}’

U ncerta | ﬂty The SPICT™ is used to help identify people whose health is deteriorating.
Assess them for unmet supportive and palliative care needs. Plan care.

Can be d Look for any general indicators of poor or deteriorating health.
b al r| er Or 4 » Unplanned hospital admission(s).

» Performance status is poor or deteriorating, with limited reversibility.

t I | g ge I fo 0 (eg. The person stays in bed or in a chair for more than half the day.)
- » Depends on others for care due to increasing physical and/or mental health problems.
d eclsions The person’s carer needs more help and support.
= Progressive weight loss; remains underweight; low muscle mass.
d b O Ut care » Persistent symptoms despite optimal treatment of underlying condition(s).

» The person (or family) asks for palliative care; chooses to reduce, stop or not have treatment; or
wishes to focus on quality of life.

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

SAFE

Safe Safe
Certainty Uncertainty
Unsafe Unsafe
Certainty Uncertainty
UNSAFE

UNCERTAINTY

Mason 1993



What might be the benefits of addressing uncertainty?

Patient and

Family
'/ Appraisal and
understanding

Reduced distress
Reduced health professional burnout

Improved decision making

Clinical situation of

Improved value in healthcare

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)
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Individual responses
to uncertainty:
Avoiding and
Addressing

why won't zke engage’
4 Neyneeol 1o makez ‘glah W’_\y do “"C} kﬂCP
 for the next time she bringing this up ¢
gels unwell T dop'f want o
worvy dbout the {ldu re

S| 4, you about your

Id like o sPeak

{u‘f ure care

\/'_

T don't want
1o talk aboud it




Ellis-Smith et al. BMC Palliat Care (2021) 20:168

https://doi.org/10.1186/512904-021-00845-9 BMC Pa | | lative Care

RESEARCH Open Access

Managing clinical uncertainty in older o
people towards the end of life: a systematic
review of person-centred tools

Clare Ellis-Smith"®, India Tunnard', Marsha Dawkins'#, Wei Gao', Irene J. Higginsen'” and
Catherine J. Evans'“on behalf of SPACE

“Communication of clinical uncertainty to patients and
families had the least evidence and is challenging to do well.”
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Uncertainty is inevitable in serious illness and underlies
much of illness experience

Appraisal and framing are key to experience of Ay
uncertainty o
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