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The day this man got
me a new job ..

What patient centred should mean, confessions of an extremist
https://pubmed.ncbi.nlm.nih.gov/19454528/



https://pubmed.ncbi.nlm.nih.gov/19454528/

People with lived
experience see things that
we don't see ... and hear
things that we don't hear.

Esther Greaney
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Who do we need to bring together ?

People with or People with or

to take action to drive change

VOICE OF INTENT

VOICE OF
DESIGN

People who can

VOICE OF
EXPERIENCE

People with
of the issue,
and ground-level context

ECOSYSTEM
o] Jed, ).\ [c]]

Hu »

People who can

- diverse communities
People who will be a user

of, or affected by the People who can

accessibly

VOICE OF CAPABILITY

People with to People with People with to
problem space (e.g. worksites)

contribute (money, labour)

https://medium.com/@bill.bannear/the-new-zeitgeist-relationships-and-emergence-e8359b934e0



https://medium.com/@bill.bannear/the-new-zeitgeist-relationships-and-emergence-e8359b934e0
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Post-Intensive Care Syndrome

2010 International consensus statement- declaration

2012 Definition: “New onset or worsening of impairment(s) in
physical, cognitive, and/or mental health that arose after the
ICU and persisted beyond hospital discharge”.

High prevalence:

2012 UK study of risk factors showed 55% psychological morbidity
with 47% ‘probable depression’, 44% ‘probable anxiety’, and
27% ‘probable PTSD’

2019-23  Surveys show growth of ICU follow-up clinics but reviews show
evidence is lacking about effective (hnon-pharma) treatments



Post-ICU: 3m follow-up screening n: 3as)

Distressing . Personality
O riCs _ Managing chales
Keeping stairs
21% balance Fatigue / Lack Sleep
39% disturbance
o of energy

Memory/ B
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Hallucinations

Others: Concentration, short temper, weight loss, dizziness/fainting, loss of appetite, feeling disorientated, voice problems,
bladder/bowel incontinence, grief, hair loss, losing smell/taste, swallowing difficulties



Challenge:

Find a way to alleviate these post-critical care
reactions for our ICU follow-up pathway













Coproduction

....1Is @ way of working that involves people who use
health and care services, carers and communities
in equal partnership; and which engages groups of
people at the earliest stages of service design,
development and evaluation.

NHS England: ‘Co-production: an introduction’ April ‘23



“Coproduction really is better, just
try it”

Berwick, D



Lived experience

Professional know-how Scientific evidence



- Develop coproduction team _ Refinement |

- Feedback discussion - Quantitative measurement
- Qualitative analyses

- Focus groups

- Pilot runs

- Treatment protocol






Peer support

“The process of providing empathy, offering advice,
and sharing stories between Intensive Care Unit (ICU)
survivors. It is founded on the principles that both
taking and giving support can be healing, if done with
mutual respect.”

Mikkelsen et al. (2016)



- Focus groups - Develop coproduction team
- Feedback discussion

- Qualitative analyses

- Refinement
- Quantitative measurement

- Pilot runs

- Treatment protocol



Developing the course structure and content

PHASE 1: What happened to you?
* Everyone’s story needs to be heard

PHASE 2: Stabilisation and recalibration
* Tackling specific problems - trauma-informed treatments
e Structured, upbeat, positive, forward-looking

PHASE 3: Projecting forwards- unfinished business
* New challenges
* Continuing peer support




ICU: Post-discharge issues

Distressing
memories .
Keeping
21% balance
35%
Memory/
concentration
problems
Feeling low
32% =
~ 38%

Breathing
11%

Others: Concentration, short temper, weight loss, dizziness/fainting, loss of appetite, feeling disorientated, voice problems,

Personality
Managing change
] stairs y
Fatigue / Lack Sleep
of energy 39% disturbance

34%

68% Difficulty

walking

Numbness /
Pins &
Needles

Anxiety

44%

Ongoing

about )
going out pain 30%
25% 34%

Hallucinations

bladder/bowel incontinence. arief hair loss. losina smell/taste. swallowina difficulties (n: 348)



- Focus groups - Develop coproduction team
- Feedback discussion

- Qualitative analyses

- Refinement
- Quantitative measurement

- Pilot runs

- Treatment protocol






Patient
tutor










Role of the tutor with lived experience:

*Motivational: modelling
successful recovery



Role:

*Wealth of personal stories about
recovery and transformation



Role:

*Creativity



To present
the facts

To manage the

To sort out
process

conflicts

%

To share the
planning

X

To give me
feedback, help
me learn

Deal with

To always be |

the liaison |
there Help me keep on
track
N

Z=



- Focus groups - Develop coproduction team
- Feedback discussion

- Qualitative analyses

- Refinement
- Quantitative measurement

- Pilot runs

- Treatment protocol



Dashboard: at the start Participants above cut-off /

MOBILITY PAIN/DISCOMFORT SELF CARE USUAL ACTIVITY
DISTRESS SELF EFFICACY FATIGUE SLEEP

PTSD DEPRESSION ANXIETY ACTIVATION




Dashboard: at the end...

MOBILITY

DISTRESS

PTSD*

PAIN/DISCOMFORT

SELF EFFICACY*

DEPRESSION*

Participants above cut-off /
*t-test change in raw scores p < 0.05

SELF CARE USUAL ACTIVITY
FATIGUE* SLEEP*

ANXIETY* ACTIVATION*
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Find a way to alleviate post-critical care reactions
for our follow-up pathway

fb/the idealist



Answering the challenge
So far, we have in place:

Accessible treatment

Protocol

Health professional + tutor with lived experience
Mixing major trauma + severe illness works
Indications of benefit- qualitative and quantitative



But more questions......credibility + thinking big

* Does it stand up in controlled * Best training and support for
comparison? volunteer tutors?

* Does this protocol work * Selection criteria and timing?
elsewhere?

e Best duration of contact?

* Best outcome measures? » How to maintain gains?

* Health-economic impact?

e Key components of the

intervention? . , , -
Funding? Dialogue with commissioners



fb/the idealist







Contact:

Dr Nick Ambler

Clinical Psychologist

North Bristol NHS Trust

Southmead Hospital, Bristol BS10 S5SNB

nicholas.ambler@nbt.nhs.uk
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A new co-developed
framework for
successfully engaging
staff in major change

IHI / BMJ Forum - London 2024
Matthew Hill and Henry Cann

The
o Health
Foundation

Q is led by the Health Foundation
and supported by partners across
the UK and Ireland




Why Is engaging staff well in change so important?

The challenges within health and care are severe — they require change at

many different levels

Many improvement and change projects fail — and ‘the most commonly cited reason
IS neglect of the human dimensions of change’ (NHS Institute for Innovation and

Improvement, 2005)

There is growing evidence that effectively engaging staff in change increases

the likelihood of success, especially in health care settings (eg Bevan et al, 2011;
Nilsen et al, 2020; Harrison et al, 2021)

W @ ar
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Q Insight project with Thiscovery

Q has co-developed an approach to this THIS.Institute
understanding, measuring and improving the labs OTF'%ESﬁ'mm
engagement of staff in major change.

304 participants across health and care took part
across 4 research tasks — using the Thiscovery

Defining and measuring

platfo m good staff engagement

in major change

Initial Design

Analysis < --
Design

Analysis

Design
O O O . .
Analysis o 1a8K3 S Q\ We have published a how-to guide and
Design . . .
R a more detailed insight report.

Final analysis -

52



10 principles for engaging staff well in major change

il

Foundations
for change

)

Culture
and context

Processes
and methods

1 Clear rationale

2 Shared ownership

3 Capacity and capabilities

L4 Honesty and transparency

5 Psychological safety

6 Appreciative and compassionate

7 Inclusive and non-hierarchical

8 Structured

@ Clear and consistent
communications

10 Continuous learning

The purpose of the change and its connection
to staff and patient experience are clear.

Staff can shape and influence the change,
including defining the problem.

Staff have protected time and are given the skills
and knowledge they need to engage in change.

Challenges, limitations and risks are acknowledged
and there is no hidden agenda.

Engagement enables staff to share opinions and voice
concerns without fear of judgement or consequences.

Engagement builds on staff achievements
and recognises emotions.

There is a core belief that everyone has a valid point of view, and
something to contribute, and that no one person has all the answers

There is a plan for how and when to involve staff,
which is followed and made widely available.

Engagement includes regular two-way sharing,
including different formats and channels.

Staff are involved in open, ongoing reflection, testing and assessment of
the change, including its outcomes and any unintended consequences.

53



Foundations for change

Key requirements to be established at the outset of a change process

: The purpose of the change and its connection
1 Clear rationale : ;
T ‘ ? to staff and patient experience are clear.
h h Staff can shape and influence the change,
Selizianana s including defining the problem.

Foundations

for change 3 Capacity and capabilities Staff have protected time and are given the skills
and knowledge they need to engage in change.

“Good staff engagement happens when the right foundations are in place — often
the difference between good and bad is less about the methods or
approach...but the context in which the engagement is being done”

Participant — Q Research on Engagement
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Culture and context

The wider environment and culture needed for successful engagement.

L Honesty and transparenc Challenges, limitations and risks are acknowledged
y P y and there is no hidden agenda.
O ) Engagement enables staff to share opinions and voice

5 Psychological safety concerns without fear of judgement or consequences.
N
Culture 6 Appreciative and compassionate Engagemer_‘ut builds on staff achievements

and recognises emotions.

and context

There is a core belief that everyone has a valid point of view, and

7 Inclusive and non-hierarchical . .
I something to contribute, and that no one person has all the answers.

“The credibility of any engagement is dictated by “Major changes ripple through organisations, and
how transparent the person leading the sometimes, we don’t see those changes in the
engagement is able to be” way that people in the situation do”

Participant — Q Research on Engagement Participant — Q Research on Engagement
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Processes and methods

Tools and approaches to carry out your engagement

There is a plan for how and when to involve staff,

8 Structured which is followed and made widely available.
@ Clear and consistent Engagement includes regular two-way sharing,
communications including different formats and channels.
Processes Staff are involved ing reflection, testing and t of
and methods 10 Continuous learning aff are involved in open, ongoing reflection, testing and assessment o

the change, including its outcomes and any unintended consequences.

“Meaningful engagement requires clear information that is accessible to everyone and
shared with enough time for people to digest and understand it”

Participant — Q Research on Engagement

56



Thank you

To download the how-to guide or the
more detailed insight report visit our

website

Supported by

NHS

England

Healthcare
?‘\ Improvement
-»~ Scotland

Health and
HSC Social Care

J
GWELLIANT ..‘ IMPROVEMENT
CYMRU ‘ CYMRU

Mational Quality and

== An Stidrthoireacht um Ardchaighdedin
— agus Sabhailteacht Othar P
Difig an Phrieenboifigigh Clirieil Offica of tha G
—

atient Safety Directorate
Chied Clirical Officer


https://q.health.org.uk/insight/defining-and-measuring-good-staff-engagement-in-major-change/
https://q.health.org.uk/insight/defining-and-measuring-good-staff-engagement-in-major-change/
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Muhammad Hasan Abid, MD, MHQS, EMBA, CPPS, CPXP, IHI Fellow

Melissa Kwiatkowski, MPH, MHA, IHI Fellow



https://unsplash.com/photos/assorted-color-yard-threads-MOO6k3RaiwE?utm_content=creditShareLink&utm_medium=referral&utm_source=unsplash
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Setting the Context

Person Centered Care

“providing care that is respectful of and responsive to
individual patient preferences, needs, and values and

ensuring that (these) values guide all clinical decisions”..
Crossing The Quality Chasm, 2001



Global Health Care Quality Reports

The Nt csdenicsof THE LANCET

h cademies of
SCIENCES + ENGINEERING - MEDICINE
CONSENSUS STUDY REPORT Global Health

Delivering quality
CROSSING -
THE GI_OBAI_ heahh Ser\“CeS High-quality health systems in the Sustainable

A. global imperative Development Goals era: time for a revolution
l]UAI.ITY CHASM for universal health coverage o

Patient-centered care measurement indicators
demonstrate huge variations

*
. WOl
: "
. ‘ -
\ It e
N i o i\ “Providing health services without
N guaranteeing a minimum level of quality is

ineffective, wasteful, and unethical”

'ommission by The Lancet Global Health




Strategies
S

Co-production of Healthcare Services as Core Strategy for
Patient and Family Engagement

Leverage Technological Advancements to Enhance Patient
and Family Engagement

Equity and the Patient and Family Engagement

Leverage Health Policy and Regulatory Frameworks for
Rapid Adaptation of Patient and Family Engagement
Strategies

Abid MH, Abid MM, Shahid R, Al Nofeye J, Ratnani I. Patient and Family Engagement During Challenging Times: What Works and What Does Not?. Cureus. 2021;13(5):e14814. Published 2021

May 3. doi:10.7759/cureus. 14814. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC8171110/
Abid MH, Abid MM, Surani S, Ratnani |. Patient Engagement and Patient Safety: Are We Missing the Patient in the Center?. Cureus 2020;12(2):e7048. doi:10.7759/cureus. 7048.



Social Capital Critical for Macrolevel Change

S RS
Social Capital — s
(11 h

the trust and
reciproci

€C p OC ty Social Capital ls as Important
among as Financial Capitalin Health
- . Care
g] dtIVI d u a-I S an d J \l \ . by Alexandra Norrish, Nikola Biller-Andorno, Padhraig Ryan, and Thomas H.

HEANHGARES! E

toea\llgﬁ?er:/g rgups PATH FORWARD
CO m m O n HOW ONGOING CRISES
p u rp O S e ” é?IENCDI}EFgISNFGUgEE‘;\(IGELLENGE

THOMAS H. LEE, MD

Organizational Culture




Tactics for Building Social Capital

Trust

Establishing formal
Building opportunities statements of

LTI Ll eetdl for interaction responsibility and

RECi p rOCity reciprocity

Shared

va I ues Creating incentives for Establishing shared S Ui SEk

working together rocesses developing a statement
g tos P of shared values

Shared
norms Using powerful stories

about successes — and
failures — in patient care
to motivate staff and

Open ness reaffirm organizational

values.




Z \ Guelph CHC
q> growing healthy together

Whole-System
Change: Barriers, realities

and insights from the
frontlines.

A story from Guelph, Ontario, Canada.



The Issue

\
\\
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senior renters in Guelph hard

'| feel like I'm sitting right on the edge of homelessness'

LETTER: Housing crisis needs

Guelph to get 750 new housingunitsover 3years  addressing as costs hit alarming
with $21.4M in federal funding help rates

Housing costs have 'left a significant portion of our population feeling hopeless and

,\\ Nowhere to go: Housing crisis hits
1!4 .

Kitchener-Waterloo

The funding is proof Ottawa 'Is at the table with municipalities like ours,' mayor says
scared about their ability to secure stable housing

C8C News Posted: jan 12, 2024 12228 PM EST | Last Updated: january 12

'Pitter patter, let's get at 'er': Housing crisis comes to Guelph council
workshop

Hy Graeme McNaughton Guelph Mercury
Wednesday, July 12,2023 & Sminto read




Change at the organization level
]

B Mission, vision,
values




Usual tools

Aim

What is the big
problem we are trying
to address? What are
we trying to achieve?

Identify and
implement
permanent
supportive housing
solutions to end

homelessness for
high acuity
individuals on the
By-Name List by the
end of 2023

“

A lack of permanent
supportive housing units

Limited intensive
supports for high acuity
individuals

System improvements

Action Ideas

What projects/actions can
we undertake that will result in the
improvements we seek?

1 New ct

(Proponent: Kindle)

2 Conversion projects
(Proponents: The Drop In Centre
& Wyndham House)

* Existing programs & ideas
(E.g. Supportive Addiction & Mental
Health Housing)

Acquiring land for PSH
(E.g. Community land trust)

Acquiring funding for PSH
(Capital, operating, support services)

* Yes in my backyard
(YIMBY campaign)
Complex capable team and
models of support
*Existing supports
(E.g. Acute Intervention Program)
PSH needs assessment

(Data sharing)

* Built for Zero
[By-Name List & Coordinated Access)

= Driving reductions
(Action cycles)

m High-Acuity e biid-

Active homeless, by acuity

T

) = &
3‘55\ -f‘rg X @kﬁ *?’Ré -bep nq‘ﬁp '9:3} «"'&Pﬁ@ﬁ’@ HQF? Hxﬁ\ ’HCFP fE:‘bé\ @QGD "F\p "qud.
Linear trendline (Mid- and Low-Acuity)

and Low=Acuity Linear trendline {High-Acuity)



Change at the System Level

Institutional Context
Federal

. Reflexivit
Provincial Y

Municipal

Emotions

Health
. A
Housing . e
2 2

Police

Negotiations

Citizens Innovation
Efforts

Businesses
Co-creation

van Wijk, J., Zietsma, C., Dorado, S., de Bakker, F. G. A., & Marti, I. (2019). Social Innovation: Integrating Micro,
Meso, and Macro Level Insights From Institutional Theory. Business & Society, 58(5), 887-918.
https://doi.org/10.1177/0007650318789104



Calibrating expectations

Define & Research Discover different areas | Focus area identification Development on it Prototype, Testing Solution
Understanding /scopes of intervention indepth research removing error
the problem

The Design Squiggle

ﬁ Shubhangi Choudhary - Follow

3minread - Febi7,2019
https://medium.com/@i.shubhangich/the-
design-squiggle-2e80fb8d27e4




New Tools for complex change
]

1 Advocacy

1 Coalition building
- RELATIONSHIPS




New perspective - Emergence

The new zeitgeist: relationships and :}‘
13

emergence N

€68 Bill Bannear - Follow
VP Sminread - Mar8,2023

"We need to stop trying to
design the solution, and
instead design for the
conditions that enable the
emergence of many
solutions".

Full article:

"Small is all"
Adrienne Maree
Brown


https://medium.com/@bill.bannear/the-new-zeitgeist-relationships-and-emergence-e8359b934e0
https://medium.com/@bill.bannear/the-new-zeitgeist-relationships-and-emergence-e8359b934e0

Relationships as a key indicator of success
]

CITY OF

uelph

e T S

Strategic Advisory Group on Downtown
Guelph

GUELPH
CHAMBER

OF COMMERCI

Community Led-Housing Campaign
#bettercantwait

- | AReview and Gap Analysis of

| Housing, Mental Health &
Substance Use Services for
People Experiencing

Homelessness in Guelph
Final Report

Title Sponsor

Thursday February 8th

7:00am - 10:00am
Delta Guelph Hotel & Conference Centre

State
e C1CY

Prepared by: Collective Results Inc.
August 2023

{ Wellington-Guelph
) Health and Housing

Symposium

@



Co-Design Challenges & Approaches to explore —

Macrosystem
E—

Challenges

- Politics - Break the rules

- Biases - Empowerment

-~ ldeology - Focus on relationships
- Building trust . Focus on learning and
-~ Misaligned mandates improving — not

perfection



Conflicts and Associations
B TS

Dr.Muhammad [l NO COnf“CtS.

Hasan Abid

o Not-for-profit health care
Saudi Arabia.

o1 IHI Fellow, 2020.
1 JQSH Editorial Fellow, 2024.

o Champion, Patients for
Patient Safety US.




Conflicts and Associations
N e

Melissa 7 No conflicts.

Kwiatkowski

o Not-for-profit health care in
Canada.

1 IHI Fellow, 2020.




Creating change together
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