“The Mexican wave always stops with me”
What matters most about the arm —
and do outcome measures capture this?
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Background:
Top stroke research priorities ,yono-ru.

1. To improve cognition after stroke
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2. To help people come to terms with long
term consequences of stroke

3. To help people recover from aphasia

4. Treatments for arm recovery and function

5. To treat visual problems after stroke

Pollock et al. (2012)



Background:
Upper limb clinical trials
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Upper limb clinical trials

» 243 RCTs

= 146 different measures

' = 79 used in only one RCT
* Qused in every RCT
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Inconsistent outcome measurement
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t to share and compare data
t to pool and meta-analyse data
t to draw conclusions about clinical

effectiveness
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Standardising
Measures In
Arm
Rehabilitation
Trials

(SMART) Stroke Outcome Study

#SMARTstrokeoutcome



Research Question

What matters most
about the arm —

and do outcome
measures capture this?




Methods: Identitying ‘what matters’

1) 16 focus groups

using Nominal gja
Group Technique . Aberdeen
(NGT) g
= stroke If;,uLvivors with P
upper lim '
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= health professionals Ealkirk Impurgh

2) 8 interviews with
stroke survivors and
family/friends



“How does your
arm affect your life
after your stroke
and what matters

most to you about

this??”

b

Stroke survivor
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“How does your
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“After their stroke,
what matters most
about your family
member or friend’s
arm that affects your
role as a carer?”
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“How does your
arm affect your life
after your stroke
and what matters

“After their stroke,
what matters most
about your family
member or friend’s
arm that affects your
role as a carer?”
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Stroke survivor Family/ friends

most to you about
this?”

Health professional

“When working with a
stroke patient’s arm, which
outcomes are most

important to you?”
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Participants:
Stroke survivors and carers

Stroke Survivors

Age (years) 60 [55,67]

Sex 17 female

Time since stroke (years) 1.5 [0.6-4.0]
Modified Rankin Score 2 [2,3]

Age (years) 63.5[57.8, 71.5]
Sex 5F 5M

Length of Caring (years) 2.8 0.9, 3.9]




Participants:
Health Professionals

Health Professionals (n=58)
Experience (years) 1/4- 30
Physiotherapists 23
Occupational Therapists 15
Nurses 7
Support workers 5
Consultants 5
Clinical neuropsychologist |1
Orthotist 1
Speech & language 1

therapist
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“How does your
arm affect your life
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“The Mexican wave
always stops with me”




Analysis:
Qualitative Content Analysis mono-ru..
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Statement/ Code Outcome

‘meaning unit’ category

“I find it frustrating not [ 1. ‘Frustration’ |1. Frustration
being able to do
things | could do 2. ‘'Things | could|2. Everyday tasks
before. E.g. putting a |do before’

duvet cover on.”
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Qualitative Content Analysis AMAhO-rUes

sssssssss

Statement/

‘meaning unit’

Code

Qutcome

category

~

| find it frustrating

being able to do
things | could do

before. E.g. ...." )

not

1. ‘Frustration’

2. ‘'Things | could

do before’

1. Frustration

2. Everyday tasks




Results: Top 10 outcomes
NMAhE-rUss

Health Professionals
1. Pain
ADL & usual activity
Coping &self-management
Knowledge & understanding
Patient specific outcomes
Goal attainment
Avoid harm
Expectation
Tone & spasticity
O Arm care, positioning & hygiene
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Results: Top 10 outcomes

MONP-rUes
e
Health Professionals Stroke Survivors & Carers

1. Pain 1. Independence, freedom &

ADL & usual activity autonomy
3. Coping &self-management 2. Difficulty (with routine actions)
4. Knowledge & understanding 3. Evgryday tasks
5. Patient specific outcomes 4. Re!lgnce on others
6. Goal attainment 5. Abllity to work
7 Avoid harm 6. Ability to drive
8. Expectation 7. Change & adjustment
9. Tone & spasticity g II\:/IeaIttln:e
10. Arm care, positioning & hygiene rustration

10. Personal care
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Results: Shared outcomes

NMONO-Uss-

Health Stroke survivors
Professionals family & friends
|= Everyday tasks 3

| = Pain 19
9 Muscle tone & spasticity 5=

0 Arm care & hygiene 40

4 Strength & power 7=

5 Motor function, 34

coordination & stability

20 Fatigue 39
26= Neglect&learned non-use 20=
30= Sensation 29
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Conclusion:
Do we measure what matters? o

 Qutcomes that are
most important to
stakeholders are not
comprehensively
captured by currently
used outcome
measures.
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By standardising
outcome measures...

We will:
Obtain a larger pool of comparable outcomes

 Z

Strengthen the evidence base for interventions

Improve clinical decision making

 Z

Achieve more outcomes that matter
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