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Abstract

Background For Attention Deficit/Hyperactivity Disorder (ADHD) youth transitioning from child to adult services,
protocols that guide the transition process are essential. While some guidelines are available, they do not always
consider the effective workload and scarce resources. In Italy, very few guidelines are currently available, and they do
not adhere to common standards, possibly leading to non-uniform use.

Methods The present study analyzes 6 protocols collected from the 21 Italian services for ADHD patients that took
part in the TransiDEA (Transitioning in Diabetes, Epilepsy, and ADHD patients) Project. The protocols’ content is
described, and a comparison with the National Institute for Clinical Health and Excellence (NICE) guidelines is carried
out to determine whether the eight NICE fundamental dimensions were present.

Results In line with the NICE guidelines, the dimensions addresses in the 6 analyzed documents are: early transition
planning (although with variability in age criteria) (6/6), individualized planning (5/6), and the evaluation of transfer
needs (5/6). All protocols also foresee joint meetings between child and adult services. The need to include

the families is considered by 4 out of 6 protocols, while monitoring (2/6), and training programs (1/6) are less
encompassed. In general, a highly heterogeneous picture emerges in terms of quality and quantity of regulations
provided.

Conclusions While some solid points and core elements are in common with international guidelines, the content’s
variability highlights the need to standardize practices. Finally, future protocols should adhere more to the patients’
needs and the resources available to clinicians.
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Background

Attention Deficit/Hyperactivity Disorder (ADHD) is a
neurodevelopmental 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 diagno-
sis 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]. Adolescence is
especially critical in this regard, being characterized by
physical, psychological, and social changes [7-10]. 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) [11].

However, many studies that conducted surveys or
interviews with patients and their caregivers describe
dissatisfaction and feelings of being left alone [12, 13].
Patients often report the need for AMHS to work more
closely with them and their carers and the need for the
transition to start earlier [14]. The semi-structured inter-
views conducted within the TRAMS study [15] high-
lighted four themes perceived as fundamental towards a
successful transition: good clinician qualities and posi-
tive and transparent relationships with them, sharing the
responsibility of the care continuity with parents, care
provision independently of nature and severity of prob-
lems, and addressing concerns about AMHS services.

As reported by several studies [14, 16], the National
Institute for Clinical Health and Excellence [17] ADHD
guidelines first provided a clear systematization for tran-
sitioning 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 completed by 18
years);

4. A re-assessment of patients’ needs should be done at
school-leaving age (Re-evaluation at school-leaving
age);
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5. During the transition to adult services, a formal
meeting involving both CAMHS and AMHS should
be considered, and complete information 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 consideration
coexisting conditions) should be carried out at the
adult service (Patient assessment after transition/
monitoring);

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

Available international research is based mainly on the
National Institute for Clinical Health and Excellence
(NICE) guidance for managing ADHD. However, only a
few available guidelines outlined explicit transition rec-
ommendations (e.g., the Ready Steady Go Programme
and the Canadian ADHD Resource Alliance guidelines)
[2, 14, 16]. The “Six Core Elements” American recom-
mendations are another interesting attempt towards
guiding healthcare transition [18, 19]. The foundations of
this transition and care guide are tracking and monitor-
ing progress, administering transition readiness assess-
ments, planning for transition (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-assess-
ment of patients to evaluate transition readiness, and the
inclusion of families in the process, it does not regulate
transition timing, joint meetings between services, or
monitoring after the conclusion of the process.

While these guidelines seem to respond to the patient’s
needs and concerns, clinicians stated that at a practical
level, it is not always possible to follow these recommen-
dations due to workload and scarce resources [16, 21,
22]. Moreover, the uncertainties and gaps in knowledge
translate into not knowing how to share information with
young people and their families [23].

This fragmented picture highlights the need to develop
precise tools and adapt internationally available recom-
mendations to specific national clinical practices. Such
tools should be modeled on a medical protocol, i.e., one
that can be defined as a set of predetermined criteria
regulating interventions for effective patient care man-
agement. It should be evidence-based, updated, and
responsive to the needs of patients in defined care set-
tings. A protocol to guide the what, how, and when of
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transition should thus be a priority of healthcare systems
[24] and guaranteed in an appropriate care pathway.

In Italy, the need for a similar protocol is particularly
salient. Indeed, there is no unified transition practice
[25], and the quantity and quality of existing guidelines
were to date never investigated.

The aim of the present study was two-fold: (1) to collect
the available, even if scarce, existing guidelines on the
Italian territory and compare them with the eight points
of the NICE guidelines, and (2) to identify the essential
points that a practical and effective protocol in daily
practice should address.

Methods
The protocols described in the present work were col-
lected within the Italian TransiDEA (Transitioning in
Diabetes, Epilepsy, and ADHD patients) 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 survey’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 for the ADHD
branch have been reported in a separate publication [26].
Along with questions regarding general information on
the services (region, type of service, number of patients,
pharmacological treatments) and questions on the tran-
sition process, the survey asked whether CAMHS and
AMHS 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 pro-
tocol. 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 con-
tent. The protocol analysis was qualitative, based on
previous protocol recommendations, and following the
process recommended for thematic analysis [27]. In par-
ticular, we sought to determine whether the eight dimen-
sions reported by the NICE guidelines as fundamental in
a transition protocol were present [14]. As a 9th dimen-
sion, we added the individualized planning of the transi-
tion pathway, which, although largely considered in the
NICE guidelines, was never described as a dimension of
its own. Moreover, we added the number of pages of each
protocol as additional information. This last point, even
though it cannot be considered a criterion for protocol
evaluation per se, is particularly interesting at a descrip-
tive level as it highlights the large variability in terms of
content quantity. In summary, the ten dimensions we
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considered were: (D1) Evaluation of transfer need; (D2)
Early transition planning; (D3) Individualized planning;
(D4) Transition completed by 18 years; (D5) Re-evalua-
tion at school-leaving age; (D6) Joint CAMHS-AMHS
meeting; (D7) Family involvement; (D8) Patient assess-
ment after transition/monitoring; (D9) Training pro-
gram; (10) Number of pages.

Results
Six protocols were collected from the 21 centers that par-
ticipated 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 (1 protocol) to a
general “months before turning 18” (Table 1). Five out
of 6 protocols mention the importance of individualized
planning (D3) and of evaluating transfer needs, although
only 3 detail what needs should be considered to individ-
ualize the pathway. The first of these three specifies the
following aspects: personal, diagnostic, and anamnestic
data; the reason for referral and intervention objective;
functioning in different areas of life (social functioning,
work, autonomy); care needs and social context; pos-
sible substance use or other addictive behavior. Similarly,
another protocol indicates that, for each patient, the tran-
sition should consider the condition’s history and clinical
course, the personal and family history, and the most rel-
evant 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 community social
services network, schools, employment services, daycare
services for people with disabilities, etc.

Two services reported that the age for referral (D4)
should be 18 years. In contrast, one of the services
stated a broad “between the ages of 14 and 25’ 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 protocol indicated the youngest age for start-
ing transition planning (14 years old).

All protocols foresee and regulate joint CAMHS-
AMHS meetings (D6), while 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 elabo-
rate on these themes). The same goes for training pro-
grams (D9), which are only mentioned by one of the
guidelines. Finally, one protocol anticipated the possi-
bility of continuing the care pathway at the CAMHS
where needed.
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The number of pages (10) differed widely, going
from 2 to 3 pages to 20 pages. Moreover, a service had
a main, 9-page document and specific documents for
individual local services, ranging from 8 to 25 pages.

Discussion

International guidelines, such as the NICE guidelines
in the UK. and the American “Six Core Elements’,
attempt to systematize the transition process from
CAMHS to AMHS. While they try to include local
health services in their consultation, such services
often fail to implement them locally [16]. Whether this
reflects the low adherence to the clinical practice or a
broader lack of resources, the emerging picture is criti-
cal. The present study analyzed whether the six Italian
protocols (Table 1) follow the structure of interna-
tional guidelines or adopt different strategies.

As for what concerns transition planning, all Ital-
ian protocols considered the need for individualized
planning, albeit with varying degrees of detail as to
what to consider. The evaluation of transfer needs
was, in line with the NICE guidelines, considered by
almost all centers (only one did not foresee such a
preparation phase). All protocols considered the age
criterion, although it differed widely between services.
The NICE guidelines suggest starting at 15-and-a-half
years of age. Early planning is often mentioned in the
Italian protocols, but it does not seem clear when to
start optimal transition planning [28]. One of the pro-
tocols analyzed here suggests discussing the changes
the patient will undergo at 14 years of age, consistently
with the Six Core Elements framework. Inversely, the
other 5 protocols tend to indicate 17 years of age (or
6 to 3 months before turning 18) as the time to start
planning. Even if this age is higher than that indicated
by international guidelines, the fact that 5 out of 6 pro-
tocols report it shows that organizational practices do
not currently challenge this criterion. Future policies
could attempt to establish the 16-year mark (a trade-
off between Italian practices and international sugges-
tions) as the moment to start planning the transition.

Moreover, most studies and respondents from the
survey that was previously conducted within the same
Project seem to report that transition should be com-
pleted 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 organiza-
tion, which states that patients should not remain in
pediatric services’ care after turning 18. Nonetheless,
evidence suggests that, in practice, this indication is
difficult to follow; within the guidelines received, only
2 reported 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
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the 18-year norm may not be in the best interest of
young patients [29]. 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) [30]. Yet, such a
possibility is never mentioned in the analyzed proto-
cols. Future guidelines might suggest re-evaluating the
patients in that particular moment as part of the moni-
toring aspect.

All services have in common with the NICE guide-
lines that the working group included many profes-
sional figures, including CAMHS and local clinicians,
who also foresee joint meetings. Families’ involve-
ment is also frequently considered (from 4 out of
6 protocols). This multi-perspective approach is
undoubtedly the most universally recognized strength
in a transition process and should be followed when
drafting protocols.

On the other hand, a few points pivotal in the NICE
document are less addressed in Italian regulations. In
particular, patient assessment and monitoring after
transition, as well as providing training programs for
professionals, should be implemented in future shared
recommendations.

Lastly, the difference in content quantity in the ana-
lyzed protocols is an interesting point to consider. The
core information and level of protocol completeness
do not seem to relate to the number of pages. Con-
trarily, one of the most extensive protocols analyzed in
the present study (23 pages) addressed only two core
transition elements to a satisfactory extent. On the
other hand, the 2-page protocol covered more points,
although not thoroughly (7 of the 9 included).

The limit of the present study is that it describes a
small number of protocols. Only 29% of the centers
that participated in the previous survey declared hav-
ing a protocol, a low rate for an instrument aimed at
guaranteeing an appropriate care pathway. Moreover,
not all of those services were willing to share their doc-
uments, making examining all practices in use impos-
sible. Yet, collecting 6 protocols allowed a random
selection of different document types. At the same
time, an improvement at a regional level emerged. As
of 2018, only four CAMHS had transition protocols in
the Lombardy region in Italy [31]. Data collected in the
2022 survey indicated an increase (out of 21 centers
with a protocol, 6 were in Lombardy), which, although
small, remains a positive trend.

A macroscopic comparison of the Italian proto-
cols, the NICE, and the “Six Core Element” guidelines
(Table 2) reveals a clear picture of what should be
included in an ideal protocol. First, a discussion about
transition planning should be conducted with patients
and their families as early as possible (e.g., at 16 years
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of age). In this phase, patients and clinicians should
agree on a timeline, including establishing criteria to
detect transition-ready patients and regularly conduct-
ing readiness assessments. Tracking readiness over 5
years can effectively show when adolescents meet the
criteria for transitioning [32]. Periodically, or at least
at the age of 17, joint meetings should be foreseen to
ensure a successful transition by age 18. In the follow-
ing years (or after at least 6 months), CAMHS should
follow up on transfer to ensure that patients are appro-
priately supported. The patients and their families
must be actively involved and informed in all process
steps [33]. Training the clinicians in all the necessary
steps and their importance is also crucial [34, 35].
These steps are summarized in Fig. 1.

Protocol 6
CAMHS (210
patients, 8
transitioning)

5/9

Protocol 5
CAMHS (300
patients, 2
transitioning)

23
2/9

Conclusions

Drafting comprehensive and practical recommenda-
tions that address clinicians’ and patients’ needs, that
are evidence-based, consider clinical practice varia-
tions, and can positively affect the quality of care
should be a priority [36, 37]. We believe this should
include implementing clear communication with the
families, providing information on the available ser-
vices, managing the contacts with the specialists, and
offering flexibility in the care pathway based on the
symptoms’ severity [38]. Another critical point that
must be considered is clarifying the specialists’ role
in creating reports or directly communicating with
general practitioners and educational services, since
parents usually perceive it as a burden to be the car-
riers of information between different services [12].
One of the crucial points is to manage expectations.
If patients and their families have unrealistic expecta-
tions, the transition process will be perceived as a fail-
ure regardless of how it is managed [15]. Moreover, a
clear transition timeline should be outlined, guided
by patient needs and foreseeing an adequate 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
imply defining the guidelines with clinicians so that
the actors involved in the transition process have an
active voice. Implementing all these points in Italian
recommendations will be the aim of one part of this
study. After collecting information directly from the
main actors of the transition (children, families, and
clinicians), a document will be drafted. A Delphi con-
sensus will then be carried out to review the document
with the help of a multidisciplinary panel. Although
based on the Italian reality, we intend to present a
model that can be replicated internationally to shape
future transitioning recommendations.

CAMHS (100 patients,
11 transitioning)

Protocol 4

2/9

Protocol 3
CAMHS (113 patients, 4
transitioning)

6/9

All: 9; Specific for different

centers (25,9,9,5,5, 8)

transitioning)
6/9

Protocol 2

AMHS (40 patients, 15 transitioning) AMHS (3 patients, 2

Protocol 1

6/9

Number of pages 25

Table 1 (continued)
Dimensions

10
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Age
1
From 12/13 years

Nice guidelines Italian protocols

Early transition planning

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

From 14/16 years
| |

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)
|

Actively involve patients’ families/carers
1

Individualized planning

+ Plan for optimal time of transfer
+ Consider tailoring for cultural preferences, relevant

social aspects (school, work, autonomy, social
integration) and health priorities
|

At 17/18 years
|

Joint meetings between services

Start and coordinate
training initiatives for
clinicians

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

|
Successful transition

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

Between 18 and 25 years
1
Monitoring

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

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