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Childto adult service transitionis important of Exeter

to manage well

e Young adulthood is a fime of new experiences and development, but also
of risk:
* Onset of new mental health conditions
* Risk taking behaviours and experimentation

* Increasing expectations fo become involved in decision making and self
management

* Multiple simultaneous transitions




Transition ® iy

“A purposeful, planned process that addresses the medical, psychosocial

and educational / vocational needs of adolescents and young adults with

chronic physical and medical conditions as they move from child-centred
fo adult-orientated health care systems”

National Service Framework (NSF) for Children, Young People and
Maternity Services



NICE Guidance

Transition NG43 2016

* Involvement

* Developmentally appropriate &
strengths-based support

* Responsibility of both child and
adult services

* Planning early

» Support before, duringand
after fransition

« ‘Elements of fransition’: planning
meetfing, handover period,
fransition worker

University
of Exeter

ADHD NG8/ updated 2019

* Regular contact & structured
support (specialist?)

* Medication if required

» Shared care protocols with
orimary care “if required”

e Reassessment and
information transfer stressed
in relation to fransition



Why study fransition in ADHD?
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Features of ADHD can Hisftorically seen as d Lack of a national
make the fransition condition of childhood - estimate of those
between services with services configured needing fo fransition To
harder fo manage accordingly adult services

University
of Exeter




Young people with ADHD less likely to make the @ University

fransition, with high rates of medication cessation

from 16 1o 18

BJPS h The British Journal of Psychiatry (2010)
yc 197, 305-312. doi: 10.1192/bjp.bp.109.075135

Process, outcome and experience of transition
from child to adult mental healthcare:
multiperspective study

Swaran P. Singh, Mol Paul, Tamsin Ford, Tami Kramer, Tim Weaver, Susan McLaren,
Kimberly Hovish, Zoebia Islam, Ruth Belling and Sarah White

Singh SP, Paul M, Ford T, et al. Process, outcome and experience of
fransition from child to adult mental healthcare: multiperspective study.
British Journal of Psychiatry. 2010;197(4):305-312.
doi:10.1192/bjp.bp.109.075135

of Exeter

Kaplan Meier plot of probability of remaining on
medication over fime from age of 16
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Newlove-Delgado T, Ford TJ, Hamilton W, Stein K, Ukoumunne OC.
Prescribing of medication for atfention deficit hyperactivity disorder
among young peoplein the Clinical Practice Research Datalink 2005-
2013: analysis of fime to cessatfion. Eur Child Adolesc Psychiatry. 2018
Jan;27(1):29-35. doi: 10.1007/s00787-017-1011-1.



Children and young people with ADHD in fransition from child
to adult services (CATCh-uS)
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Disclosure ® oy
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* Health Services and Delivery Research Programme (HSEDR) (Ref:
HSEDR - 14/21/52)

 This talk presents independent research funded by the National Institute
for Health Research (NIHR). The views expressed are those of the
author(s) and not necessarily those of the NHS, the NIHR or the
Department of Health.
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Research guestions &) of brcier

How many young people
need ongoing support for

their ADHD once too old
for children's services?

-

Surveillance study

How do YP, their families
and the professionals
working with Them
experience the fransition?

-

Qualitative study

How many and which
areas have services for
young adults with ADHD
(what do they offer)?

-

Mapping study




omplex mixed methods design

Actual month

[ 9-month follow-up study ]
12-month surveillance study Data cleaning and analysis ]7

Sample pool for
recruitment
s

Recruitment and interview
clinicians at children's services

Sample pool for
recruitment

Clinicians: Royal Coll
Psychiatrists/pae
W
“ ADHD support groups .
Service users: social media
Service commissioners:
CCGs
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Surveillance stuady

e Clinical diagnosis of ADHD

* Receiving medication freatment

* Requiring contfinuation of drug freatment
* Within 6 months of service age boundary

e First fime reported to the study

Surveillance period (12 months) 2015-2016
Follow-ups (2 months) 2016-2017

University
of Exeter
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Destinations of young people on of ey
leaving child services

60 1
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v 40+
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= 301 m BPSU
oo @ CAPSS
xR 204
104
O -
Specialist Otheradult Primary No Other No data
adult ADHD  mental care  arrangements
service health
service

Service destination

Janssens A, Eke H, Price A, Newlove-Delgado T, Blake S, Ani C, et al. The transition from children’s services
to adult services for young people with affention deficit hyperactivity disorder: the CATCh-uS mixed-
methods study. Health Soc Care Deliv Res 2020:;8(42). https://doi.org/10.3310/hsdr08420




OQutcomes of those referred to
adult mental health services

Accepted Attended 1sf

r‘efer‘r‘C]\S Qppoirﬁ'merﬁ'
64% 227%

University
of Exeter

Optimal
Transition

6%
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Information sharing 85%
YP involvement 81%
Care plan 30%
Hand over period 26%
Planning Meeting 16%
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For those aged 17-19, incident rate (range adjusted for non-response) of transition need was
202-511 per 100 000 people aged 17-19 per year, with successful fransition of 38-96 per 100

000 people aged 1/-19 per year.

In an example CCG with a population of 318,000 and 10,800 17-19 year olds, this would

franslate to 20-60 young people per year

Ohserved Incidence:
Incidence: eligible for transition {all eligible individuals identified in 12 months) par 100000 per year
Incidence: successful transition (referral made, accepted and first appointment attended)
per 100000 per year
Incidence: eligible for transition aged 17-19 (all eligible individuals aged 17-1% identified in 12 months)
per 100000 per year
Incidence: successful transition aged 17-19 (referral made, accepted and first appointment attended)
per 100000 per year
Carrection for non-returned notification cards (no age known):
Returned
NO response
Assurmption 1: observed incidence applies to half (13.2) of non-returned (26.3%) cards because
clinicians are mare likely to respond with cases to report
Assumption 2: observed incidence applies to all non-returned cards, assumes no difference in
incidence between cases that were reported and not reported
Correction for non-returned baseline guestionnaires (no age known):
Returned

Combined coefficients for individuals aged 17-19 only:
Adjusted incidence rate 1=incidence rate < correction for unreturned notification cards
{assumption 1) = correction for unreturmed baseline questionnaires

Adjusted incidence rate 2 = incidence rate = correction for unreturned notification cards
{assumption 2) = correction for unreturned baseline questionnaires

Incidence rate

(315/116 651) = 100000 = 270.0
(55/M6651) x 100000=47 1

(269/116 651) = 100000 = 230.6

(51/116:651) = 100000 = 43.7

73.7%
26.3%
(13.2 + 26.3)/73.7 = coefficient 0.54

1000737 =136

37614 = 61.4%
100/61.4 = coefficient 1.63

Eligible for transition:

2306 = 0.54 = 1.63=202.9
Successful transition:

A37 =054 % 163=38.5
Eligible for transition:

2306, % 136 = 163=511.2
Successful transition:

437 % 136 % 163=96.9

UanCI'Slty Janssens A, Eke H, Price A, Newlove-Delgado T, Blake S, Ani C, et al. The fransition
o Exeter from children’s services to adult services for young people with attention deficit
hyperactivity disorder: the CATCh-uS mixed-methods study. Health Soc Care Deliv Res

2020;8(42). hitps://doi.org/10.3310/hsdr08420




Qualitat

ve STU

9-month follow-up study

Data cleaning and analysis ]7

Sample pool for
recruitment
s

Recruitment and interview
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Clinicians: Royal Ce

Service users: social media
Service commissioners:
CCGs

University
of Exeter

Psychiatrists/paeds(GPs)
W
“ ADHD support groups .

A

Sample frame for

recruitment

uopeynsued dnoad A1osiApe 14adxa SPUBL)s YIIeasal ay) JO SISaYIUAS

|

Write up
report/plan
dissemination

of results (in
collaboration
with Study

Steering.
Committee)

Janssens A, Eke H, Price A, Newlove-Delgado T, Blake S, Ani C, et al. The transition
from children’s services to adult services for young people with atfention deficit

hyperactivity disorder: the CATCh-uS mixed-methods study. Health Soc Care Deliv Res
2020;8(42). https://doi.org/10.3310/hsdrO8420




Recruitment of young people: 3 key
groups

Children’s services Transition Adult services
boundary
17-to 18-year-olds

14-to
16-year-olds
Group 1

First
appointment
Group 2

Re-entered
| Group 3

Dropout

Janssens A, Eke H, Price A, Newlove-Delgado T, Blake S, Ani C, et al. The transition from
University children’s services to adult services for young people with attention deficit hyperactivity
Of Exeter disorder: the CATCh-uS mixed-methods study. Health Soc Care Deliv Res 2020;8(42).
https://doi.org/10.3310/hsdrO8420




Pre-transition (14-16): AD =
Medication=To fit in at school

| have not ADHD will calm
thought about down over the
ADHD when years

growing up.

| have never met
an adult with
ADHD -1 don’t
know what the

future holds

University
of Exeter




Post-fransition: it’'s abigjump

You need to know
what you need and
dare to ask for help.

That’s hard and | didn't

know that was going

to happen.

Change of level of
support is dangerous:
you might get off the
rails

| didn't know what
to expect — that

was ahnoying and

scary

It wasn’'t too bad...

University
of Exeter




_eaving and re-entering services:
Drifting and disengaging
Not always an active choice

The clinician didn't ask me
why | stopped. If | knew
what | know today then |
would never have
stopped...

It's just that | didn't feel that
they were pressuring me
enough to say with them.

After | said | don’t want to be
with them they were like,

‘Alright, fine. We can’t really
force you.

How to re-
enter?

University
of Exeter




The ADHD ftransition process as
perceived by key stakenolders

Pre-transition During transition Post-transition
children services adult services n - — )
Factors influencing transition
I = Education
/ﬂ\ 2 o', S 3 E o Eueato
A g g g HH ﬁ Medication
ﬂ 3 8 c — H & Parent involvement
< 3 <>
- = g‘ HH Preparation
m Accessibility
‘ Remit
, =7 Handover practices

Janssens A, Eke H, Price A, Newlove-Delgado T, Blake S, Ani C, et al. The transition from
University children’s services to adult services for young people with attention deficit hyperactivity
Of Exeter disorder: the CATCh-uS mixed-methods study. Health Soc Care Deliv Res 2020;8(42).
https://doi.org/10.3310/hsdrO8420




Mapping study (2018

Adult ADHD Service Map

Mapping UK mental health services for adults with ADHD : National survey with comparions reporting between three
stakeholder groups This paper has now been published... please click here to read the article

The map below, created as part of the University of Exeter CATCh-uS project, and funded by the NIHR, shows services for
adults with ADHD in the UK. Group A shows dedicated NHS adult services, other adult NHS services (Group B) and private,
voluntary and non-adult NHS services (Group C). Please enlarge this map for a clearer view and to fiiter which group, A, B or C
is displayed.

History of this project

Contact information

— At
Map  Satellite 3COTLAND bgm Enlarge
. ——
Services Key: , e
& g SStAndrews
Group A. NHS Dedicated Services for %‘“’ roh
Adults with ADHD tﬂswwo Q
one—
Q ADHD & ASD Consisim United smm
Q ADHD »‘fom%% Kingziom b i

IREL W
Q Neurodevelopmental Siigo"
< Isle of Man
undalk
oot 99..." ©
2 st @ 0

Group B. NHS Adult Services for adults Dublin
with ADHD (not including dedicated fliretand * O B0
services) ik iy 9 r P
Q 0-25 service waigtord 0 = gﬁamgﬁw o
2 p EQSL 7 ry
Q AsD g* WSQ 00 ngwﬂ <
@ Drug & Alcohol =Q d? on
c

Q Generic AMH - 9“'9"8 J | iﬁ, |

Q Health & Social Care & i T
b S gle B8 | Map data ©2025 GeoBasis-DE/BKG (©2009). Google, Inst. Geogr. Nacional | Terms

Please note that we are unable to answer any general questions relating to services.

Hosted by UKAAN https://www.ukaan.org/adult-adhd-service-map

Price A, Janssens A, Newlove-Delgado T, et al. Mapping UK mental health
University services for adults with attention-deficit/hyperactivity disorder: national
0 Exetel’ survey with comparison of reporting between three stakeholder groups.
BJPsych Open. 2020;6(4):e76. doi:10.1192/bjo.2020.65



https://www.ukaan.org/adult-adhd-service-map

summary

e Few of those who needed ongoing medication for their ADHD
successfully fransferred fo adult services

e Only asmall proportion of those who transferred experienced anything
that approached optimal fransitional care

* \Variable provision of adult ADHD services - mapping process ifself
orovided valuable learning

* Range of experiences, including smooth fransition.
* Importance of investment, service architecture andinformation

® BB




'mpacts and outcomes

The British Joumal of Psychiatry (2020) @ CrossMark
217, 616-622. doi: 10.1192/bjp.2019.131

| BlPsych

Transition between child and adult services for
young people with attention-deficit hyperactivity
disorder (ADHD): findings from a British national
surveillance study

Helen Eke, Tamsin Ford, Tamsin Newlove-Delgado, Anna Price, Susan Young, Comelius Ani, Kapil Sayal,
Richard M. Lynn, Moli Paul and Astrid Janssens

University [ a |

of Exeter Adult ADHD Service Map

Mapping UK mental hoaith services for adults with ADHD. voy
stakeholder groups Thes paper has Now been published . please chck here 1O read the article

Home Meettheleam Aboutus ADHDstories Research messages Qualitstve study  Survedance study | Mapping Study v

Medical School » CATCH-uS » ADHD stocies

, created as part of y of Exeter CATCH-uS project, and funded by the NIHR, shows services for
2uits with ADHD in the UK. Group A shows dedicated NHS adul servces. other adult NHS services (Group B) and private.
-
Research and ADHD stories okt 6nd et NHS srvices (Group C1. less ardurgnthis map for & claaer view s 10 fiter whch grous A, § o C
Gplayed
We have some infomative and inferesting videos about the research and advice about ADHO. 1 view these. click on the te below and press play on Mistory of this project
he video. The research leam woukd ik 10 hank Mike Price for ail s hard work in Creating hese videos. Contact information

Video: The research

Video' Key findings rom our research

Services Key:
Video: What would you have liked to know about ADHD when growing up?

G Group A. NHS Dedicated Services for
Video What things do you think are important for others with ADHD to know?

Adults with ADHD
Video: What s it Iike to be an adult with ADHD? Q ADHO 8 ASD
Video: What is your experience with stigma around medication? 9 ano

Q Neurodevelopmental

Advice about transition from some re-engaged Young Adult ADHD patients
Group B. NHS Adult Services for sdults
with ADHD (not including dedicated
services)

Q 0-25 service

INHS | Ve

England : ::,.:::

Q Heath & Social Care

About us

Search news News

‘You can use the filters to show only news
items that match your nterests NHS to launch cross-sector ADHD taskforce to boost care for

patients in England

Keyword

s 8 28 March 2024
[ | Improvement  Mental health
Topic

NHS England a new attention deficit hyperactivity disorder (ADHD) taskforce
|€'9'eCY topic "l alongside government to improve care for people living with the condition.

ADHD Foundation @ADHDFoundation - 21 Nov L 4
Excellent work by Exeter University and ADHD Patient Services &
Organisations in making ADHD services in the U.K. @Avalanssens
@Anna_M_Price @UniofExeter

Anna Price @Anna_M_Price

1000+ responses to #catchusADHD mapping survey. People
across UK talking about adult # ADHD services in their area
HAVE YOUR SAY: bit.ly/2m7VXDO, share & retweet...

& Chris RW @C_RWright - 20 Nov 2018
Replying to

PenCLAHRC, @Anna_M_Price and 2 others
Find me a better example of genuine public service through research.
Thank you so much.

Poppy Ellis Logan @poppyellisiogan - 19 Nov 2018

Cannot wait to get my hands on this - will it be ok to share with patients (eg
those moving to different areas of UK or thinking of doing s07)

o1 T o &

Anna Price
w ®Anna_M_Price w

Replying to @poppye! gan

Absolutely! info provided to #catchusADHD by 2500+
patients, their families, health workers and
commissioners early in 2018... about adult #ADHD
services in UK...to be shared

#catchusADHD @OfficialNIHR @ADHDFoundation
@ukaan_org @UniofExeter

EXETER NIHR s

The CATCh-uS research study: Children and adolescents with ADHD
in transition between children’s services and adult services

The NIHR-funded CATCh-uS project explored what happens 1o young people needing ongoing
management of their ADHD when they are 100 old for children's services. The aim was to
provide information and insights for services 10 use 1o Improve healthcare for young people with
ADHD and, ultimately, to optimise their heaith and wellbeing

The project included a survellance study 1o examine how many young people with ADHD
require ongoing medication in adult services (as defined by a ciinician); a qualitative study with
young people, parents and clinicians 10 explore their experiences of transition; and 8 mapping
study 10 identily the services available across the country for adults with ADHD

Why is this research important?

Up 10 40% of young people with ADHD continue 10 have symptoms into adulthood that affect
their functioning. Since 2008, NICE guidance has recommended that young people with
ADHD who need continuing treatment after leaving child services should make a smooth
transition into adult services. However, previous reports indicated that transition was often a
disruptive experience, and suggested that many with ongoing ADHD health care needs did
not make the transition 10 adult services at al, missing out on the treatment they needed. This
is important as continued ADHD medication into early adulthood is associated with
substantially reduced levels of suicidal behaviour (Chen et al., 2014), depression (Chang et
al, 2016), substance misuse (Chang et al., 2014) road traffic accidents (Chang et al., 2017),
and violent n etal. 2013)

Our : key points to when services

s hare vansperent and information on the process of
transition and the range of services (and thew remit) commissioned
pecple and ADHO in your area?
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Thank you!

To everyone who fook part, supported and funded this
project: young people, parents, professionals,
collaborators, co-investigators, organisafions such as
UKAAN, the feam at BPSU and last but not least CAPSS
Happy 15T anniversary!
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References and resources @ e

e hitps://www.exeter.ac.uk/research/projects/medicine/catchus/

« Janssens A, Eke H, Price A, Newlove-Delgado T, Blake S, Ani C, et al. The transition from
children’s services to adult services for young people with attention deficit hyperactivity
disorder: the CATCh-uS mixed-methods study. Health Soc Care Deliv Res 2020;8(42).
hitps://doi.org/10.3310/hsdrO8420

» Commissioner briefing: https://arc-
swp.nihr.ac.uk/uploads/attachments/Projects/CATCh-
uS%20summary%20for%20Ocommissioners.pdf

e Eke H, Ford T, Newlove-Delgado T, Price A, Young S, Ani C, ef al. Transition befween
child and adult services for young people with attention-deficit hyperactivity disorder
(ADHD): findings from a British national surveillance study. Br J Psychiatry 2019:1-7.

* Price A, Janssens A, Newlove-Delgado T, et al. Mapping UK mental health services for
adults with affention-deficit/hyperactivity disorder: national survey with comparison of
reporting between three stakeholder groups. BJPsych Open. 2020;6(4):e7/6.
doi:10.1192/bjo.2020.65

* https://www.ukaan.org/adult-adhd-service-map
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