Life after Stroke

What do we mean?
&
How can we support it better?

Olive Lennon




Declarations

Funded research projects from the
following:

Health Research Board, Ireland

Research Ireland / Science Foundation
Ireland

EU MSCA Funding
University College Dublin Seed Funding




s |

Conduct a rapid Determine
realist review of prevalence and
long-term support severity of stroke

after stroke cases

Assess the needs Co-design a care Funded by a HRB Applied Partnership Award

of people in pathway with Co-funded Irish Heart Foundation & HSE Stroke Programme
the community key stakeholders



CLASP Research Team

Martin Hally PPI Fiona Bardon Anne Moore RCSI Sarah Murphy RCSI

™M rIi



Martin Hally

Public and Patien
Involvement
Partners

Fiona Bardon



Introducing Martin Ta CLASP partner with lived experience




Stroke and TIA In Ireland 2022
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Disability Cognitive impairment Aphasia:

Total stroke Total TIA 32k (45%) 20k (28%) 25Kk (36%)
(30-34k) (18-32k) (23-27k)
71k 59k Dementia:
(69-72Kk) (38-91K) 13k (19%)

(11-15k)

Note: Each person represents 10k individuals. Uncertainty intervals in brackets



Stroke Survey: 436 responses

Ageing with stroke
and disability

Healthy lifestyle
after stroke

Depression /
cognitive changes
after stroke

Supports available
after discharge

more information for
GPs

Aphasia

supports/aphasia
café

Planning for a new
future, getting to
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andeducationabout
stroke

Assisted housing

Supported self -
management

Pacing and
1_i_nanaging fatigue

Help with
explaining stroke to
young kids

Information needs
for young stroke
survivor
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to her.

Fiona had her stroke when
she was 33 years old.

She has been unable to
return to her job as a
teacher.




What do we mean by Life after Stroke?
Stroke Life After

~ Life Before

Rehabilitation: a\Vdse
of interventions

designed to optimize
functioning and reduce
disability in individuals

with health conditions in
Interaction with their
environment
WHO




Fiona shares some insights into the
everyday life when first home from
hospital




And some challenges in her life after
stroke
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Eulfilment Self actualisation

&
Happiness

Esteem

Love & Belonging

SAFETY

PHYSIOLOGICAL

| am Me

| am Valued

| am Accepted

| am Safe

| am Secure

Do you know your potential?
Are you self-aware / reflective?
Do you accept yourself?

Do you feel respected and valued?
Do you feel like you are achieving something?
Do you have interests and hobbies?

Do you feel loved?
Have you good family relationships?
Do you spend time with friends & social groups?

Are you medically stable?

Are you safe at home?

Have you sufficient income/financial security?
Have you adequate resources?

Are you sleeping?
Have you food, shelter and water?
Clothing?
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What gives me joy in my

i) Self- life?
gu liment actualisation '
Happiness S t

Esteem Would | manage to go
back to work or to other

things in my life?

1)

Love & Belonging Is my family doing ok?
Catch up with friends -
what does it take out of

me?

"®

®

Safety I can manage the
basics for myself

1)

Physiological | am medically stable
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SELF-ACTUALISATION ' FULFILLMENT . MORALITY.
j CREATIVITY

ESTEEM
Do you feel like you are achieving something?
LOVE & SEMSE OF COMMECTION
BELONGING FRIEMDSHIP, FAMILY,
N TS A Y
SAFETY BECURITTY OF BODY, HEALTH
EMPLOYMENT. RESOLIRLES
FROPERTY
FHYSIOLOGICAL AR, WATER. FOOD. SLEEW.

SHELTER, CLOCTHES




SELF-ACTUALISATION

ESTEEM

I AM VALUED
LOVE g
IEL‘JHEHG

SAFETY

-

FULFILLMERNT. MORALITY.
CREATIVITY

SELF-ESTEEM. COMFIDENCE.
STATUS, RESPECT.
FREEDOM

Sleep disruption
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FREED N
LOVE & SEMSE OF COMMECTION
BELONGING FRIEMDSHIP, FAMILY
[ TN A Y
SAFETY SECURITY OF BOOY, HEALTH
EMPLOYMENT RESOURCES
PROPERTY
Late onset of
FHYSIOLOGICAL AR, WATER. FOOD. SLEEW.

SHELTER, €L0THE S spasticity 4years on




Self- Fulfilment

actualisation & o
Creativity

Work, Status,

Esteem Self-esteem,
Building
confidence
Connection,

Love Friendship,

& Belonging Family, Intimacy

Safe swallow, mobility &
washing / dressing , basic
care / falls prevention

SAFETY

PHYSIOLOGICAL Hydration,
nutrition

Acute medical management



Salutogenesis

Comprehensibility

S
Sense of e

Cohereance Manage the effects of stroke
K / Find meaning in life after

stroke.

Manageability

Ability to understand stroke

Meaningfulness
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Actual:what is knodEbut cannot always be seen

« What nourishes
someone to thrive in life

after stroke?

A

Disseminate
findings

/
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7 IPTs

- 52 Papers ‘ Life after Stroke Themes

Supported selt
management

23 papers(1, 2,3,4,6,7,8,9,
10, 11, 13, 16, 19, 20, 21, 22,
23, 25, 26, 31, 54, 57, 58)

Goals, priorities
and need

14 papers (1, 2,5, 7,
13,15,16,17, 21, 24, 25, 54, 58,
59)

Formal/informal
peer support

1 paper (45)

Communication

8 papers (42, 46, 47, 49, 55, 56,
57, 61)

Psychological
adjustment

13 papers (13, 16, 17, 23, 33, 38|
41, 45, 48, 49, 52, 53, 57) |

Livingwell and
healthily

Dyad / family
support system

¥ & &$ 549 33

14 papers (1, 2, 5, 7, 8, 13, 17,
22,24, 33, 38,49, 54,59)

{

Joined up care and continuity 10
papers (1,3,5,6,7,13, 22, 42, 47,49)

| Partnership and Personhood 14

papers (3, 4, 6, 7, 8, 9, 10, 21, 31, 34, 42, 48,
49, 54)

A

Evolving needs led goals and
priorities 11 papers (1,13, 15, 21,23,24,25

| 3852, 58, 59)

Communication and connection
27 papers (1, 6, 7, 9, 10, 11, 22, 23, 26, 32, 37,

4 56, 57,61)

39, 42, 43, 44, 45, 46, 47, 48, 49, 54, 50, 51, 55

4
I

+| Psychosocial &emotional
i dimensions of recovery 25 papers

20 papers (3, 5, 7, 16, 20, 22, 31,
32, 34, 35, 36, 37, 39, 42, 43, 44
46, 47, 50, 51)

Adjustment by trial and error 11
papers (2, 13, 9, 41, 48, 49, 52, 20, 25, 19, 53)

‘ Mechanisms

INTEGRATED CARE

5 studies

SYSTEMIC
COMMUNICATION

27 studies

SKILLED
CONVERSATIONS

11 studies

MEANING MAKING &
ADAPTATION

25 studies

RELATIONAL SKILLS
& CONNECTEDNESS

19 studies

PERSON & FAMILY
CENTRED APPROAC

22 studies

ALLOWING TIME &
COMPASSION

Coss cutting
37 studies



Context

Preparing for

everyday life

&

moving on from

structured
rehabilitation

Getting on with

a meaningfu
life after stro
& coping wit
Its downs

KE
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BUILDING PRGRAMME THEORY

Mechanism Outcome

The poststroke world
IS understandable,
An enabling health that the resources
system required to cope well
are available when
required and that life
has meaning.

Adjusting to a new
A PERSONAL normal and taking

JOURNEY back control.
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EMOTIONAL &
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/ RECOVERY
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A POST STROKE
WORLD THAT IS
UNDERSTANDABLE
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