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What is uncertainty and why is it important?

“Uncertainty is a dynamic state in which there is a perception of 
being unable to assign probabilities for outcomes that prompts a 
discomforting, uneasy sensation that may be affected (reduced or 
escalated) through cognitive, emotive, or behavioural reactions, or 

by the passage of time and changes in the perception of 
circumstances. The experience of uncertainty is pervasive in human 
existence and is mediated by feelings of confidence and control that 

may be highly specific (event-focused) or more global (a world 
view).”

“the subjective perception of ignorance” 
or 

“knowing that one doesn’t know”

Merriam-webster dictionary. https://www.merriam-webster.com/dictionary/uncertainty
Penrod, J. (2001), Refinement of the concept of uncertainty. Journal of Advanced Nursing, 34: 238-245.

Han PKJ, Klein WMP, Arora NK. Varieties of Uncertainty in Health Care: A Conceptual Taxonomy. Medical Decision Making. 2011;31(6):828-838. 

“A state of being uncertain”

https://www.merriam-webster.com/dictionary/uncertainty


RESPONSE to uncertainty

Passive response 
Active response

Complexity
Unpredictability

Ambiguity

HOW are things uncertain

Scientific (diagnosis/prognosis/ treatment)
Practical (Structures/processes of care)

Personal (Psychosocial/existential)

WHAT is uncertain WHO is uncertain

Patients
Carers

Health Professionals

What is uncertainty?

Han PKJ, Klein WMP, Arora NK. Varieties of Uncertainty in Health Care: A Conceptual Taxonomy. Medical Decision Making. 2011;31(6):828-838
Mishel, Merle H. "The measurement of uncertainty in illness." Nursing research (1981).



Why address uncertainty?

Etkind and Koffman, Approaches to managing uncertainty in people with life-limiting conditions: role of communication and palliative care. Postgraduate Medical journal, 2016



43.5% of people 
who die in 2040 
will die with 2 or 
more conditions 
that confer 
palliative care 
need (incr. from 
27.2% in 2017) 

Why focus on Multimorbidity? 

Finucane et al 2021 BMJ Open https://bmjopen.bmj.com/content/11/2/e041317.info

https://bmjopen.bmj.com/content/11/2/e041317.info


Aim:
To explore the experience of uncertainty in 

advanced multimorbidity from the perspective 
of patients, carers and health professionals



Methods

Systematic literature review of online databases including 
published peer reviewed academic research and ‘grey’ literature

Selection of articles relating to older people with ‘advanced 
multimorbidity’ i.e. multiple life-limiting illnesses

Analysis of the findings of included articles using qualitative 
Thematic Synthesis i.e. identifying key themes across the included 
articles. 



Results

44 articles 
included

Patient 
perspective  

12

Carer 
perspective  
5 studies

HCP 
perspective  

17

8

2

4738 articles 
identified

260 full texts 
reviewed

N America 
(16 studies)

Europe 
(23 studies)

Australasia 
(4 studies)

13 countries

Total number of Patients: 460
Carers:  185
HCPs:  490



For people already managing multiple conditions, a new condition is 
more than just “one more problem,” and instead represents another 
layer of complexity and interactions with multiple existing conditions.

Appraising and managing multiple illnesses

“He’s got like 30 things wrong and 
he’s on a ton of medications.”

…[patients] were unclear about their different diagnoses and any 
possible relationship between them. This confusion had a particular 
impact when participants left the hospital, when they felt they had 

little guidance about what their symptoms meant

Which issue 
to prioritise?

What do 
symptoms 

mean?

Lack of 
evidence

Managing 
multiple 

issues

participants pointed out that the established practice of 
excluding patients with multimorbidity from medical 
trials produces a genuine lack of clinical evidence



Fragmented care and communication

GPs reported difficulties with 
communication and having to interact 
with multiple different specialists for 
one patient, causing ‘pure chaos’ and 
a fragmentation of care: 

They [multimorbid patients] end up going 
everywhere and nobody would actually be 
responsible for anything… everyone would 
just deal with that little bit that they have.

Role uncertainty, 
‘who is in charge?’

Communication 
difficulties

What I have found is accessing 
information or services or knowing what 
resources are available is very complex. It 

is convoluted almost and there are so 
many people involved that you don’t 

know where to start

Lack of 
information



Feeling overwhelmed

For some participants, the impact of uncertainty was 
overwhelming, resulting in an experience of powerlessness 
and confusion which did not allow for a presentation during 

interview, of anything but a patient self.

Although assuming caring responsibility is a 
condition of life, it is stressful watching an old 

parent become ill, frail and dependent and this 
situation is accompanied by constant concern 
and uncertainty about the parent's well-being

Clinicians commented on 
not knowing where to 
start and not having an 
obvious best decision.

Constant 
worry

Sense of self 
threatened

Not knowing 
where to start



Uncertainty of others

Some described a frustrating lack of 
information, with two stating health care 
professionals appeared unsure about their 
condition or appropriate treatment

Due to health problems, the body is 
unpredictable and constantly changing. This 

tends to affect the trust of others in the 
ability of the persons to live autonomously 
and prevents participation in decisions that 

concern themselves.

Noticing 
professional 
uncertainty

Others’ 
uncertainty 

impacts on trust



Continual Change

The illness trajectory for patients with advanced illness 
creates a continuous uncertainty which may predominate or 
be less acutely experienced depending on circumstances. 

Caregivers … consider the fluctuating and often worsening health 
status of older adults with MCC as well as their frequent transitions 
from home to hospital. The sheer multitude of issues to address as 
well as the unending changes in care context create a high level of 

uncertainty for caregivers in setting priorities for care.

change in 
degree of 

uncertainty

Fluctuating 
health and care 

context



Physical:
Appraising and 

managing 
multiple 
illnesses

Practical:
Fragmented 

care and 
communication

Psychological 
and existential: 

Feeling 
overwhelmed

Social:
Uncertainty of 

others

Total 
Uncertainty

Total 
Uncertainty

Unpublished 
data, please 
don’t share 
this slide



Implications

• Total Uncertainty describes multi-
perspective experience in advanced 
multimorbidity

• Crucially, uncertainty is fundamentally 
a shared experience – a mutual 
understanding is possible. 

• We don’t know how this works in 
clinical practice, in particular the 
effect of different responses to 
uncertainty. 



Next steps: Develop better approaches to uncertainty

• Explore what works when dealing with uncertainty, 
aiming to build tools to help address it

• Explore how uncertainty is experienced in practice 
with prospective research

• Investigate multicultural experiences of 
uncertainty

Questions for you:

How well does this model reflect your 
experience?

How do you think we can better address 
uncertainty?



Thank you, any questions?

Questions for you:
- How well does this model reflect your experience?
- How do you think we can better address uncertainty?


