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NHS

The Leeds
Teaching Hospitals

Transition: The Leeds approach

* Transition Improvement Model within Leeds Teaching Hospitals
* Established Transition clinic
* Recently developed Young adult service

* Development of “All about me”(AAM) — Health information pack (Joint
project with Rachel Avison Senior clinical Psychologist)
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NHS

The Leeds
Teaching Hospitals

Transition Improvement Model
Leeds Teaching Hospitals NHS Trust

* Transition integral part of HIV services for many years
e Burdett Trust funding - transition nurses (2015)
* Identify stakeholders

* Current state mapping/Benchmarking

* Future state mapping
(You’re welcome quality criteria, Nice guidance 2016)
° Gap analysis and implementation
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Transition model

2010 — current transition model implemented into practice
guestionnaires, in depth discussions, review of services
Monthly MDT Transition clinic

MDT meeting prior to clinic

Clinic time chosen by YP - 3pm — 6pm

Continuity of staff between Transition/YAC

Initially YP can be seen by paeds/adult team together

AAM embedded into clinic — initial transition work commenced by paeds then
adult consultant

Topics important to YP — Seen as whole person - social, emotional, education
Attend from 12 years (support group from 12yrs)

Neurocognitive testing — Clinical psychologist

Parents initially present during consultations then time spent alone with YP
Transfer to adult service — personal choice 5
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Stepping Up Days

Transition days — held every other year
Interactive , fun —icebreakers, games, quiz...
Particular importance for the YP that don’t attend Together4Life support group

Cover a wide variety of topics affecting adolescents including Uni talk, emotional
well being, mindfulness, peer support

Young people talking about personal experiences of transition

Pizza
Cinema % B[B|C 3"“\
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Young Adults Clinic (YAC)

Initially monthly <25’s MDT meeting
Consultations with YP

First YAC clinic - July 2017

Open to all — predominantly VT
Adult dept only open to <25’s
Three times yearly — Uni hols
MDT model

Youth worker

Dedicated social area - Music, food, games, yoga, chat
(option of another waiting area)

YP chose 3pm — 6pm
Average 6 — 8 young people per clinic B
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Young adult clinic feedback

e Evaluation form completed at each clinic
* Young Adults:

* |t's a comfortable atmosphere

 Able to have more support

* | enjoyed meeting people

| know everyone and they are all friendly

* | enjoy playing games and chatting to everyone

*  Makes me feel more comfortable being with my age group 3 v g

* Relaxing and friendly g e - L

*  Fun activities e <

* Professionals

* Slightly chaotic — need to stick to appointment times

* Good for bringing young people together

 Less wary of attending adult clinic

« Some new patients shocked at the thought of socialising EJ

* Nodes of possibility e.g. mentor/advise for each other

*  Plenty of laughter filling clinic leeds children’s

hospital




All about me (AAM)
Original idea

e
il —

Established transition pathway
Develop localised information pack with yp

Used throughout the whole time in the service as well as
within support group

Brief overview of a wide range of topics — tool to enable
further discussions

All using same language and information

P
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Sara

 Was under Paediatric
HIV care since aged 4

e 18 at time of transfer
to Adult HIV Service /’
following planned |
transition

* Due to start Uni

 No concerns about*
cognitive function

e Adult team very

surprised to
discover...

ik

/4

“Sara says she has never heard of CD4 or viral load?” < '
leeds childrens
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Eh?

Eeh by gum. ‘appen wi’ flummoxed!

P
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Team reflections

Is Sara’s story unique?

Wanted to hear info back? Lack of confidence?

Unable to say? Felt uncomfortable to say?

Distracted? Retention of info?

Was it us?

ﬂ Language?

U Too much/ too little info?

Lack of repetition? B

Wrong timing?

Different explanations in team? .
P leeds children's
hospital




What we thought had gone well

Documented information building (ages4-18) |\ .. %

Completed transition plan & ‘Ready, Steady, Go’ "_'_'_'j,'_'.'.'fﬁiﬁ'.’.xéé

.
ot
.
.
)
.
.
.

Attendance at local support group for 5 years
Attended Transition ‘Stepping Up’ Day

Questions

How do our young people best learn?
How do we optimise their learning?

How do we promote information retention?
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Step 1: How do young people learn & retain
information?
What we did...
* Focus group at local support group

* Discussions with young people & families in clinic
* Learning Styles guestionnaire (www.educationplanner.org)

What we found...
* Preference for visual learning "'
* Topics in smaller sections
* |Interactive elements

leeds C.HiLdrem's
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http://www.educationplanner.org/

Step 2: Developing the pack with young people

Young People The team
* Colourful * For all — pre-naming to transfer
* Small units of information « Patient- centred/ flexible
* Own pack not an app approach
 Email-able pages if requested * Evidence-based
* Pack held by clinic team * Guidance document re. current
* Local information & services health info
« Ownership —illustrations by * Learning log within pack to
young people show progression
« Quiz sections * Used alongside ‘RSG’
e Fun facts * Language age appropriate and
reframed e.g. virus not referred
to negatively

Leedsv CnHiLd rem’sw
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Step 3: Next steps

Writing All About Me:
* Long process
* On-going review of content, format H Eat

and layout
* Repeated drafts h\ SIGEP_
i oy Z| Write
Who was involved:
* On-going focus groups with YP and families c) Repeat

* Medical illustration
* Peer review — colleagues locally/ regionally
* LTHT Governance panel approval

What was involved:

* Applying for funding - graphic design & printing
e Time! —developed over a year

* Regular review and updates

AAM launched Jan 2018

P
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All About Me

You now know the name of your virus!

Wl domel You now koow thet your viros b called HIV. As we hawe talked about Sogether this
wanch for Human Immunodeficency Vi and we will go imc detall on the rext peger. For now,
1t Is erportant that you know, you sow 121l the wme smazing pencn| Meving MV dom nct defire
you and you can bee & long, happy and heslthy (e slongide IV,

Mave & lock ot Pencn A and Penon § Selom You will we that Shey sre Both ling with i
Mowever, for Pancn B, HIV i & very seal sert of ther Efe and they have many othee Stings thet
Maice them uricue.

Person A

Wwhat is HIV?

Wi 5
Person &

Safefs & Values




Step 5: Evaluation

All Abpout Me Evaluation - Younpg People
Wi aould really walus ypour Sssdback on the near AN About s pack.

9. Heow wrould wou rads how the pack kooikc? (e.g. Ispoul decign, coiour]
Flemse dede o maorrnines om e s ol Do e 9 amd 5-

=oor] 4 E (Emcaliardi

2. Heow would you rads the comsnt in the pack? jaug. wethen Information, the
;:'hn-rin-u-ilclu-]. Flmmms Cpcdem moress O e SO oy setymen | mnd

{Foor] 1 E (Exo=ll=nt

Z. How would you rads how ucsful you found the peok? Sleane Cipcie & rasTme
o e saoiaks DEioaw DEibwese 1 md 52

Poar] 1 & (Excalant

4_ Whatdo you MEs most about e pages In ile pack T (Sines e als o ose e
Ioemcis oo i mvmlmeiio Soerm I el

The Leoch Tepacheng Foupdish _p_l '.'_._ll-_'.'

All Me Evaluation - Frofessionals
Wie wroulkd really walus gour Ssedback on e new A0 About Bs pack.

1. How weould you rads hoa e pack lookc? fe.g. bepoul, dedgn, coiour]
Flmmma e m murnioes o S somie naicy Desywess o amd 5

Foer] 1 Z k- 4 & (Excesllemh

2. How would you rads the comiet in the paoic? ja.g. wattesn information,
e imeractve cectonc] Feane orole s e On T Somd e oy
e | mmadl 50

{Foor] 1 2, 3 4 & {Exesll=ml

3. How would you rate how ucsdful you found the paok? Feane Cicie e
mamrTizess O e ol o et ] mmd 50

(o] 1 z a 4 £ (Excailanm

4 '‘Wac Hile pook ausedul ool bnsnabiing further comesrsatione?
Foor] 1 2, = 4 EjExc=lizmh

E. Winatdo ywou Mior moct about the pagec Inthic paoe? Femme oo e Dack
o s el oo Soerm.

2. e thars anyihing you would Bes do ohangs' add fo Improes e pack?
Pl e e o Of B, eamiisadiom foerrj.

The Lepdh Teacheng Moapdish _._' '.'_._ll-_'.'




Quantitative feedback — young people

?
How does the pack look: Terrible

M Poor
m Satisfactory
® Good

M Excellent

How you rate the content? How useful you found the pack?




Qualitative feedback — young people

“Unique”

“Very detailed and intriguing”

“I like how there is so much advice and how it gives you your local information”
“When there are pictures and diagrams it helps you understand better”

“I've learnt much more that | didn’t know or understand before”

“I like how questions are given to help you remember”

“The ‘Did you know’ really reassures me”

“It contains a lot of useful information for the future”

“It is very colourful”

“It is very useful as if | want a question answered | can search for it and discuss it”
“It helps with how | am taking my medicine”

“I might change the colours maybe”
“Maybe you could add mini games in the sheets” gl - |
leeds childrens

hospital



Quantitative feedback — professionals

How does the pack look? How do you rate the content?

Was this pack a useful tool in
How useful you found the pack? enabling further conversations?

Terrible
M Poor
m Satisfactory

m Good

M Excellent



Qualitative feedback — professionals

“We now have consolidated info”
“Colleagues can all work together”

“Good terminology in speaking about HIV”
“Bright and attractive”

“YP friendly language”

“Allows basic review in fact finding way”
“Triggers further discussions”

“User friendly — not overwhelming”

“VL and CD4 charts need to be visible together”
“You could give pre appointment to choose topics”
“Use of e-version for updatable online records?”
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Next steps

* Generic version of AAM for national use - approved by CHIVA committee and
CHIVA youth committee

Localised copy found here:
http://flipbooks.leedsth.nhs.uk/LN004093.pdf

Generic copy found here:
https://chiva.org.uk/resources/ https://chiva.org.uk/resources/all-about-me/

* On-going evaluation and updates
* Receptive to all feedback. Please send to: mariadowie@nhs.net

* Filming planned for adolescent HIV transition service
http://www.lchtv.com/transitions-films

LCHTWS

| | B
C I V leeds children's
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With thanks!

* Young people & families - Leeds Children’s Hospital
* Leeds Paediatric and Adult HIV teams
* CHIVA

P
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