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Abstract

Background: In recent years, the difficulty for young peoplgh mental health issues who
require a transition to adult services has beehligigted by several studies. March 2018

the National Institute of Health and Care Excelie(ldICE) produced detailed guidelines for
the diagnosis and management of Attention Defigppétactivity Disorder (ADHD), updated
from previous versions in 2008 and 2016, whichudeldd general recommendations for
transition to an adult service. Yet, there is lgditesearch on transition specifically for those
with ADHD. This review aims to systematically idépt review and compare guidelines,

specifically focussed on transition for young asiulith ADHD within England.

Methods: Following the general principles for systemaggiewing as published by the
University of York, ten electronic databases wesarshed. Further documents were

identified through searches of grey literature additional sources.

Results: Sixteen documents were included. Results indioaitg limited publically

accessible guidelines in England for transitioyadng people with ADHDNearlyall

identified documents based their recommendationsdasition on the existing NICE
guidelines. Neurodevelopmental conditions such@BIB are often encompassed within one
overarching health policy rather than an individpalicy for each condition.
Conclusions:Guidelines should be available and accessibleg@tiblic in order to inform
those experiencing transition; adjusting the gundsl to local service context could also be
beneficial, and would adhere to the NICE recommgods. Further review could examine
transition guideline policies for mental healthgeneral to help identify and improve current

practice.
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Key Practitioner Message

Transition for young people with ADHD who requirentinued support in adulthood
is a current challenge for young people, their feamiand clinicians.

This systematic review of guidelines on transitionyoung adults with ADHD
focussed on England only, to mirror the remit o€EI NICE Clinical Guideline for
ADHD (NG87) was found to be the only transitiondgline publically available.
Linking the NICE clinical guidance for ADHD (NG87%) those on transition of care
between child and adult services (NG43) would ptewvnore comprehensive
guidelines for clinicians to ensure smooth and essful transition for young people
with ADHD.
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Transition from children’s to adult services: aiesv of guidelines and protocols for young

people with Attention Deficit Hyperactivity Disord@ADHD) in England

Attention Deficit Hyperactivity Disorder (ADHD) isa neurodevelopmental disorder
characterised by impairing levels of inattentivgpéractive and impulsive behaviours (Jick,
Kaye, & Black, 2004), that can impact on acadenslievement, relationships and self-care
(Kendall, Taylor, Perez et al., 2008). It is onetlod® most common neurodevelopmental
disorders managed by child mental health and paedservices (Ford, Hamilton, Meltzer et

al., 2007) with prevalence rates in the United Kioigp (UK) of around 5% in children and

adolescents (Faraone, Asherson, Banaschewski 20ab). Despite this, services and policies

are often not set up to consider ADHD in isolatoat as general mental health.

ADHD has traditionally been viewed as a childhoabrter but analysis showed that 15% of
those with childhood ADHD met the full diagnostiiteria for the disorder at age 25. If those
who partially meet the full criteria, or are coreied to be in partial remission, are included
this figure rises to 65% at 25 years (Faraone, @i@dn, & Mick, 2006). This has led to the
increasing recognition that ADHD is a lifespan ddsr (Tatlow-Golden, Gavin, McNamara
et al., 2017) which raises the issue of transifrom child to adult services. Several studies,
government documents and policy guidelines highligle difficulty for young people who
require a transition between children’s servicesi@lly Child and Adolescent Mental Health
Services (CAMHS) or Paediatrics) and adult servi(@mgh, Paul, Ford et al., 2008).
Transition should support a young person towardsosato a new life stage, extending beyond
the simple transfer of clinical responsibility (Bsford, 2004); a successful transition has been
described as being coordinated, purposeful, plaanddatient centred (Singh & Tuomainen,

2015).
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A report for commissioners highlights the vulneli&piof young people aged 16 to 18, in a
period of physiological, emotional and social chgngho are at higher risk of transition
problems. It is recommended that clinical suppemains consistent and uninterrupted (Joint
Commissioning Panel for Mental Health, 2013), aowhl policies for transition are important

to enable that support.

In order to support young people in transitionha UK, the National Institute of Health and
Care Excellence (NICE) and the CAMHS Review (Halewell, Taylor et al., 2013)
recommend that adequate transition for adolesaghtsstill require mental health services
should include comprehensive planning, focusest rather tharage, and be coordinated by
alead person (NICE, 2016). With recognition of ADHSs a long term condition, and increased
prescription rates for ADHD in childhood, the numbégraduates of ADHD from children’s
services has increased rapidly (Timimi & Radclifg905) which makes optimal transition
particularly important. Potential barriers to artimyal transition include poor communication
and collaboration, different funding structuredaek of understanding across services, and
time and resource constraints, and it is repohatids few as 15% of the ADHD patients that
require continued support and treatment make #msition successfully (Singh & Tuomainen,
2015). Additionally, research has shown that tieeelack of specialist services for ADHD in
adulthood, and a lack of ways to access them (Qpgleil6; Hall et al., 2013; S. Young,

Murphy, & Coghill, 2011).

The association between childhood ADHD and criniiypah adulthood has previously been

highlighted (Fletcher & Wolfe, 2009; Mordre, Grohd{jelsberg et al., 2011) and a study of
ADHD and criminality in Sweden has demonstrated moedication use can reduce criminal
rates (Lichtenstein, Halldner, Zetterqvist et 2012). Therefore it is important to manage the
period of transition to adulthood well, as failute do so can lead to unmet needs,

disengagement from services and poor life outcdi@egh & Tuomainen, 2015).
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Two recent systematic reviews highlight a lackestges and guidelines for young adults with
ADHD. The first, a systematic review of mental hieatare systems, found that neither the
UK’s National Health Service (NHS) nor United Statmental health system provided
sufficient support or access to adult serviceyéamg people (Embrett, Randall, Longo et al.,
2016). The second, an international systematievewaf guidelines for ADHD (Seixas, Weiss,

& Muller, 2012), suggests there is limited datastudies about ADHD and transition.

The review of guidelines by Seixas, Weiss and Mu(2012) discussed ten different
international guidelines and included recommendatitor management of ADHD. Since
publication, two included guidelines have been tgdlaThe NICE guideline for the UK, and
the Canadian Attention Deficit Hyperactivity Diserd Resource Alliance (CADDRA)
(Canadian ADHD Resource Alliance, 2018; NICE, 20&&¥e both updated in 2018. All
included guidelines provide recommendations fonictll diagnosis and management of
ADHD however only two of the included guidelinedereed to any recommendations for
transition from child to adult services; the Btitidssociation of Psychopharmacology (BAP)
(Bolea-Alamanac, Nutt, Adamou et al., 2014) andMW€E guidelines for England (NICE,
2008). The BAP guidelines were the first guidelite®e produced on ADHD in adolescents
and adults with ADHD in transition to adult senacéSeixas et al., 2012), however they
describe considerations and uncertainties in tlagndisis and management of ADHD for
clinicians, and do not explicitly list recommendais for a smooth transition process between
services. The NICE guidelines (NICE, 2008) whichrevpublished after the BAP guidelines,
provided a full review of diagnosis and managenfi@enADHD across the lifespan, and were

significant in developing improved service provisia the UK.

NICE was established in order to improve health sodal care by reducing variation in the
availability and quality of NHS treatments and ¢anmed the organisation has been established

in primary legislation since 2013. All NICE clinicar national guidelines are therefore
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applicable to England only (NICE, 2017). In Mard@18 (previously published in 2008, with
an update in 2016) NICE published an updated dinguideline for the diagnosis and
management of ADHD (originally CG72, now NG87) whiexplicitly lists a short detailed

section with the following recommendations for s@ion to an adult service (section 1.1.4,

1.1.5and 1.1.6 of NG87):

Young person should be reassessed at school leagentp establish need for

transition

* Transition should be complete by age 18

* Plan for smooth transition should be made withitbetd anticipated treatment and
service young person requires

* Formal meeting between child and adult service lshbe considered

» Information should be provided to young person alaowlt service

e Care Programme Approach (CPA) should be used

* The young person and parent/carer should be ingatvelanning

» After transition, young person should be re-asgbasadult service — to include

personal, educational, occupational and socialtfoning

(NICE, 2018)

The guideline NG87 published in 2018 has made ram@és to the content of the transition
recommendations that were listed in the 2008 aid® 20G72) versions. It does however now
refer the reader to guideline NG43, the generalgluies for health and social care transitions

that is not condition specific, published in 20MN8GE, 2016).

Although there has been an increased interesamsition and guidelines for the management
of ADHD, there is a still a scarcity of servicesdam lack of successful transitions (Bolea-

Alamanac et al., 2014; Singh, Paul, Islam et &l09. This current review therefore aims to
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understand what transition guidelines and protoesist for ADHD services in England
specifically, and to potentially identify any gapsservice protocols. NICE guidelines include
local NHS services in their consultation and reviewrent evidence, however it is not
mandatory that health services implement them lipdslCE guidelines have also not had the
evidence base for transition reviewed or the recentdations updated since 2008. Focussing
on England and ADHD transition specifically, we d@ordentify local ADHD service policies,

if these are in line with the NICE guidance, andatwmariations exist. To our knowledge, there

are no existing reviews to date looking specificall ADHD transition guidelines.

Methods

This review followed the general principles for tgysatic reviewing published by the
University of York (CRD, 2009). It consists of twaarts; an overview of existing ADHD
transition guidelines and recommendations in Erdylamd a comparison of these guidelines
against NG87 for the diagnosis and management oHBONICE, 2018). These two
components are brought together with a narrativehggis, which was chosen to summarise

the findings primarily using text due to the quatiite nature of the data (Popay, 2006).

Data sources and search strategy

Four sources of data were used. First, ten bikdiplgic databases were searched from the
earliest date of the database to the present dai0q/R018): EMBASE, MEDLINE,
PsycINFO, Social Policy and Practice, Health Manag& Information Consortium (all
accessed via OvidSP); CINAHL, ERIC (accessed viaSEB); ASSIA (accessed via
ProQuest); NICE Evidence Search and TRIP datalbes®l (searching only). Databases were
searched using three groups of terms or synonyomsl{imed by the Boolean “AND” operator)

to describe ‘Attention Deficit Hyperactivity Disaed, ‘Transition’, and ‘Guideline or



A REVIEW OF GUIDELINES FOR YOUNG PEOPLE WITH ADHONITRANSITION 9

Protocol’, identified from the title, abstract, kewords or medical subject heading (MeSH)
terms. An illustration of the search strategy useMBASE can be found in additional files

as Appendix 1. The search terms were adapted doricdtual databases as required.

Secondly, an online search was completed usingséfaech engine Google for protocols,
guidelines or documents regarding ADHD and tramsitvithin NHS sites (using the syntax
‘site:nhs.uk’). The first ten pages of results weoeeened (approximately 200 results) and

relevant documents identified and exported.

Thirdly, corresponding websites of professional amd@ritable organisations in the field
(Appendix 2 in additional files) were searched footocols, guidelines, policy documents or

patient leaflets providing transition recommendagidor patients with ADHD.

Finally, backwards citation chasing (one generatwas completed using references from all

included documents in the review.

Inclusion/ exclusion criteria

Table 1 summarises the inclusion and exclusiorriaitised for the review. These were chosen
to identify guidelines specific to the condition AD, specific to transition, and also to reflect

the application of the NICE guidelines being sgedid England only.

>>|nsert Table 1<<

Sudy selection

Records identified through the bibliographic datssawere exported into Endnote X8
reference management software, and duplicate papers identified and excluded. The
abstracts and titles of all identified records wsreeened for relevance by one reviewer (HE)
using the specified inclusion and exclusion crieffwenty-five percent of records were

independently screened by a second reviewer (BLT&)dDiscrepancies were discussed and
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resolved. Full text copies were obtained for tHeded studies and screened against the same

inclusion and exclusion criteria.

Documents obtained via the online search and eitatihasing were saved and uploaded in the

same Endnote file; these were screened and revitaleding the same procedure.

Data extraction and synthesis

For the first part of the review, the relevant datem each included document was extracted
and summarised descriptively. For the second gaheoreview, the key points for transition
specified in sections 1.1.4, 1.1.5 and 1.1.6 of R@®8re used as a framework to organise the
data and allowed extracted data from all documernte compared and contrasted to the NICE
guidance. The relevant data was extracted in tpreadsheet specifically created for this

review and then discussed in a narrative manner.

Results

Search and screen of results

The PRISMA diagram (Moher, Tetzlaff, Altman et 2009) in Figure 1 illustrates the sources

from which references were identified, screenedsaected.

>>|nsert Figure 1<<

The electronic search and title and abstract sasééme TRIP database (n=326) identified 13
records for inclusion in the full text screen. Wherecked against the search results of the
other 9 databases, the 13 records were identifiedliplicates. Therefore the numbers in the

PRISMA diagram reflect the results in 9 databasetuding the TRIP results.

At full text screen stage, records were excludedtfe following reasons;
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Not specific to: England, ADHD, Transition (n=210)
* Book chapter or review (n=3)

» Conference abstract or presentation (n=18)

e Clinical trial (n=1)

» Dissertation (n=1)

* Newsletter article (n=7)

Three were also identified as duplicates and exduat this stage, and one was excluded for
being a case study example of patients in tramsitibich did not include recommendations

for transition. Full text was unobtainable for sScdments.

Description of included studies

Sixteen documents were included for review; 7 peeiewed papers, 3 NICE guidelines, 4
local NHS Service guidelines, and 2 professionghoisation guidance document. One peer
reviewed paper (Hall, Newell, Taylor et al., 20-d9es not present recommendations for
transition, however reports on a survey of ADHDvarss in Mental Health Trusts in England
that identified data in line with NICE guidance;r fexample, transition protocols and

information sharing. It was therefore included.

All documents were published between 2009 and 2848,all provide guidance for ADHD
transition in England in varying detail. Table 2rsuarises the content of each of the included

documents.

>>|nsert Table 2<<

The documents published by NICE are the full cahguideline for diagnosis and management
of ADHD NG87, the previous NICE clinical guidelit®G72 and an overview of the ADHD

NICE pathway, which summarises NG87 (NICE, 2008,72@018). Ten documents (excludes
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Pennine Care, South West Yorkshire and Berkshiadthigare NHS documents, and the paper
by Fogler et.al) refer to the NICE guidelines arddany guidance for ADHD transition on
the recommendations in NG87; mostly quoting the ENftiidance verbatim. Four documents
were identified through the online google searbbse were documents by Stockport CAMHS
(2015), Wirral NHS (Fellick, 2014), Berkshire NH®ahir & Sims, 2014), and South West
Yorkshire NHS (2018). All records identified viaeetronic databases reference the NICE
guidelines. Two documents were identified via timine search of professional and charity
organisations; the Royal College of Psychiatrigtigdance on transition in ADHD (Boilson,

Forbes, Quilter et al., 2013) and an expert pghager from Asherson, et al (2017).
Compare/contrast of guidelines

As NG87 was one of the 16 documents identifiedhis teview, the main points of the

recommended transition process were identified #red remaining 15 documents were
compared against them. An example of the spreatisbed can be found in additional files as
Appendix 3. Any recommendations for transition tivate additional to or outside of the NICE
guidelines were clearly highlighted using this me& Table 3 provides an overview of the

comparison.

>>|nsert Table 3<<

Age/reason for transition: NICE guidelines recomthéhat transition should occur if the

young person continues to have significant symptohdSDHD, and this should be assessed
when approaching the service age boundary. Temefdbcuments stated the reason for
transition should be significant symptoms of ADHfatrequire ongoing treatment or support.
Four documents did not specify a reason for trammsitwhile one specified continuation of

medication. An age for transition is not specified by NICH It is suggested to be complete

by age 18. Nine documents also specified complétargsition by age 18, while six documents
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did not specify an age. Six documents specifiedsessment at school leaving age to address
transition need, three stated age 17 or 18, fidendi specify, and one recommended starting

at age 13/14.

Planning: NICE guidelines recommend planning thedition with staff from both the child

and adult services, via a joint meeting and the®aogramme Approach (CPA), and involving
parent/carers and the young person. Seven docurdehtsot specify details on planning,
whilst the other eight agreed that planning in aeafrom services at both ends of the
transition should occur. Nine documents did notgpeataff involved, while Stockport ADHD

team (2015) specified an ADHD nurse should cootdirthe transition, and Young et. al.
(2016) recommend a lead clinician coordinates thasition once the referral to an adult

service has been accepted.

Echoing the NICE guidelines, six of the documeniggest using CPA in planning for
transition; two highlighted the need for the tréiosi process and planning to be
developmentally appropriate, although the latters went explicitly defined. Only two
documents suggest a timescale for the preparafigheoyoung person for transition, one
suggesting a minimum of a six months (S. Yound.e2@11), and one suggesting commencing

three months prior to the eighteenth birthday (T&sims, 2014).

Ten documents specified that the parent and yoergpp should be included in the planning,
while one also recommended that healthcare teamddsihbe mindful of comorbidities and
parental ADHD, something not considered by NICE.other recommendation was for
commissioners to take local resources into accadn@n designing and planning transition
services. This is not mentioned by NICE under ttaors however it is added as an addendum

in NG87 that it is the responsibility of commisstos to implement the guidelines.
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Information: NICE guidelines recommend that information shatefween services should
include details about treatment and services reduiwhile information should also be
provided to the young person about transition addltaservices. Half of the documents
recommended providing information to the young peydut only three documents specified
information sharing between services. One docurhstetd the information that should be
shared between services, including clinical evidencurrent intervention, degree of
engagement, and context of the young person. Focerdents recommend shared care and
information sharing with the General Practition&P(, something that was not specified by

NICE.

Protocols to guide transition are not specifie@ asquirement in NG87 but were highlighted
by two documents in this review. It is suggesteat tirotocols should be developed locally,
and created jointly between services, taking imt¢oount available resources, and enabling
support for those who disengage with services gadransition, those who are not accepted
by adult services, and those who present in adodtiior the first time. The general health and

social care transition guidelines (NG43) describe process as a care plan (NICE, 2016).

Young et. al. (2011) recommend continued profesdidavelopment for clinicians to stay up
to date with ADHD as a condition and the serviceailable to support it, which is not

mentioned in the NICE guidance.

Post transition: NICE recommend a comprehensivesassent is undertaken once the young
person reaches the adult service, which is echoddlf of the identified documents. Two

documents suggest psychological therapies shouldcdmsidered by adult services, a
recommendation not specified by NICE. One docunad¢sd specifies that the adult service
should acknowledge the referral, and the youngopesbould not be discharged from the child

service until they have attended the adult service.
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Discussion

This review has systematically searched for exgsginidelines or protocols, or reviews of
guidelines, in England specifically outlining theeferred process to transition a young person
with ADHD between child and adult services. NICEdglines have highlighted the need for
transitional services for ADHD, but most healthrewrities have yet to establish clear protocols
for transition (Bolea-Alamanac et al., 2014). Tresiew was limited to transition guidelines
specifically for ADHD transition in England, exclumgy any generic transition policies for
general mental health. The searches were all coedoaline; due to the variability in websites
it is possible that services may have such docwnént they are not available or published
online for public use. Direct contact with NHS sees would be required to establish exactly

what procedure, guidelines or protocols clinicians using locally.

Results indicate that literature in this area ig/\&rongly based on the NICE guidance for the
management of ADHD NG87 (first published 2008, apdated 2016 and 2018) with a small
number of authors expanding it. The systematicerevby Seixas et.al. (2012) identified
thirteen guidelines, from ten different medicalasations, however only two were relevant to
England and ADHD transition; NICE CG72, and the ADHuidelines from the British
Association of Pharmacology (BAP) (Bolea-Alamanacake, 2014). The BAP paper was

excluded from this review as it did not outline ksiprecommendations for transition.

There were a number of points from the NICE guiéatiat were echoed in the majority of
the reviewed documents; these included the reasdage for transition, information sharing,
patient and family involvement, and prior plannidgiditional recommendations highlighted
in some of the included documents but not mentionédiG87 (or CG72 previously) include
that transition should be developmentally apprderi@onsider comorbidities and parental

ADHD, the use of psychological therapies and camth professional development of
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clinicians. Two documents provide recommendatitras &re completely unique from NICE
which include improving the education of healthcamofessionals, increasing public
awareness of ADHD, emphasis of trust and respéatdasm patient and doctor, and supporting
patient independence (Asherson, Bilbow, Carr-Fapeinal., 2017; Fogler, Burke, Lynch et

al., 2017).

The reviewed documents suggest transition shoulcbbgleted by age 18, but consensus is
growing that transition at 18 is not in the begtiiast of the young person (Dunn, 2017). Further
research has also emphasised the need to staitibarplanning early (Suris & Akre, 2015)
to provide young people time to progress throughdition once they feel ready (Dunn, 2017).
Patients and carers also often do not anticip&eltnge and therefore commencing planning

from the early teens can prevent transition fail{@gghill, 2016).

Others have argued that transition planning shouddrporate a developmental perspective
(Singh, Anderson, Liabo et al., 2016) which maypheticularly important for young people

with ADHD, who by definition have poor executivenfttioning and self-management (Fogler
et al., 2017); the recommendations from the expelity paper (Asherson et al., 2017) also
emphasise that the transition should be plannel@aslopmentally appropriate for the patient
which is not mentioned by NICE. The transition tceault service also often occurs at a critical
time when they are also encountering changes iocatdm, employment and independence
from parents (Tatlow-Golden et al., 2017). Boilsginal. (2013) suggests that information
regarding the patient’'s employment, social circiamsés and quality of life is important to

support effective transition, which is highlightedthe general NICE guidance (NG43), but

overlooked in the more specific recommendationsAIDHD (NG87).

Information is key for transition; Hall et.al. (2B highlight the lack of local transition

protocols and inadequate information sharing betmaeld and adult services. Others have
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also underlined information sharing as a barridraasition with clinicians citing insufficient
information, poor communication and a lack of uistiEmding between services (Dunn, 2017).
Both papers by Young et.al. (2011 and 2016) recomahtbat clear transition protocols
between services are best developed locally, wbithne timelines and responsibilities for
transition, and describe pathways for those nog¢pted by adult mental health services, those
who do not transition and those that re-enter sesvas an adult with ADHD (Susan Young,
Adamou, Asherson et al., 2016). Coghill (2016) alstommends that local detailed clinical
pathways be developed. None of the other includedimhents refer to how to support young
people who do not transition; particularly impottamhen only 15% of cases make the
transition (Singh & Tuomainen, 2015). One of theoramendations by Asherson et al (2017)
is to develop protocols for those patients thattdoeet the criteria for adult services but still
require ongoing support. Research suggests that ihé@uge variation in local practice and a
lack of clear policies for transition (Muiioz-Solong®, Townley, & Williams, 2010). As many
fail to transition, the lack of information or paapls is surprising; following the guidance in
NG87, providing information and comprehensive eptnning may support more patients to

transition successfully.

Despite the highlighted need for clear transitioot@cols and responsibilities to be developed
locally (Young et.al. 2016,) and systematic methotisearching, only four relevant NHS
documents were found. It may be that ADHD is encasspd within general mental health
policies and there are few local protocols speglifycfor ADHD transition; it was indicated by
Hall et.al (2015) that services had care pathwayshe majority were not specific to ADHD.
Or perhaps it is a reflection on the availabilitydaaccessibility of the policies, despite the
recommendation from NICE is that full informatieprovided to the young person. Protocols
or policies for transition should be readily avhita to guide young people and their

parents/carers through the transition processhdmiodern digital generation, young people
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would primarily use electronic media to gain infaton (Ford, Mitrofan, & Wolpert, 2013)

and it is significant that this review was unalnedentify more than four documents online.

The results of the survey by Hall et.al (2015) atsophasised a lack of staff training and
knowledge in ADHD as a barrier to successful ttamsi Atkinson and Hollis (2009)
emphasise the challenges that NICE guidelines préseclinicians or those organising and
planning services, and suggest that increasing etsrdf young people requiring a transition
to adult services will have implications for traigi and service delivery. Indeed the expert
policy document identified by this review (Ashersaral., 2017) recommended improving the
ADHD education, knowledge and experience of heatia@rofessionals. Furthermore, other
studies have emphasised the lack of expertisa@jigaand capacity of clinicians as a barrier to
continuing care through transition (Montano & YouB§12). A study of college and university
health centres in the UK highlighted that 87% aficlans had not attended any recent training
for ADHD and many providing an adult service lackexsources to facilitate transition
(Baverstock & Finlay, 2003). Efforts should be mé&mleducate and inform professionals about
ADHD (Susan Young et al., 2016) and there is aratead to upskill clinicians to practically
manage ADHD and treatment (Coghill, 2015). Withtratning, capacity and knowledge of
ADHD and services, it could be argued that climsiare lacking the ability to implement the

guidelines appropriately to support patients witbHD through transition.

NICE states that professionals are expected todkhieal guidelines fully into account, but
that the recommendations are not mandatory, wbitengissioners and service providers have
a responsibility to enable the implementation efghideline (NICE, 2008). This is conflicting,
and presents a challenge for clinicians and loealises to ensure that adequate ADHD

services are provided, particularly for patientgramsition.
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Conclusion

This systematic review aimed to identify and ddszguidelines and protocols for transition
from child to adult services for patients with ADHB England. The review identified 16
documents that were mostly based around the NIG&elpes for ADHD diagnosis and
management (NG87). Few independent guidelines ¥eened although some documents
provided additional or more detailed recommendatiorthe NICE guidelines, and many were
peer reviewed papers which discussed the recomriensanade by NICE. While this review
used reliable systematic methods of searchingfaiwived the recommended steps for data

screening and extraction, it is limited by speailiig focussing on transition and England only.

The nature of health services and the changingsneédervice users means that service
changes occur, and guidelines are also amendegdatad to meet the required need.
However, the NICE guidelines for management of ADHlated and published in March
2018 (NG87) do not provide any new or updated renendations for transition from the 2008
version aside from referring the reader to the garn¢lCE guidelines on transition in health
and social care services (NG43). These provide roomgprehensive recommendations for
transition generally, however these are not comalisipecific. It would be beneficial for NG87

to incorporate these recommendations and devetop th be specific for ADHD.



A REVIEW OF GUIDELINES FOR YOUNG PEOPLE WITH ADHONITRANSITION 20

Acknowledgements

Sudy funding

This work forms a part of a larger study which feesi on what happens to young people with
ADHD when they are too old to stay in children’svsees; The ‘Children and Adolescents
with ADHD in Transition between Children’s servicasd Adult services’ project (Ford et al.,
2015). This project was funded by the Nationalitot for Health Research — Health Services

and Delivery Research programme (project ref: 1521

Conflicts of interest

The authors have declared that they have no congpetipotential conflicts of interest.



A REVIEW OF GUIDELINES FOR YOUNG PEOPLE WITH ADHONITRANSITION 21

References

AADD-UK (2017) Clinical Guideline (CG72) ADHD: diagnosis & managsnUpdate.

Available from:https://aadduk.org/2017/09/08/clinical-guidelin@2@dhd-diagnosis-management-
update[Accessed 18/09/17].

Asherson, P., Bilbow, A., Carr-Fanning, K., Destrebecq, F., Dom, G., Galderisi, S., . . . Zorbas, S. (2017).
Bridging the gap: Optimising transition from child to adult mental healthcare. . Retrieved
from

Baverstock, A. C., & Finlay, F. (2003). Who manages the care of students with Attention Deficit
Hyperactivity Disorder (ADHD) in higer education? Child Care Health and Development,
29(3), 163-166.

Beresford, B. (2004). On the road to nowhere? Young disabled people and transition. Child Care
Health Dev, 30(6), 581-587. d0i:10.1111/j.1365-2214.2004.00469.x

Boilson, M., Forbes, F., Quilter, M., & Sutherland, C. (2013). Royal College of Psychiatrists. Attention
Deficit Hyperactivity Disorder (ADHD) Guidance for Transition from Child & Adolescent
Services to Adult Services.

Bolea-Alamanac, B., Nutt, D. J., Adamou, M., Asherson, P., Bazire, S., Coghill, D., ... Young, S. J.
(2014). Evidence-based guidelines for the pharmacological management of attention deficit
hyperactivity disorder: update on recommendations from the British Association for
Psychopharmacology. J Psychopharmacology, 28(3), 179-203.
doi:10.1177/0269881113519509

Canadian ADHD Resource Alliance. (2018). Canadian ADHD Practice Guidelines. Toronto ON:
CADDRA.

Coghill, D. (2015). Services for adults with ADHD: work in progress: Commentary on . . . Specialist
adult ADHD clinics in East Anglia. BJPsych Bulletin, 39(3), 140-143.
do0i:10.1192/pb.bp.114.048850

Coghill, D. (2016). Organisation of services for managing ADHD. Epidemiology and Psychiatric
Sciences, 1-6.

CRD. (2009). Systematic Reviews: Centre for Reviews and Dissemination's guidance for undertaking
reviews in healthcare. Retrieved from
https://www.york.ac.uk/media/crd/Systematic_Reviews.pdf

Dunn, V. (2017). Young people, mental health practitioners and researchers co-produce a Transition
Preparation Programme to improve outcomes and experience for young people leaving
Child and Adolescent Mental Health Services (CAMHS). BMC Health Serv Res, 17(1), 293.
doi:10.1186/s12913-017-2221-4

Embrett, M. G., Randall, G. E., Longo, C. J., Nguyen, T., & Mulvale, G. (2016). Effectiveness of Health
System Services and Programs for Youth to Adult Transitions in Mental Health Care: A
Systematic Review of Academic Literature. Adm Policy Ment Health, 43(2), 259-269.
doi:10.1007/s10488-015-0638-9

Faraone, Asherson, P., Banaschewski, T., Biederman, J., Buitelaar, J. K., Ramos-Quiroga, J. A,, . ..
Franke, B. (2015). ADHD. Nature Reviews Disease Primers, 1, 15027.
doi:10.1038/nrdp.2015.27

Faraone, Biederman, J., & Mick, E. (2006). The age-dependent decline of attention deficit
hyperactivity disorder: a meta-analysis of follow-up studies. Psychol Med, 36(2), 159-165.
do0i:10.1017/5003329170500471X

Fellick, J. (2014). Attention Deficit Hyperactivity Disorder (ADHD) Guideline for the treatment and
care of children and young people with ADHD. Wirral University Teaching Hospital NHS
Foundation Trust.

Fletcher, J., & Wolfe, B. (2009). Long-term Consequences of Childhood ADHD on Criminal Activities.
Journal of Mental Health Policy and Economics, 12(3), 119-138.




A REVIEW OF GUIDELINES FOR YOUNG PEOPLE WITH ADHONITRANSITION 22

Fogler, J. M., Burke, D., Lynch, J., Barbaresi, W. J., & Chan, E. (2017). Topical Review: Transitional
Services for Teens and Young Adults With Attention-Deficit Hyperactivity Disorder: A Process
Map and Proposed Model to Overcoming Barriers to Care. J Pediatr Psychol, 42(10), 1108-
1113. doi:10.1093/jpepsy/jsx102

Ford, Hamilton, H., Meltzer, H., & Goodman, R. (2007). Child Mental Health is Everybody's Business:
The Prevalence of Contact with Public Sector Services by Type of Disorder Among British
School Children in a Three-Year Period. Child and Adolescent Mental Health, 12(1), 13-20.
doi:10.1111/j.1475-3588.2006.00414 .x

Ford, Mitrofan, O., & Wolpert, M. (2013). Life course: children and young people's mental health.
Retrieved from
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/413196/C
MO web doc.pdf

Hall, C. L., Newell, K., Taylor, J., Sayal, K., & Hollis, C. (2015). Services for young people with attention
deficit/hyperactivity disorder transitioning from child to adult mental health services: a
national survey of mental health trusts in England. J Psychopharmacology, 29(1), 39-42.
doi:10.1177/0269881114550353

Hall, C. L., Newell, K., Taylor, J., Sayal, K., Swift, K. D., & Hollis, C. (2013). 'Mind the gap'--mapping
services for young people with ADHD transitioning from child to adult mental health
services. BMC Psychiatry, 13, 186. do0i:10.1186/1471-244X-13-186

Jick, H., Kaye, J., & Black, C. (2004). Incidence and prevalence of drug-treated attention deficit
disorder among boys in the UK. British Journal of General Practice, 54, 345-347.

Joint Commissioning Panel for Mental Health. (2013). Guidance for commissioners of mental health
services for young people making the transition from child and adolescent to adult services.
Retrieved from http://www.jcpmh.info/good-services/young-people-in-transition/

Kendall, T., Taylor, E., Perez, A., & Taylor, C. (2008). Diagnosis and management of attention-
deficit/hyperactivity disorder in children, young people, and adults: summary of NICE
guidance. BMJ, 337. d0i:10.1136/bmj.a1239

Lichtenstein, P., Halldner, L., Zetterqvist, J., Sjolander, A., Serlachius, E., Fazel, S., . . . Larsson, H.
(2012). Medication for attention deficit-hyperactivity disorder and criminality. N Engl J Med,
367(21), 2006-2014. doi:10.1056/NEJM0a1203241

Moher, D. L., A,, Tetzlaff, J., Altman, D. G., & Group, T. P. (2009). Preferred Reporting Items for
Systematic Reviews and Meta-Analyses: The PRISMA Statement. doi:10.1371/

Montano, C. B., & Young, J. (2012). Discontinuity in the transition from pediatric to adult health care
for patients with attention-deficit/hyperactivity disorder. Postgrad Med, 124(5), 23-32.
doi:10.3810/pgm.2012.09.2591

Mordre, M., Groholt, B., Kjelsberg, E., Sandstad, B., & Myhre, A. (2011). The impact of ADHD and
conduct disorder in childhood on adult delinquency: A 30 years follow-up study using official
crime records. MBMC Psychiatry, 11, 57.

Mufioz-Solomando, A., Townley, M., & Williams, R. (2010). Improving transitions for young people
who move from child and adolescent mental health services to mental health services for
adults: lessons from research and young people's and practitioners' experiences. Current
Opinion in Psychiatry, 23(4), 311-317. d0i:10.1097/YC0.0b013e32833a51e2

NICE. (2008). Attention Deficit Hyperactivity Disorder: Diagnosis and management of ADHD in
children, young people and adults (CG72). Retrieved from Available at
http://publications.nice.org.uk/attention-deficit-hyperactivity-disorder-cg72 [Last accessed
07/04/17]:

NICE. (2016). Transition from children's to adults' services for young people using health or social
care services.

NICE. (2017). Attention deficit hyperactivity disorder overview: NICE Pathway.




A REVIEW OF GUIDELINES FOR YOUNG PEOPLE WITH ADHONITRANSITION 23

NICE. (2018). Attention defificit hyperactivity disorder: diagnosis and management. Retrieved from
https://www.nice.org.uk/guidance/ng87/resources/attention-deficit-hyperactivity-disorder-
diagnosis-and-management-pdf-1837699732933.

Popay, J., Roberts, H., Sowden, A., Petticrew, M., Arai, L., Rodgers, M., Britten, N., Roen, K., and
Duffy, S. (2006). Guidance on the conduct of narrative synthesis in systematic reviews.
Retrieved from

Seixas, M., Weiss, M., & Muller, U. (2012). Systematic review of national and international guidelines
on attention-deficit hyperactivity disorder. J Psychopharmacol, 26(6), 753-765.
doi:10.1177/0269881111412095

Singh, S. P., Anderson, B., Liabo, K., & Ganeshamoorthy, T. (2016). Supporting young people in their
transition to adults' services: summary of NICE guidance. BMJ, 353, i2225.
doi:10.1136/bmj.i2225

Singh, S. P., Paul, M., Ford, T., Kramer, T., & Weaver, T. (2008). Transitions of care from Child and
Adolescent Mental Health Services to Adult Mental Health Services (TRACK Study): a study of
protocols in Greater London. BMC Health Serv Res, 8, 135. doi:10.1186/1472-6963-8-135

Singh, S. P., Paul, M., Islam, Z., Weaver, T., Kramer, T., MclLaren, S., . . . Harley, K. (2009). Transition
from CAMHS to Adult Mental Health Services: A Study of Service Organisation, Policies,
Process, User and Carer Perspectives. London: NETSCC.

Singh, S. P., & Tuomainen, H. (2015). Transition from child to adult mental health services needs
barriers experiences and new models of care. World Psychiatry, 14(3).

Suris, J.-C., & Akre, C. (2015). Key Elements for, and Indicators of, a Successful Transition: An
International Delphi Study. Journal of Adolescent Health, 56(6), 612-618.
doi:https://doi.org/10.1016/j.jadohealth.2015.02.007

Tahir, O., & Sims, K. (2014). Prescribing arrangements for the use of methylphenidate,
dexamfetamine and atomoxetine in children with ADHD (attention deficit hyperactivity
disorder) with transition to adult services in Berkshire. . Berkshire Healthcare NHS
Foundation Trust. Retrieved from https://www.eastberkshireccg.nhs.uk/wp-
content/uploads/2018/03/ADHD-child-prescribing-arrangement-v1Oct-2013FinalDraft.pdf

Tatlow-Golden, M., Gavin, B., McNamara, N., Singh, S., Ford, T., Paul, M., . . . McNicholas, F. (2017).
Transitioning from child and adolescent mental health services with attention-deficit
hyperactivity disorder in Ireland: Case note review. Early Interv Psychiatry.
doi:10.1111/eip.12408

Timimi, S., & Radcliffe, N. (2005). The rise and rise of attention deficit hyperactivity disorder. Journal
of Public Mental Health, 4(2), 9-13.

Young, S., Adamou, M., Asherson, P., Coghill, D., Colley, B., Gudjonsson, G., . .. Arif, M. (2016).
Recommendations for the transition of patients with ADHD from child to adult healthcare
services: A consensus statement from the UK adult ADHD network. BMC Psychiatry, 16, 301.

Young, S., Murphy, C. M., & Coghill, D. (2011). Avoiding the 'twilight zone': recommendations for the
transition of services from adolescence to adulthood for young people with ADHD. BMC
Psychiatry, 11, 174. doi:10.1186/1471-244X-11-174




A REVIEW OF GUIDELINES FOR YOUNG PEOPLE WITH ADHINI TRANSITION 24
Table 1
Inclusion Exclusion

Age range 0-25years
Transition guidelines or protocols specific to a
clinical diagnosis of ADHD from;

- nationally recognised sources

- local NHS services

Existing reviews of ADHD transition guideline
and protocols;

- includes recommendations for ideal pract
Any type of study/review design;

- editorial

- evaluation

- short report

- discussion papers

From earliest date of database to present
Specific to England only

English language only

ADHD transition guidelines and protocols for
age groups outside of 0-25years

General mental health transition guidelines or
protocols

Transition guidelines or protocols relating to
other diagnoses

No ‘working documents’, unpublished or draft
guidelines

ADHD transition guidelines and protocols /
reviews not specific to England

ADHD transition guidelines and protocols /
reviews not in English language

Table.1: Inclusion and Exclusion criteria
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Table 2

25

Author / Year

Title

Description

Asherson, P., et al. (2017)

Bridging the gap: Ojgling transition from child to adult mental
healthcare.

Professional guidance document. Expert policy paper

Reviews challenges associated with transition ésregal mental health,
using ADHD as an example. Chapter 3 refers to recendations for
managing and planning transition for ADHD — veryailed.

Atkinson, M. & Hollis, C. (2009)

NICE guideline:tantion deficit hyperactivity disorder

Peer revielmaper.
Reviews NICE guidelines with summary of key poirgkated to transition.

Details of transition are replica of NICE guideline

Boilson, M. F., F. Quilter, M.
Sutherland, C. (2013)

Royal College of Psychiatrists. Attention Deficiyperactivity Disorder
(ADHD) Guidance for Transition from Child & Adoleset Services to
Adult Services.

Professional guidance document.

Clinician focused. Details transition process (iegied from NICE) and
provides recommended key points of pathway and détatils should be
included in a case summary provided at transition.

Coghill, D. R. (2017)

Organisation of services flaenaging ADHD.

Peer reviewed paper.
Updated version of paper published in 2016. Maiofuses on barriers to
transition. Refers to transition details from NIG&dance and UK Adult
ADHD network; referral if significant symptoms rdcgitreatment, transfe
by 18, and planning in advance from both child addlt service.

r

Fellick, J. (2014)

Attention Deficit Hyperactiviisorder (ADHD) Guideline for the
treatment and care of children and young people AMRHD. Wirral
University Teaching Hospital NHS Foundation Trust.

Local NHS Trust document.
Regarding treatment and care of ADHD. Details fitaorsprocess used in
trust. Details of transition are replica of NICEdgline.

Fogler, JM., et al. (2017)

Topical Review: Trarwithl Services for teens and Young Adults with
Attention-Deficit Hyperactivity Disorder: A proces#ap and Proposed
Model to Overcoming Barriers to Care.

Peer reviewed paper.

Provides a unique model of care to support tramsitincludes;
emphasizing trust, respect and open communicatiguporting patient
independence, helping young person to navigateagidncand investing
time to ensure young person is involved in care.

Hall, C. L., Newell, K., Taylor, J.,
Sayal, K., & Hollis, C. (2015)

Services for young people with attention deficipbsactivity disorder
transitioning from child to adult mental health\§ees: a national survey
of mental health trusts in England.

Peer reviewed paper.

No clear detailed transition process, but links Eligliidance to data
collected in their survey of transition. Data coté on transition and
shared care protocols and transition pathwaystrimdtion sharing and
joint working.

NICE (2016)

Attention deficit hyperactivity disondeliagnosis and management: CG7

2. Full clinicédgoce from NICE.
Diagnosis and management of ADHD.
Section 1.6 details transition to adult services.

NICE (2017)

NICE Pathways: Attention deficit hypetreity disorder overview.

Overview of NICE guidamand quality standards.
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26

Details transition process as laid out in NICE NG87

NICE (2018)

Attention deficit hyperactivity disondeliagnosis and management. NG§

7  Full clinicatignte from NICE.
Diagnosis and management of ADHD. Updated from 2016
Section 1.1.4, 1.1.5 and 1.1.6 details transitioadult services.

Ogundele, M. O. (2013)

Transitional care to adulHD services in a North West England distri

t. Pesiewed paper.

Summarises literature around transition, and deidé@al practice. Refers
to NICE and Royal College of Nursing. Main pointe aarly planning,
young person and carer involvement, inter agermypeehensive, holistic
and developmentally appropriate.

South West Yorkshire Partnership
NHS Foundation Trust (2018)

Attention deficit hyperactivity disorder (ADHD) séce: Assessment
process.

Local NHS Trust document.

Regarding transition from children’s services fatipnt use. Details
transition process used in trust. Details arena vith NICE guideline;
assessed at 18, joint planning meeting, young peasd carer
involvement, information, reassessment at aduticer

Stockport ADHD Team (2015)

ADHD Care Bundle: StagkgCAMHS (Pennine Care NHS Trust).

Local NHS Trstument.
Limited detail of transition processes. Statesrrafe should be made to
adult ADHD team if patient required continued mediien after 18
birthday.

Tahir, O. and Sims, K. (2014)

Prescribing arrangemiéor the use of methylphenidate, dexamfetamineLocal NHS Trust document.

and atomoxetine in children with ADHD (attentiorfidié hyperactivity
disorder) with transition to adult services in Bsrike. Berkshire
Healthcare NHS Foundation Trust.

Regarding treatment and care of ADHD. Details fitaorsprocess used in
trust. Includes: transition at 18 commencing 3 rhettefore,
comorbidities to be transitioned to community mehgalth, drug free trial
prior to transition, to remain with CAMHS if remdiig on medication, GP,
to continue care post 18, reassessment at adviteser

Young, S., et.al. (2016)

Recommendations for thesition of patients with ADHD from child to
adult healthcare services: a consensus statenoentlie UK adult ADHD
network.

Peer reviewed paper.
Details NICE guidelines, and provides their ownarahrecommendations
for transition, and more specific recommendatiars¥DHD. Follows
NICE guidance with more specific detail.

Young, S., Murphy, C. M., &
Coghill, D. (2011)

Avoiding the 'twilight zone": recommendations fbetiransition of service
from adolescence to adulthood for young people AiiiD.

5 Peer reviewed paper.

Summarises NICE guidance; then further expandsiamdiops the NICE
guidelines — very comprehensive guidance whiclofedl NICE guidance
with more detail. Very similar to 2016 paper by Yguet. al.

Table 2: summary of included studies
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Reassessed at school leaving age

AN

If ongoing treatment required — arrange for smooth
transition with details of anticipated treatment

Should be complete by age 18

(\

Formal meeting involving CAMHS and AMHS
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For age 16+ Care Programme Approach (CPA) should be
used

Young person and parent carer involvement

DU N N NN

DU N N N N NN
(\
D N N N N NN

Comprehensive assessment at AMHS
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Refers reader to NICE guideline NG43 on transitiorin
health and social care services
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Table 3: overview of compare/contrast of documents to NICE guidelines



