Preprints (www.preprints.org) | NOT PEER-REVIEWED | Posted: 5 April 2023 d0i:10.20944/preprints202304.0055.v1

Disclaimer/Publisher’'s Note: The statements, opinions, and data contained in all publications are solely those of the individual author(s) and

contributor(s) and not of MDPI and/or the editor(s). MDPI and/or the editor(s) disclaim responsibility for any injury to people or property resulting
from any ideas, methods, instructions, or products referred to in the content.

vices for adolescents with ADHD.

Elisa Roberti!, Francesca Scarpellini?, Rita Campi?, Michele Giardino!, Antonio Clavenna! and Mau-

rizio Bonati - on behalf of the TransiDEA group?®

Laboratory of Epidemiology of Developing Age, Department of Medical Epidemiology, Istituto

di Ricerche Farmacologiche Mario Negri IRCCS, Milan, Italy.

* Correspondence: Maurizio Bonati, Laboratory of Epidemiology of Developing Age, Depart-
ment of Medical Epidemiology, Istituto di Ricerche Farmacologiche Mario Negri IRCCS, Via
Mario Negri 2, 20156 Milan, Italy, e-mail: maurizio.bonati@marionegri.it

$TransiDEA group members: Coordinating and Managing Group: Maurizio Bonati, Antonio

Clavenna, Nicoletta Raschitelli, Francesca Scarpellini, Elisa Roberti, Rita Campi, Michele

Giardino, Michele Zanetti, Diabetes (D): Vanna Graziani, Federico Marchetti, Tosca Suprani,

Paolo Di Bartolo; Epilepsy (E): Maria Paola Canevini, Ilaria Vigano; ADHD (A): Ilaria Costantino,

Valeria Tessarollo; Scientific Technical Committee (CTS): Giampaolo Ruffoni.

Abstract : For Attention Deficit/Hyperactivity Disorder (ADHD) youth transitioning
from child to adult services, protocols that guide the transition process are necessary.
While some guidelines are available, they do not always consider effective workload
and scarce resources. In Italy, there are currently very few guidelines available, and
they do not adhere to common standards, possibly leading to a non-uniform use. The
present study analyzes 6 protocols collected from different services for ADHD patients
that took part in the TransiDEA (Transitioning in Diabetes, Epilepsy, and ADHD pa-
tients) Project. Their content is described in parallel to the National Institute for Clini-
cal Health and Excellence (NICE) guidelines. While there are some strong points and
several common core elements, a need emerges to standardize practices and to make
them more adherent to patients’ needs and to the resources available to clinicians.
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1. Introduction:

Attention Deficit/Hyperactivity Disorder (ADHD) is a neurodevelop-
mental disorder that has as core symptoms impulsiveness, inattentiveness,
and hyperactivity [1]. It affects up to 5% of children under 18 worldwide,
ranging between 0.85% and 10% in childhood and adolescence [2,3]. In Italy
alone, the estimated prevalence is 1.4% (from 1.1 to 3.1%) among children
aged 5 to 17 years [4], with a wide variability of age at time of onset and/or
diagnosis of ADHD in children living in European countries [5]. As in the case
of other neurodevelopmental disorders, the onset of ADHD symptoms occurs
during childhood and adolescence, and around 7% of patients continue to
manifest symptoms in their adult life [6]. Especially critical in this regard is
adolescence, characterized by changes on the physical, psychological, and so-
cial levels [7,8]. The insecurity that comes with such changes can also affect
the transition from Child and Adolescent Mental Health Services (CAMHS)
to Adult Mental Health Services (AMHS) [9].

Many studies that conducted surveys or interviews with patients and
their caregivers, however, describe dissatisfaction and feelings of being left
alone [10,11]. Patients often report the need for AMHS to work more closely
with them and their carers, as well as the need for the transition to start earlier
[12]. The semi-structured interviews conducted within the TRAMS study [13]
highlighted four themes perceived as fundamental towards a successful tran-
sition: good clinician qualities and positive and transparent relationships with

© 2023 by the author(s). Distributed under a Creative Commons CC BY license.


https://doi.org/10.20944/preprints202304.0055.v1
http://creativecommons.org/licenses/by/4.0/

Preprints (www.preprints.org) | NOT PEER-REVIEWED | Posted: 5 April 2023 d0i:10.20944/preprints202304.0055.v1

them, sharing the responsibility of the care continuity with parents, care pro-
vision independently of nature and severity of problems, and addressing con-
cerns about AMHS services.

As reported by several studies [12,14], the National Institute for Clinical
Health and Excellence [15] ADHD guidelines first provided a clear systemati-
zation for transitioning from child to adult services. These guidelines can be
summarized in eight points:

1. Young people with ADHD should be transferred to adult mental
health services (AMHS) if they continue to have significant ADHD
symptoms or other coexisting conditions that require treatment
(Evaluation of transfer need);

2. The transition should be planned in advance by both the referring
and the receiving service (Early transition planning);

3. The transfer should be completed by the time the patient is 18 years
of age (although precise timing may vary locally) (Transition com-
pleted by 18 years);

4. A re-assessment of patients’ needs should be done at school-leaving
age (Re-evaluation at school-leaving age);

5. During the transition to adult services, a formal meeting involving
both CAMHS and AMHS should be considered, and complete infor-
mation about the adult service should be provided to the patient
(Joint CAMHS-AMHS meeting);

6. The young person and, when appropriate, the parent/carer, should
be involved in the transition planning (Family involvement);

7. After the transition, a comprehensive patient assessment of personal,
educational, occupational, and social functioning (keeping in consid-
eration coexisting conditions) should be carried out at the adult ser-
vice (Patient assessment after transition/monitoring);

8. Specialist ADHD teams for children, young people, and adults
should jointly develop age-appropriate training programs for diag-
nosing and managing ADHD (Training programs).

While these eight points seem to respond to the patient’s needs and con-
cerns, at a practical level, clinicians stated that it is not always possible to fol-
low these recommendations due to workload and scarce resources [14,16,17].
Moreover, their uncertainties and gaps in knowledge translate into not know-
ing how to share information with young people and their families [18]. De-
fining guidelines that are sufficiently realistic to be implemented should be a
priority of healthcare systems [19].

Available research is largely based on the NICE guidance for managing
ADHD, although only a few available guidelines outlined explicit transition
recommendations [2,12,14]. The “Six Core Elements” American recommenda-
tions are another interesting attempt towards guiding healthcare transition.
The foundations of this transition and care guide are: tracking and monitoring
progress, administering transition readiness assessments, planning for transi-
tion (which includes helping the patient transition to an adult approach to
care), and providing ongoing care [20]. While this guide provides valuable
tools in the preparation phase, the self-assessment of patients to evaluate tran-
sition readiness, and the inclusion of families in the process, it does not regu-
late transition timing, joint meetings between services, or monitoring after
conclusion of the process.

From this fragmented picture, a need for a single tool to deal with tran-
sitioning patients emerges. Such a tool should be a medical protocol, i.e., one
that can be defined as a set of predetermined criteria regulating interventions
for effective patient care management. It should be evidence-based, updated,
and responsive to the needs of patients in defined care settings. A protocol to
guide the what, how, and when of transition should thus be guaranteed in an
appropriate care pathway.
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In Italy, in particular, there is no unified practice shared by CAMHS and
AMHS for the patients’ transition process from child and adolescent to adult
mental health services [21].

The aim of the present study was two-fold: to collect the available, even
if scarce, information on the existing guidelines on the Italian territory and to
identify the essential points that a practical and effective protocol in daily
practice should address.

2. Materials and Methods:

The protocols collected and described in the present work were part of
the Italian TransiDEA (Transitioning in Diabetes, Epilepsy, and ADHD pa-
tients) Project, which evaluated the transition process from adolescence to
adult services in the ADHD, Epilepsy, and Diabetes fields. Two surveys were
developed, one for pediatric and one for adult services. The details of the sur-
vey’s structure and the results of the 42 Child and Adolescent Mental Health
Services (CAMHS) and 35 Adult Mental Health Services (AMHS) who filled
in the survey have been reported in a previous study [22]. The current study
was notified to the IRCCS “Carlo Besta” Ethics Committee (8 September 2021,
protocol n. 87).

Along with questions regarding general information on the services (re-
gion, type of service, number of patients, pharmacological treatments) and
questions on the transition process, the survey asked whether services had a
transition protocol, and if so, whether it was specific for ADHD patients or
generic. Only 24% (n=10) of the participating CAMHS and 32% (n=11) of the
AMHS reported having a transition protocol. In particular, 7 CAMHS were in
the north, 1 in the center, and 2 in the south. Similarly, 7 AMHS were in the
north, 3 in the center, and 1 in the south. 3 CAMHS and 2 AMHS reported
having a protocol specific to ADHD patients. We then asked these 21 services
to send us a copy of their transition protocols to analyze their content. The
analysis of the protocols was qualitative, based on previous protocol recom-
mendations, and following the process recommended for thematic analysis
[23]. In particular, we sought to determine whether the eight dimensions re-
ported by the NICE guidelines as fundamental in a transition protocol were
present [12]. We added, as a 9t dimension, the individualized planning of the
transition pathway, which, although largely considered in the NICE guide-
lines, was never described as a dimension of its own. Moreover, we consid-
ered the number of pages in the protocols as additional information. This last
point is particularly relevant as it highlights the large variability in terms of
content quantity. In summary, the ten dimensions we considered were: (D1)
Evaluation of transfer need; (D2) Early transition planning; (D3) Individual-
ized planning; (D4) Transition completed by 18 years; (D5) Re-evaluation at
school-leaving age; (D6) Joint CAMHS-AMHS meeting; (D7) Family involve-
ment; (D8) Patient assessment after transition/monitoring; (D9) Training pro-
gram; and (D10) Number of pages.

3. Results:

Six protocols were collected from the 21 centers that participated in the
survey and reported a protocol, four from CAMHS and two from AMHS,
none specific for ADHD patients.

All protocols assume that transition planning should start early (D2),
ranging from 14 years (only 1 protocol) to a general “months before turning
18" (Table 1). Five out of 6 protocols mention the importance of both individ-
ualized planning (D3) and of evaluating transfer needs, although only 3 detail
what needs should be considered to individualize the pathway. The first of
these three specifies the following aspects: personal, diagnostic, and anamnes-
tic data, reason for referral and intervention objective, functioning in different
areas of life (social functioning, work, autonomy), care needs and social con-
text, and possible substance use or other addictive behavior. Similarly, an-
other protocol indicates that, for each patient, the transition should consider
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the condition’s history and clinical course, the personal and family history,
and the most relevant social aspects (although the term “individualized plan”
never appears in the protocol). A third one creates a specific pathway in terms
of social integration (school, employment, work, etc.) involving the commu-
nity social services network, schools, employment services, day care services
for people with disabilities, etc.

Two services reported that the criteria for age referral (D4) should be 18
years of age, whereas one of the services stated a broad “between the ages of
14 and 25”7, another one “one month after turning 18,” and a third one did not
give any indications. One protocol mentioned the possibility of designing
“soft transition” paths. This means more gradually approaching the changes
the patient will have to undergo, as confirmed by the fact that this same pro-
tocol indicated the youngest age for starting transition planning (14 years old).

All protocols foresee and regulate joint CAMHS-AMHS meetings (D6),
while only 4 include the families” involvement (D7) as fundamental. Patient
monitoring (D8) and re-evaluation at school-leaving age (D5) seem to be
widely left out (only 2 out of 6 documents elaborate on these themes). The
same goes for training programs (D9), which are only mentioned by one of
the guidelines. Finally, one protocol anticipated the possibility of continuing
the care pathway at the CAMHS where needed.

The number of pages differed widely, going from 2 or 3 pages to 20
pages. Moreover, a service had a main, 9-page document and specific docu-
ments for individual local services, ranging from 8 to 25 pages.

4. Discussion:

Many guidelines, such as the NICE guidelines in the UK and the Ameri-
can “Six Core Elements”, attempt to systematize the transition process from
CAMHS to AMHS. While they try to include local health services in their con-
sultation, health services often fail to implement them locally [14]. Whether
this reflects the low adherence to the clinical practice or a lack of resources to
follow the indications, the emerging picture is critical, and Italy is no different.

The present study analyzed the information provided by six protocols
from different Italian centers (Table 1). The difference in content quantity in
the analyzed protocols is an interesting point to consider. The core infor-
mation and level of protocol completeness do not seem to relate to the number
of pages. Contrarily, one of the most extensive protocols analyzed in the pre-
sent study (23 pages) addressed only two core transition elements to a satis-
factory extent. On the other hand, the 2-page protocol covered more points,
although not thoroughly (7 of the 9 included).

Many points differ widely between regions and services. First and fore-
most is the age criterion. For instance, while early planning is often men-
tioned, it does not seem clear when to start optimal transition planning [24].
One of the protocols analyzed here suggests starting to discuss the changes
that the patient will have to undergo at 14 years of age, consistently with the
Six Core Elements framework. Inversely, the other described protocols tend
to indicate 17 years of age (or 6 to 3 months before turning 18) as the time to
start planning. Although this age might be considered too late, the fact that 4
out of 6 protocols report it shows that resources and time issues do not allow
early planning. The NICE guidelines even suggest starting at 15-and-a-half,
which is even less likely. Future policies could attempt to establish at least the
17-year mark as the moment to start mentioning transition and planning it
with patients and their families.

Moreover, most studies and respondents from the survey that was pre-
viously conducted within the same project seem to report that transition
should be completed by age 18 and, at the same time, that ideally, the criteria
for referral should be 18 years of age. This is mainly due to the Italian Health
System organization, in which patients should not remain in pediatric ser-
vices’ care after turning 18. Nonetheless, evidence suggests that, in practice,
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this indication is difficult to follow; within the guidelines received, only 2 re-
ported such a cutoff, while most protocols were vague (e.g., between 14 and
25 years, or “months after turning 18”). Moreover, a consensus is growing that
the 18-years criterion may not be in the best interest of young patients [25].
Another criterion that might be worth considering is not using the age of 18,
but the end of a school cycle (See Scarpellini & Bonati, 2022 for ages reported
in different studies) [26]. Future guidelines might suggest re-evaluating the
patients in that particular moment as part of the monitoring aspect.

While few AMHS indicated in the survey that they use transition proto-
cols (32%) and even fewer were willing to share them (18%), the ones available
seem to consider many points. Looking at how they were created, all have in
common that the working group included many professional figures, includ-
ing CAMHS and local clinicians. This multi-perspective approach should be
the one followed in drafting protocols.

The limit of the present study is that it describes a small number of pro-
tocols. Not all the services were willing to share their documents, making it
impossible to examine all of the practices in use. Only 29% of the centers that
participated in the previous survey, however, declared having a protocol, a
very low rate for an instrument aimed at guaranteeing an appropriate care
pathway. A lack of uniform, easy-to-access transition protocols emerges from
the present study. Nonetheless, at the same time, an improvement at the local
level emerges. As of 2018, only four CAMHS had transition protocols in the
Lombardy region in Italy [27]. Data collected in the 2022 survey indicated the
presence of 6 protocols in the Lombardy region out of the total 21 protocols
available at a national level (29%).

Comparing the picture revealed by the Italian protocols with the ones
summarized by the NICE and the “Six Core Element” guidelines (Table 2), a
clear picture of what should be included in an ideal protocol emerges. First, a
discussion about transition planning should be conducted with patients and
their families as early as possible (e.g., at 13 years of age). In this phase, pa-
tients and clinicians should agree on a timeline, including establishing criteria
to detect transition-ready patients and regularly conducting readiness assess-
ments. Tracking readiness over a 5-year period can effectively show when ad-
olescents meet criteria for transitioning [28]. At around 17 years of age, joint
meetings should be foreseen to ensure a successful transition by age 18. In the
following years (or after at least 6 months), CAMHS should follow up on
transfer to ensure that patients are appropriately supported. The patients and
their families must be actively involved and properly informed in all process
steps [29]. Training the clinicians in all the necessary steps and their im-
portance is also crucial [30,31]. These steps are summarized in Figure 1.
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Considered in the
Ifalian protocols

Early transition planning

Start discussing transition at a time
of relative stability for the person

Evaluate transfer needs

« Establish criteria for identifying transition-ready
patients based on an evaluation of symptom
severity
» Conduct a readiness assessment (self-report
questionnaire that the patient fills in)

Individualized planning

+ Plan for optimal time of transfer
» Consider tailoring for cultural preferences, relevant
social aspects (school, work, autonomy, social
integration) and health priorities

Actively involve patients’ families/carers

Joint meetings between services

» Schedule joint CAMHS and AMHS meetings.
« Update all practitioners involved (including general practitioners) at all
transition stages.

Successful transition

Start and coordinate training initiatives for clinicians

The transition should be completed by the 18" year of age

Monitoring

+ Patients should be re-evaluated at school-
leaving age.
+ Annually (or atleast within 6 months of the
transfer) CAMHS should contact the AMHS to
follow-up transfer

Figure 1. Example of the transition process steps based on the NICE guidelines and
the protocols analyzed in the present paper.

5. Conclusions:

The main points that future protocols should include are summarized in
this study. Implementing a comprehensive and practical guideline that ad-
dresses clinicians’ and patients’ needs, that is evidence-based, considers clin-
ical practice variations, and can positively affect the quality of care should be
a priority [32,33]. This includes implementing clear communication with the
families, providing information on the available services, managing the con-
tacts with the specialists, and offering flexibility in the care-pathway based on
the symptoms’ severity [34]. A critical point that should be included should
involve the role of specialists in creating reports or in directly communicating
with general practitioners and educational services, since parents usually per-
ceive it as a burden to be the carriers of information between different services
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[10]. One of the crucial points is to manage expectations. If patients and their
families have unrealistic expectations, the transition process will be perceived
to be failure regardless of how it is managed [13]. Moreover, a clear transition
timeline should be outlined, guided by patient needs and foreseeing an ade-
quate number of meetings. Finally, successful future guidelines must contain
a reasonable amount of information and be defined based on the resources
available to overcome the issues reported with existing policies. This will im-
ply defining the guidelines with clinicians so that the actors involved in the
transition process have an active voice.
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Table 1. Column one reports the fundamental protocol dimensions outlined in the
NICE guidelines and that emerged from our protocols (Individualized planning and
number of pages). Columns 2 to 7 indicate whether each of the analyzed protocols
reported such dimensions. Under each protocol we reported the type of service
(CAMHS, AMHS) and the number of patients and transitioning patients in the year
previous to the survey, conducted between December 2021 and May 2022 (only refer-
ring to ADHD patients).

Protocol 2 Protocol 3 Protocol 4 Protocol 5 Protocol 6
Protocol 1 CAMHS CAMHS CAMHS CAMHS

Dimen- AMHS (40 pa- ‘::‘f:]sts(:’z (113pa- (100 pa- (300 pa- (210 pa-
sions tients, 15 P ey tients, 4 tients, 11 tients,2 tients, 8
s L transition- I i i I
transitioning) ing) transition- transition- transition- transition-
g ing) ing) ing) ing)
Evaluation of Evaluate

Particular  the com-

requirements attention to  plexity of

for the specific goyere dis- each case. D?ﬁ'dﬁ ¢
Evalua- Patient (where orders that If needed, only briefly V\;'t FI e
4 tionof @ long care  require in- for continu- X mentioning améy
transfer pathway is not tensive ity of care severity of tﬁsef_ oln
need foreseen, the treatment patients can symptoms i e |r|1a
patient can  and/or sup-  stay in clinica’ re-
stay in portive in- CAMHS af- port
CAMHS until terventions ter turning
needed) 18
From 16, V (thera-
Atleast6  Starting at usually 6/12 peutic pro- Report Be;vr\llgin817
Early months before age 14; at months be- ject sentto sheet sent :
) . : years. First
transition turning 18, as least6 fore turning adult ser- 3 months meeting
planning early as possi- months be- 18 depend- vices 6 before pa- “months be-

ble after turn- fore turning ing on com- months be- tient turns ” ;
ing 17 18 plexity of fore patients 18 [0 urning
18
the case turn 18)

personal, di-
agnostic and specific
anamnestic P
data; reason path.wlaly for
for referral and el I . X (“devel-

: . gration X (“develop- :
intervention opment of history and
Lo (school, em- ment of an -
objective; a subse- clinical

ployment, individual-
work, etc.) ized thera-
involving peutic plan
the commu- complex
nity social and inte-
services grated”, but

functioning in  Individual

Individu- different areas plan after

3 alized of life (social evaluation
planning functioning, of diagnos-
work, auton- tic picture

quent indi- course, per-
vidualized sonal and
' therapeu- family his-
tic-rehabili-tory, and the
tation pro- most rele-

omy); care ject”, but vant social
network, how not ex-
needs and so- . how not aspects
) i schools, plained) .
cial context; explained)
X employment
possible sub- ;
services,
stance use or otc
other addictive |
behavior
Transition X (Between 1 month af-
com- 14 and 25, ter turning X (not men-
Yes ) e ; X .
pleted by not speci- 18 maxi- tioned)
18 years fied) mum
Re-evalu- X (only
ation at briefly men-
5 school- X tioned, but X X X X
leaving for transfer
age and not for
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re-evalua-
tion)
AMHS re-
ceives a 1 technical
. therapeutic- meeting
First contact rehabilita- CAMHS +
(specifying tion project AMHS, fol-
. Presenta- by CAMHS lowed by 1
Joint Ll o tion of the in the year meeting
CAMHS- Functionally transfer); before the Periodic with AMHS
AMHS integrate all advised to c: 52 (oo elore meetings .
6 meeting services in-  follow up gdone patlgnt Wi to monitor 12 [EETE
and infor- volved (how with a online); fol S 48; techs the pro- and the
. o lowed by 2 nical meet- caregivers
mation not specified) phone call. L . . cess
sharing Case dis- ©F 3 J.omt ing with all (the
cussed meetings  involved CAMHS can
within 15 services (at also be pre-
days least 3 sent, but
months be- only if nec-
fore turning essary)
18)
active par- - pamjlies
tlcm_)atlon of take part in Meeti
Include and in-family mem- o 6tings ee_zﬂl]ng
volve families Pers inthe 504 pring CAI\\,/IVII-|S ¢
Family in- together with ~ transition  renqrts of be inf (:j
7 volve- the patients @nd CON- he diagnos- X X g |nt<3[rme
ment  (support with Struction of tic_thera. af ou t'r ans-
social services @ NEW care peutic path- er;c;p;tli(:]ns,
if necessary) and assis- way to the with AMIS—JIS
tance pro- AMHS clini-
gram cians
Patient
assess- Partial (re-
ment af- quest confir- Updates
8 ter transi- mation of suc- every 3 X X X X
tion/ cessful take- months
monitor- over)
ing
Joint training
Training for CAMHS
program and AMHS cli- X X X X X
nicians
All: 9; Spe-
Number cific for dif-
of pages 25 ferent cen- 4 8 23 2
ters (25, 9,
9,5,5,8)
6/9 6/9 6/9 2/9 2/9 5/9
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Table 2. Column one reports the fundamental protocol dimensions outlined in the
NICE guidelines and that emerged from our protocols (Individualized planning and
number of pages). Column 2 reports the definition and ideal parameters of such di-
mensions. Column 3 compares the ideal definition foreseen by the guidelines with
practical observations collected in the 2021/2022 survey. Column 4 summarizes the
guidelines collected in the protocols described in the present paper.

U.K. U.S. Italy
SURVEY DATA
Dimen- 6 CORE ELE- (42 pediatric _
sions NICE GUIDELINES VENTS and 35 adult PROTOCOLS (n=6)

services)

Transfer to adult
mental health ser-
vices in presence of
significant ADHD
Evaluation symptoms or other
1 of transfer coexisting conditions
need that require treat-
ment. Transition
planning must be de-
velopmentally appro-
priate.
From age 13 or 14.
Indication to start Most pediatric
Early tran- planning early. Do Start discussing itservices start at
sition not use arigid age atage 12and age 17 or 18;
planning threshold, but start planning it at age one service
transition at a time of 14 to 16. starts at 15 and
relative stability for one at 21.
the young person.

Establish criteria Age and clinical
for identifying features Most protocols in-
transition-aged (comorbidities, clude evaluation of
patients. Conduct severe symp- complexity/severity
regular readiness toms, drug of symptoms.
assessments. treatment).

On average 6
months before age
18. Some mention

as early as possible
after turning 17,
only one plans to
start at age 14.

Plan for optimal
timing of transfer.

Evaluating diagnos-

Lack ofre- ;. picture and rele-

Individu- sources makes

3 alized . Consider tailoring it hard to plan vant social aspects
. for cultural prefer- . .~ (school, work, au-
planning individual tran- L
ences and health _... tonomy, social inte-
L sition pathways. :
priorities. gration).
NA
Transition (Transfer young Age 15 to 21- Only around 50% of
completed Transition should be adults when their ge ' the protocols fore-
4 e median at age .
by 18 completed by 18.  condition is as 18 see completing
years stable as possi- ' transition by age 18.
ble).
A young person with
ADHD receiving .
treatment and care C;?rlﬁé tsmgivﬁ)fgsl_
Re-evalu- from CAMHS or pe- .
consider

ation at diatric services
5 school- should be reas- NA
leaving  sessed at school-
age leaving age to estab-
lish the need for con-

school, but dur-
ing transition
and not for a

subsequent re-

NA

- ! evaluation.
tinuing treatment into
adulthood.
Joint
. . 69% of the pe-
CAMHS- Update all the practi- Build ongoINg yiatric services Al protocols have
AMHS 7. ; .~ and collaborative o o
. tioners involved, in- .~ and 60% of the the indication to
6 meeting . partnership with . S
; cluding general prac- . . adult services program joint meet-
and infor- L specialty care cli- C .
. titioners. L have joint meet- ings.
mation nicians. .
. ings.
sharing
Co-produce transi- Plan transfer also 67% of the pe- Families are regu-
Family in- tion policies and with par- diatric services larly updated and

strategies with young ents/caregivers. and 60% of the often actively in-
people and their car- Elicit parent/care- adult services volved in the transi-
ers; ask them if the giver feedback on have meetings tion planning phase.
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services helped  their experience with the fami-
them achieve agreed with the transi- lies.
outcomes and give tion.
them feedback about
the effect their in-
volvement has had.
Ask the young pa-
tients how they
would like their car-
ers to be involved.

Integrate with
electronic medi-
Hold annual meet- cal records when . One protocol re-
. . X . ; 9% of the pedi- ) .

Patient ings to review transi- possible. Contact . ; quests confirmation

. . atric services
assess- tion planning. Follow young adults and o of the successful

. ! and 15% of the .

8 ment after up until age 25 when caregivers 3 to 6 take-over; one pro-
transition / needed (for a mini- months after last tocol programs up-
monitoringmum of 6 months af- pediatric visit to dates every 3

ter transfer). confirm attend- months.
ance at first adult
appointment

adult services
plan patients’
monitoring.

Start and coordinate

local training initia-

tives (including for Educate all staff
teachers). Specialist about the prac-

ADHD teams (child tice’s approach to None. Lack of

and adult psychia- transition. Offer training often Only one protocol

Training . o . foresees joint train-
trists, pediatricians, education and re- reported asa . L
program : o ing for pediatric and
and other child and sources on limit and unmet adult services
adult mental health needed skills to need. ’
professionals) jointly patients/caregiv-
develop and under- ers.
take training pro-
grams.

*Individual planning is never mentioned ad one of the NICE guidelines dimensions
(e.g., Young et al., 2016, and Eke et al.,, 2019). When reading the guidelines, however,
several points are clearly found to suggest an individualization of the pathway. In
point 1.1.4, for instance, the guidelines suggest using “person-centered” approaches,
supporting the single patient in making decisions regarding their pathway, and ad-
dressing relevant outcomes and the young person’s goals. During transition, a “devel-
opmentally appropriate” support must be provided, taking into account the person’s
maturity, cognitive abilities, psychological status, needs in consideration of long-term
conditions, social and personal circumstances, caring responsibilities, and communi-
cation needs. Furthermore, regarding family involvement, the guidelines state:
“adults’ services should take into account the individual needs and wishes of the
young person when involving parents or carers...” .
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