ISSUE 6 MARCH 2023

AWARE-IBD
NEWSLETTER

Sheffield Teaching Hospitals INHS

CROHN'S &
COLITISUK
WELCOME RECRUITMENT
This is issue 6 of the AWARE- We have recruited 279
IBD Newsletter. patients to the study!

AR X AN

IN THIS ISSUE

Page 2 - Meet Stefan

Happy birthday to AWARE-IBD!
We started this project funded by The Health
qTE i |
Page 3 and 4- Updates: Upskiling Fogndotlon 2yeadrs qgo today! We hgve
: : achieved SO much, with over 250 patients
toolkit and service changes : :
) involved and lots of service changes
Page5and6 - .I'.qulth Foundation underway including personalised written
Common Ambition Event care plans and new consultant clinics!
Page 7 - Activity and contact details
]

page O



NHS

Sheffield Teaching Hospitals

NHS Foundation Trust

ISSUE 6 MARCH 2023

MEET STEFAN

Hi everyone,

| am the Clinical Trials Assistant for AWARE-IBD in gastroenterology and for
pulmonary hypertension in respiratory medicine. | have been involved in
research since | studied for a bachelor's degree in psychology and a master's
degree in clinical neurology, at The University of Sheffield. Currently, | am
involved in all aspects of the research process. This includes aiding with site
initiation, recruitment, data acquisition and analysis, study close and
dissemination.

For AWARE-IBD my maiin responsibilities have been in recruitment, leading the
‘What Matters to You? response analysis, and trialling personalised written
care plans. An additional focus for me is to now speak to as many people as
possible on our inpatient wards about their experience of IBD and the care
that they receive.

It has been only from your willingness and extensive input of information that
we have now been able to have the discussions needed to make meaningful
changes to our IBD service. It is also through this process that | have had the
absolute pleasure of speaking to such a great number of you that live with
Crohn's and colitis.

Thank you for the tireless interest, insight,
and investment that you bring to our work.

Stefan Roman ﬁ
((@Bn
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UPDATES

RECENT SERVICE CHANGES

Were now 2 years into the AWARE-IBD project and we have tested three
changes to the IBD service. The aim of these changes is to improve access
to the service and provide more patient-centred care.

You said you wanted better access to the IBD service, improved
communication and more patient-centered care. We did this by..

1. A face-to-face clinic led by IBD Nurse Specialists on the Clinicall
Investigations Unit for people who receive infusions as part of their IBD care.

2. A new clinic led by IBD consultants targeting patients who are newly
diagnosed, have changed biologic treatments or require urgent clinical
review for flare symptoms following a call to the helpline.

3. Introducing personalised written care plans to clinic appointments. The
care plan has been designed by people with IBD, and you can view a copy
by clicking here. If you have an upcoming appointment with the IBD
service and would like to try the care plan, please let your clinician know.

“ 2 Aftertrialling these changes, we're now looking at
» 4} datato see if these changes improved your

1 "V experience of the IBD service and your outcomes.

- A
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https://docs.google.com/presentation/d/1wXKL-R0LeWb5Mp3ZN_gOhMF6d1dONZAt/edit?usp=sharing&ouid=107755655445320171363&rtpof=true&sd=true
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Your voice matters! it's really important that we keep collecting data
every 3 months so that we can show whether or not the changes
were making improve the IBD service. We want to make sure that
the service changes reflect what matters to you, so we really
appreciate your continued participation in the AWARE-IBD project.

A= B
Given the positive feedback we received for the ‘é% 4
consultant-led clinic, we are trialling the clinic again —/
this month - but this time for 4 weeks!
4

We are also trialling the care plan on a larger numioer of patients
with upcoming appointments with the IBD team. If you have an
upcoming appointment and would like to use the care plan, please
getin touch by e-mailing: aware-ibd@sheffield.ac.uk

if youwant to have your say in what
changes we make to the service, joinus
on Monday lunchtimes 12:15-13:15 for our
weekly microsystem meeting. Youcan
joinus face-to-face at The Medical School
or you can join online via MS Teams!

£
"
'2Y
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HEALTH FOUNDATION
COMMON AMBITION EVENT

Back in October 2022, the Common Ambition grant holders came

together with the Health Foundation to share all the work weve been
doing for the past 2 years!

BBl COMMON AMBITION - KEY LEARNINGS

THERE 15 NO RIGHT OR WRONG WAY
T0 WORK TOGETHER To BRING ABOUT
IMPROVEMEMT AND CHANGE IN
HEALTH AND CARE.

THE APPROACH THAT EACH
PARTNERSHIP HAS TAKEN SUITS
THEIR MISSION AND LOCAL AREA.

A LARGE AND IMPORTANT PART
OF WHAT THE PARTNERSHIPS DO IS
UNDERSTAND OTHER PEOPLE'S
PERCEPTIONS AND CHALLEMGE...

A L agsum Piong

A

THE PROCESS OF BRINGING ABOUT

—
| AND WORKING IN
CuA lGE PARTNERSHIP IS

tMhess

BUT IT’s 1N THE MESS THAT The

NDN&INE N THIS NF\!’ (‘.ﬁ'N- BE

.”
‘ €R FOR DIFFERENT
. ’“9.'9

PEOPLE.

OUR WORK HAS UNCOVERED
7, CHALLENGES ~
2%

FoR HEN—'TH AND CARE SERVICES
T ALSO SOLUTIONi)

REPRESENTATION
ap‘ A
ALMA”EP‘S
IERLY 3§

THE PERSPECTIVE OF HEALTH
AND CARE PROFESSIONALS IS
EXTREMELY IMPORTANT TOO.

THERE wilL BE UNEXPECTED
OUTCOMES AND BENEFITS,

THESE CAN Be AN IMPORTAMT
PART OF YOUR LEGACY TOO...
SOMETIMES MORE IMPORTANT
|_THAN THE L(EGACY YOU EXPECTED.

TAKING THE TIME —» et

“PEOPLE WHO ARE AFFECTED BY
A SERVICE ARE BEST PLACED TO
HELP DESIGN IT.

SOLUTIONS MEED TO SEE

&

WH@LE
Ferson ]

THE ROLE OF A SUPPORTER/
CARER OFTEN MEANS THAT WoU,

AS AN INDIVIDUAL, NEED PERMISSION
TO SHARE YOUR EXPERIENCE.

THE EVENT WAS AN IMPORTANT
REMINDER TO TAKE THE TIME TO

PAUSE
AND

WE HAVE
ALL ACHIEVED.

ON

The aim of the Common Ambition programme is to build sustainable

change across health care through collaboration between those who
use services and those who deliver them.
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BB COMMON AMBITION -THE MORNING [

PURPOSE OF TODAY
© Connecr ‘\gﬁg/\.

ABOUT T E Ej FOUNDATION

€ are an

INDEPE NDENT CHARITY
committed to brmi ﬁ_lam‘:

BETTER HEA
- HEALTHCARE '

for people tn
K.

ABOUT AWARE-I

Partnership between nationol
and local orae.nisﬁ;ons_

Aimzempower people with
Crohn's and Colitis to
improve their care

BRIGHTON & HovE ComMON AMBITION

1
L

Bring together people
with lived experience
of homelessness to
improve healthcare

ABOUT COMMON AMBITION

COMMON
AMBITION

BLIVEIN

a8

Common
Imbition
Brist=1

Funder:

aware @) o

Evoluater:

sQw

RUBISQi

National
Voices

CHELENGES WE_FACED
Recruitment of people with
lesser heard voices.

Phoning and
Gmwllna was
nat werking

50 were acm‘g
mh hospitals

to tqlk pav.e fopace.

W&

NHS pressures
and systems.

Our Paocsss

-

REVIEW THE SYSTEM

€ DESIGN CHANGE [Q’?. ﬁ’]

O evavate |

EncAGE

Support Portners;

) SO I e

GETTING TO KNOW

EACH OTHER

© CeLerraTe 7 '/

© SHaRe }}’@
-
O Rereect i o2

HOW WE DID IT

O

Whot mokters
“ to you Survey

Now looking at
“national application

WE MAPPED THE PATHWAY FoR
PEOPLE WITH EXPERIENCE OF
HOMELESSNESS

~ ¢’

K%
Trauma informed

approach

lived experience

at the tabl

WHAT HAVE WE LEARNT?

Microsystem
coaching methad

:

T gine

=

?Ihferma{ion was

hard %o gind
© )
VO

We need to

Potients found it
hard to talk to
therr consultants.
<l ?:?
Personalised

written care Things need to

be qccessible.
understand

f 1 additional barriers.

WE co- FRDDUCED T€N GOALS:

Brmg the (71
@ Encourage ol aboration & allyship
o Expose the system CHALLENGES,
() Develop troining & share learning
e Advocate —and
5] Encourage adnpr.m& spraad to okher

of lived experience.
Lived experience
gront and centre

for chmge

People’s existing

What have you liked about
being part of Commen Ambition?

Lemmvng peoples
experiences has
been really

lnhghl‘!nina =

The In:t part

le I!s lmn L) 18 the people.

CONNECTJNG WITH MARGINALISED
COMMUNITES

Think about how
B 1'
@tz
Connect  with
community leaders
Bring pecple to

the room, make

the room accessible [/ AT LY
L ther voice can BT
Jaltl s 1Y

We almost made the

'---- map complicated on

[ purpoul’.uder-m:tmle

people gor ther time.

&

Give them someone
to talk to -someone
to answer their
questions.

I 1 peoples’ pathways are
COMPLICATED.

conditions can be
exascerbated.

@ kEnsure susmnaw ity
derstandi
Rm?:utm and under: anderstanding ?
Creoke & vse Clma-\ Ambition E
resources for citywide engagement.

Recovery (& @

be made it the NHS
kook & more trauma-
ingormed approach.

Big changes could Q

Here are some of the key things we learned from listening to the
other 3 teams that presented at the event

Bl COMMON AMBITION - THE AFTERNOON OF

Que_Ams

ProJECT DeLvery

NU commumtg is

T Increase HIN awareness

L Reduce HIV stigma
Increase HIV testin

} Reduce late diﬁgnﬂdsw

There are

DISPROPORTIONATE
rokes of STIs and HIV in
the Commumibies woe Serve.

Qur keam comes
from the community.

L=y

Liere o bridge betwee
the Communi any

healthcare progessionals.

hnrd to reach.
Jou are just not

Bnassgsuops

Health
Foundation

'R.KE LL

CLINICS &
TESTING

domg the right
things to reach
them,

eafifa

n

RESOURCES

Common k

B

OTHER THINGS WE TRIED

P
=

Sometimes it

BELIEVE IN US: PROJECT TIMELINE

ACCDENT

¥C 1T

@ Connection

2 Communication
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clinic visits by 400 /] piece o work. FUN SYOURSELF<
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3 THEMES: activities. nd th We used | is @ genuinely | something that is

people Communicate.
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SUDOKU ACTIVITIES

If there are any changes to s | T e
your contact details, please Crohn’s & Colitis UK AWARE-IBD webpage
let the study team know by AWARE-IBD Launch Webinar on YouTube
sending an email to IBD UK IBD Standards
aware-ibd@sheffield.ac.uk IBD UK report Crohn’s and Colitis Care in the

UK: The Hidden Cost and a Vision for Change

If you have any questions about the project, Finally, don’t

you can contact : forget to follow us
= on twitter to stay

Elena Sheldon r up to date with the
|

ﬁF}FﬁRE-IEED)PrOjectManager projectin between
Tel: +44 (0114 222 4307 |
Ernail: aware-ibd@sheffield.ac.uk newsletters!
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https://twitter.com/AwareIbd

