Stakeholder involvement in developing
priorities for UK intensive care research
(…insights & lessons learnt!)

What is the James Lind Alliance?
• Non‐profit making initiative, established in 2004
• Now part of NIHR
• It brings patients, carers and clinicians together in research Priority
Setting Partnerships (PSPs)
• These Partnerships identify and prioritise uncertainties, or
‘unanswered questions’, about treatments that they agree are the
most important.
= Well‐established, structured and transparent
research prioritisation process
= Influential for research funders

JLA Priority Setting Partnerships
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Asthma
Urinary incontinence
Vitiligo
Prostate cancer
Schizophrenia
Type 1 diabetes
ENT aspects of balance
Stroke
Eczema
Sight loss and vision
Tinnitus
MS
Pressure ulcers
Parkinson’s Disease
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•

Dialysis (Canada)
Dementia
Hip and Knee replacements
Lyme disease
Pre‐term birth
Hidradenitis suppurativa
Inflammatory Bowel Disease
Acne
Childhood disability
Neuro‐oncology
Anaesthesia & perioperative care
Kidney transplant
Palliative & end of life care
Surgery for shoulder problems
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Challenges of engaging
patients and families
• Identifying our PPI population – scope of project
• Clarity of the task
• Research awareness
• Using these unique insights – answering the “so what…?”
question

Identifying patients & families: Scope
Intensive Care Pathway
ICU
environment

Pre‐hospital /
pre‐ ICU

ICU

Post ICU
(in hospital)

Discharge
(Rehab / Home)

Becoming unwell

Critical illness

Rehabilitation

Recovery

Bereavement

Research Qs
DURING critical illness

Research Qs about life
AFTER critical illness
Patient Experience

Family / Carer Experience

Clinician Experience
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Post ICU
(in hospital)

Discharge
(Rehab / Home)

Becoming unwell

Critical illness

Rehabilitation

Recovery

Bereavement

Research Qs
DURING critical illness

Research Qs about life
AFTER critical illness
Patient Experience

Family / Carer Experience

Clinician Experience

Survey 1
Collation

Survey 2
Ranking

Top 12

Survey to collect ideas
from patients,
families and critical
care professionals

Uncertainties from 1st
survey ranked in order
of importance

The most important
suggestions for research
to improve intensive
care identified

146 UK ICUs (PICs)
484 participants
>1200 suggestions

Clinician
Patient
Family

Clinician

146 UK ICUs
≥ 513 respondents

Patient
Family

Clinician

21 NG participants

Patient
Family

Clarity of the task!
What questions about the treatments for [health problem] would you like to see
answered by research?

“What do we need to find out about treating people in intensive care to
promote survival and improve life during or after intensive care?”
“Need more information on the long term sequelae, especially in those
.”…their
medical co‐morbidities”
history” (F174) (P651)
with significant
”What are the specific consequences or prognoses
.”…why they are sitting in front of you” (P575)
resulting from particular treatment strategies” (P949)
“How
does
the impact
in ICUetc.”
affect(C295)
the relative during the ICU
“…likes
/ interests
e.g.of
TV,someone
type of music
stay and after discharge” (P38)
“…a
person’s
personality
– anxious,
laissez‐faire,
easily
(C516)
“How to
prevent
muscle
wastage…as
this affects
mobility
andupset
causesetc.”
general
weakness in the months after return home” (F152)
“…if they wear glasses, give them back as soon as you can. Otherwise they might
think
they are on
a spaceship
not in their
ICU.”time
(P713)
How to limit the number
of infections
a patient
has during
in
intensive care” (F113)

Generating research topics
Number of suggestions
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The most important
suggestions for
research to improve
intensive care will be
identified
Clinician

Patient

Family

Unknown

Similar suggestions – different insights
“What support makes
the biggest impact
once a patient leaves
the ICU?” (C276)

Expanding support/treatment
after discharge…collaborative
working between follow‐up, ICUs
and GPs…GPs understanding of
critical care…(P738)

“How do we support patients
and relatives after they leave
hospital?” (C712)

Why is there no help when patients lose the
ability to work. Lose their job. Where to get
help claiming benefits…had to endure this
after my 4th discharge from ITU…(P748)

Rating & Ranking Topics
• Majority of topics were prioritised by patients and families, even if
the topics were not originally proposed by this group (34 out of 37
topics had mode score of 10)
• Almost no discriminatory value of rating by patients/families prior
to workshop
BUT
• Assurance that topics relevant to patients and families once
identified
“…don’t know what you don’t know”
• Support for the highest ranked suggestions from all stakeholder
groups in NG

Research Priorities
1.

How can patients who may benefit from intensive care be
identified early and admitted to the ICU at the right time?

2.

How can patients and their families be best supported as they
start living at home again (e.g. health & social care services, ICU
support groups, long term follow‐up)?

3.

What is the best way to identify patients with or at risk of delirium
or agitation – how should the immediate and long term effects of
delirium or agitation be monitored or managed?

HAI
Rehabilitation
Patient comfort

Psychological support
Predicting who will benefit
Knowledge‐Practice

Using pt/relatives experiences
Preventing lung damage
Iatrogenic physical disability

Research Awareness
• Pre‐requisite knowledge depends on the task &
context of involvement
• Lay involvement in development of surveys,
information sheets and wording at all stages
• Prioritised topics broad enough to encompass a
range of questions and associated
methodologies
• Sources of support…

“PPI…so what…?”
I would like to see research into the long term effects of ICU delirium. I don’t
mean months after but years. I’m still suffering after 12 years” (P136)
“Need to understand more about the effects of drugs on patients…by far the
worst experience for me was due to the effects of the sedation and the
hallucinatory experiences on ICU” (P543)
We need to find a kinder way to ventilate patients. Being on a
ventilator is the very worst thing ever” (P546)
“…I found cards and letters…were a great source of courage and strength to me.
Gifts…were highly appreciated by my wife – I don’t mean valuable ones, but
receiving a shepherds pie…was a great help when my wife and children were
spending most of their waking hours at my bedside…Two friends managed the
regular bulletins on my state of health and handled emails on the subject so my
wife was not under further pressure to deal with them and phone calls. I could
give a lot more practical hints! (P536)

Next Steps
• Translation of uncertainties into research questions
• Funding and support for high quality research to address
these prioritised uncertainties
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