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Abstract

Background Supporting young ADHD patients in transition to adult services is essential. Yet, the low percentages
of successful referrals and the issues reported by patients and clinicians stress the need for further attention to tran-
sitioning practices. The present study assessed the transitioning process of Attention-Deficit/Hyperactivity Disorder
(ADHD) patients in Child and Adolescent Mental Health Services (CAMHS) and Adult Mental Health Services (AMHS)
in the Italian territory. We asked child and adult psychiatrists to report the current state of services and their observa-
tions on limitations and possible future matters that must be addressed.

Method Seventy-seven centers (42 CAMHS, 35 AMHS) filled in a web-based survey in which they reported the num-
ber of ADHD patients, how many transitioning patients they had within the past year, and how they structured
transition.

Results A fragmented picture emerged from the survey. Lack of resources, training, and communication
between services hinder the transition process, and many adult patients remain under CAMHS' care. While some ser-
vices have a protocol, there is no structured guidance that can help improve integration and continuity of treatment.

Conclusion The observed situation reflects a need for improvement and standard guidelines to enable a successful
transition process, considering clinicians'and patients’ necessities.
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Background

Attention-Deficit/Hyperactivity Disorder (ADHD) is
a common psychiatric disorder in childhood and ado-
lescence, With an average prevalence of 5.9% based

A;;J;;E%Zizgce' on symptoms criteria [1, 2] and In Italy, the prevalence
mauriziobonati@marionegri.t is of 2.9% [3]. Diagnoses are generally made at primary
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reference or a Child Neuropsychiatry. In some regions,
specific diagnostic and therapeutic paths have been
shared between centers (e.g., Lombardy) [4]. Still, there
are no common national guidelines other than the ones
provided by the SINPIA (Italian Society of Child Neu-
ropsychiatry), mainly related to the drugs’ regulation.
While ADHD is considered a neurodevelopmental syn-
drome that impacts children’s daily life functioning [5], it
affects adults as well, with a prevalence of around 2.2%
[1]. Compared with childhood ADHD, adult symptoma-
tology lacks validated diagnostic criteria and is relatively
neglected in epidemiological studies [6—8]. Notably,
while most symptoms that have their onset in the pedi-
atric age continue to manifest throughout adolescence,
they often persist (albeit with less impact) in adult life
for up to two-thirds of the patients [9]. Yet, adolescents
in care for ADHD often stop treatment altogether, and
adults with ADHD frequently fall out of the care net
when transitioning to adult age. Sometimes this happens
because these individuals disengage with the care system,
although they might resort to it again if their symptoms
aggravate or after a life crisis [10]. Other common rea-
sons why young people stop accessing treatment after
transitioning to adult age are: increased perception of
medications’ adverse consequences, the idea of ADHD
as a childhood disorder that does not require treatment
for adults, changes in life circumstances leading to unin-
tentional treatment cessation, lack of information and
challenges in accessing services [11, 12]. The difficulties
in accessing services are particularly relevant as should
be addressed, since care may not be guaranteed even for
patients that require it the most.

Supporting the transition phase is essential, as made
evident by the low percentages (around 9%) of ADHD
patients referred to adult services in some European
countries [13, 14]. A review that included eight studies
(six from the UK, one from Hong Kong, and one from
Italy) analyzed the commonalities in perceived transi-
tion issues [15]. The emerging themes were summarized
in five categories. The first category comprised the lack
of information, preparation, transition planning, paral-
lel care of the services, and families’ involvement. This
domain also opened the question of the right transition-
ing age, with significant variations within and between
studies. The second category was related to the lack of
appropriate adult services and difficulties in identifying
available services. The accessibility (i.e., long waiting lists
and stigma associated with accessing a mental health ser-
vice) and the high rates of unaccepted cases by adult ser-
vices were also reported. The third category comprised
the limited resources and competencies of adult services
(i.e., need for more education, training, skill develop-
ment, and adequate treatment individuation in clinicians
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of adult services). The fourth category described the
inadequate care when pediatric clinicians held onto the
patients beyond age boundaries or, conversely, the lack of
supervision, leading to feelings of abandonment and per-
ception of poor management of the condition. The fifth
category considered the negative impact of a bad transi-
tioning process on the patient’s well-being.

In attempting to overcome these issues, standard pro-
tocols and guidelines were designed in a few countries.
In the UK, the National Institute for Clinical Excellence
(NICE 2008, 2019) other than providing criteria for diag-
nosing and managing ADHD in children suggested a
shared planning to organize the transition process [16].
One of the recommendations enclosed in these guidelines
is that services “put in place systems of communication
and protocols for information sharing among paediatric,
child and adolescent, forensic, and adult mental health
services for people with ADHD, including arrangements
for transition between child and adult services” Similar
protocols exist in other countries, although their efficacy
is not ensured. For instance, the TRACK study in England
[17, 18] and the IMPACT review in Northern Ireland [19]
reported that very few patients receive optimal care in
the transition process. The MILESTONE project [20] was
the first to implement a new intervention applied in eight
European countries to transitioning patients with several
clinical diagnoses. The project showed that in the case
of general mental disorders, a structured assessment of
transition needs facilitates an appropriate planning pro-
cess (shared between professionals, patients, and fami-
lies). Nonetheless, this intervention was never specifically
applied with neurodevelopmental disorders.

More work is needed to inform clinicians and fami-
lies on how the ADHD transitioning process can be suc-
cessful and how to overcome the difficulties due to the
so-called ‘leaky pipelines’ [21] through which patients
disperse. Within the Italian National Health Service,
to date there are no specific indications for and how to
organize the transition to adult care. Just as there are no
specific indications from the various scientific societies.

With the present study, we aim to fill this gap by con-
sidering the opinion of professionals working with tran-
sitioning ADHD patients in the Italian territory. In Italy,
only two studies have assessed the situation, one at the
single province level (i.e., Modena) [22], and one at the
regional level for the Lombardy Region [23]. The latter
involved a total of 18 services in an exploratory study
investigating the health care management and continu-
ity for young adults with ADHD. In this region, regional
ADHD territorial services are accredited in regional hos-
pitals, and therefore linked to CAMHS, and often deal
with the transition process of ADHD patients towards a
shift in care by AMHS. Nonetheless, what emerged from
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Reale and colleagues is that in 2018, out of these 18 cent-
ers, only four reported having a protocol to manage the
transition process, and none of those protocols were spe-
cific for ADHD patients [23]. Moreover, while it seems
that previously hospitalized adolescents have a 50%
chance of being successfully transferred to an AMHS
and that higher engagement was witnessed within the
first 2 years [22], this rate was limited to a narrow ter-
ritory (i.e., the Province of Modena). By collecting infor-
mation on the available services, we assess the status of
the ADHD transition process in the whole Italian terri-
tory. Moreover, by asking clinicians to report their obser-
vations on the transition process, we seek to evaluate
whether their reported limitations are consistent with
the five points highlighted by Price and colleagues (2019).
Ideally, the collected evidence will be able to draw a pic-
ture of the current state of the procedures and design
desirable future trajectories.

Methods

The TransiDEA (Transitioning in Diabetes, Epilepsy and
ADHD patients) is an Italian project that aims to define
and evaluate the feasibility of treatment programs for the
transition from adolescence to adulthood in the ADHD,
Epilepsy, and Diabetes pathological fields. It involves
patients, parents, and clinicians as part of a collaborative
and shared project. As a first step, the aim was to define
the current situation concerning how adult and pediatric
services manage the transition phase. The present work
reports findings limited to the ADHD centers. The head
of 89 national Child and Adolescent Mental Health Ser-
vices (CAMHS) and 257 Adult Mental Health Services
(AMHS) received a letter explaining the project’s aims
and the invitation to participate by completing the web-
based questionnaire. It was also stated that the results
would be reported and that they would be informed of
the project’s continuation. Three further reminders were
sent to improve the recruitment rates. The survey was
completed between December 2021 and May 2022.

Two surveys were developed, one for CAMHS and
one for AMHS. The two versions differed in questions
about sending (CAMHS) or receiving (AMHS) patients.
The questions asked are similar to those asked in previ-
ous surveys [23, 24], shared with the other participants
in the TransiDEA study group and the clinicians of a few
centers. Based on their feedback, some minor changes
were made (e.g., unclear terms or where a free text option
was necessary). The final structure of the surveys was as
follows:

+ An initial information screening on the centers:
region, type of service, number of ADHD patients,
presence of a specific service dedicated to ADHD
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patients, and pharmacological treatments adminis-
tered;

+ Questions on the transition process (i.e., the process
of preparing, planning and moving from children’s
to adult services): number of patients in transition
within the past year, sent to or coming from which
services, for the services that formalize a preparation
phase, starting from which age;

+ Questions for centers that actively refer patients
(i.e., formal request from one health professional to
another to take on a patient, providing clinical infor-
mation about them):

a. Centers that refer to adult services (only for pedi-
atric services): effective age at referral, criteria
for referral (age, clinical characteristics, other
aspects);

b. Whether respondents feel that they received
appropriate/sufficient information (only for adult
services);

c. Methods of the referral or receiving, of the
patients (e-mail, telephone, letters, informa-
tion sheets, or other forms), the time required,
whether an interview is also planned (with the
patient, with the family, or between the services),
professional figures involved (psychiatrists, psy-
chologists, nurses, administrative officers, thera-
pists, social workers, educators);

+ Whether it is beneficial that both services have an
active role in the transition phase, how long they
believe that an optimal transition should be, in how
many sessions, whether both specialists’ teams
should be present, and where it should be carried out
(CAMHS, AMHS, a third facility, remotely, or if it
does not matter);

+ Whether services have a protocol (i.e., a set of pre-
determined evidence-based criteria regulating inter-
ventions for effective patient care management, guid-
ing in particular how and when transition should
be guaranteed in an appropriate care pathway) and
whether it is specific for ADHD or generic;

+  Whether services foresee a monitoring phase;

+  Whether services also have disability care pathways;

+ Questions on limitations, unmet needs, and desired
changes in dealing with transitioning ADHD
patients.

The study was notified to the IRCCS “Carlo Besta”
Foundation Ethics Committee (8 September 2021, proto-
col n. 87). The study was performed in accordance with
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the ethical standards of the 1964 Declaration of Helsinki
and its later amendments. We followed the Strengthening
the Reporting of Observational Studies in Epidemiology
(STROBE) reporting guidelines. The analyses reported
are descriptive. Data are reported as the number and per-
centage of responders, and continuous variables are sum-
marized by reporting median values and interval ranges,
calculated in Microsoft Excel.

Results

Out of 89 the CAMHS and 257 AMHS contacted, 77
centers (22% of those 346 contacted initially) filled in the
survey (47% CAMHS and 14% AMHS) between Decem-
ber 2021 and May 2022. Within the Italian National
Health Service, the organizational structure and distribu-
tion of CAMHS and AMHS is based on the resident pop-
ulation by age, so although the response rate is low it is
presumable that there are no marked differences between
the responding and non-responding centers. A descrip-
tion of the services is reported in Table 1.

Services that referred patients

During the year preceding the survey, 36 CAMHS (85%)
referred 15 to 21 year-old patients (Median=18 years)
to AMHS. Nonetheless, the desirable passage window
would be narrower, ranging from a minimum of 17 years
of age to a maximum of 19 years. The most frequent
criteria that CAMHS used for patients’ selection for
transitioning were age (83%) and clinical features (comor-
bidities, severe symptoms, and drug treatment) (31%).
Eight of the 11 AMHS who received ADHD patients in
transition received appropriate and sufficient informa-
tion about the patients. Figure 1 summarizes the meth-
ods, the time required, the interviews planned, and the
professional figures involved in the transition process.
The main differences between child and adult services
were that adult services reported involving nurses and
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other professional figures more than CAMHS, as well
as the use of information sheets. CAMHS, on the other
hand, favored different information and communication
channels, such as e-mail, phone, and letters.

The transition process

Seventy-four percent of the CAMHS (all with a dedicated
service) reported cases of successful transition (31 of the
36 that referred patients), for a total of 206 patients, while
43% of the AMHS (8 with a dedicated team of special-
ists) had transitioning patients in the past year (n=15),
for a total of 167 patients. The majority of the CAMHS
sent their patients to a private psychiatrist (80%, n=34)
while a smaller number to the AMHS (38%, n=16). Most
AMHS reported that their patients were coming from
the CAMHS (40%, n=14). Twenty-three CAMHS (55%)
have a formalized preparation phase, ideally taking place
at 17 years of age (range: 16—19). Eighty-three percent
of the CAMHS (n=35) prescribed methylphenidate and
atomoxetine, while only 54.3% (n=19) of the AMHS pre-
scribed these drugs. The main results are summarized in
Fig. 2.

Services'role in the transition

Sixty-nine percent of the CAMHS (n=29) and 91% of
the AMHS (n=32) considered it beneficial that both
services have an active role in the transition phase (11 of
the AMHS and 22 of the CAMHS who received or sent
ADHD patients in the previous year). CAMHS consider
that an optimal transition should take two meetings
(range: 1-6) in a nine-week window, while AMHS indi-
cated seven meetings (range: 1-50). 15 of the CAMHS
(36%) and 21 of the AMHS (91% of the 23 with ADHD
patients) report that both specialists’ teams should be
present when discussing the case of a transitioning

Table 1 Number and geographical distribution of the services that took part in the web-based survey

CAMHS (N=42) AMHS (N=35)

Area

North 23

Center 7

South 5
Number of total ADHD patients

Minors 7262 -

Adults 10 (3% of ADHD patients) 656 (min 2—max 250)
Services that currently have adult ADHD patients 17 (40%) 23 (66%)
Services with a dedicated ADHD unit 33 (79%) 10 (29%)

The table also reports the number of ADHD patients, the number of services that currently have ADHD patients, and the number of services that have a dedicated

ADHD unit
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Fig. 1 Methods, time required, interviews planned, and professional figures involved in the transition process for both CAMHS and AMHS.

Compilers were given the opportunity to provide multiple responses

patient. Both types of services would prefer that meetings
were carried out in their facilities (Table 2).

Protocol, monitoring phase, and disability care pathways
Ten CAMHS (24% of all centers, 39% of those who sent
patients in the previous year) and 11 AMHS reported
having a transition protocol (32% of all centers, 50%
of the centers with ADHD patients). Of these, only 3
CAMHS and 2 AMHS had a protocol specific to ADHD
patients. Only 4 of the participating CAMHS (9%) and
5 of the AMHS (15%) reported foreseeing a monitoring
phase. 22 of the CAMS (52%) and 5 of the AMHS (15%)
plan disability care pathways.

Limitations, unmet needs, and desired changes in dealing
with transitioning ADHD patients

Twenty-seven CAMHS (64%) reported limitations,
and 30 (71%) desired changes, while 19 AMHS (54%)
reported limitations, 25 (71%) unmet needs, and 31 (89%)
desired changes. Those who answered positively could
write down what they perceived as a limitation or what
they envisioned as a future possibility.

As for limitations, some emerging common themes
pertained to the integration amongst services, communi-
cation issues, lack of resources, organizational problems,
and lack of treatment continuity. CAMHS workers also
described the lack of AMHS psychiatrists’ training as
highly problematic, the lack of shared training, and the
absence of reliable protocols. Moreover, AMHS reported
the need to potentiate services, rehabilitation pathways,
and ease-of-access to pharmacological treatments. The
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Fig. 2 Numbers and percentages of the responses to the main questions of the survey

Table2 CAMHS and AMHS responses to where meetings
regarding transitioning ADHD patients should be carried out

Where should the meetings with
transitioning patients take place?

CAMHS (N=15) AMHS
(N=21)
CAMHS 7 4
AMHS 5 8
A third facility 0 2
Remotely 1 1
[t does not matter 2 6

The total of 15 CAMHS and 21 AMHS refers to services that indicated that
that both specialists’ teams should be present when discussing the case of a
transitioning patient

difficulty in dealing with diagnoses and disorders and
issues in communicating with the families were also
reported.

Regarding future desired changes, both CAMHS and
AMHS, again, reported working on the lack of resources
and organizational problems, adding the implementa-
tion of strategies to better deal with the diagnostic pro-
cess, and with the improvement of psychiatrists’ training.
AMHS services added the need to work on services’
integration and communication, and CAMHS services
listed the need to design standard protocols and shared
training. AMHS centers did not foresee any functional
changes in dealing with the families, although they per-
ceived this as an issue. These themes are summarized in
Fig. 3.

Discussion

The transitioning process entails many changes and dif-
ficulties of which clinicians, patients, and families can
be more or less aware. Although some guidelines exist
in many countries (e.g., the NICE guidelines in the UK),
their efficacy and generalizability have not yet been accu-
rately evaluated. No Italian studies considered the profes-
sionals’ opinion, nor did they cover the whole national
territory. Additionally, the factors contributing to a suc-
cessful transition process in the country are unknown.

The present study aimed to draw a picture of the cur-
rent state of the transitioning process in Italy. We asked
the professional figures involved (i.e, CAMHS and
AMHS workers) how the transitioning process happens
and to describe the issues they perceive as problematic,
along with their needs.

We achieved an acceptable geographical represen-
tation, with a total of seventy-seven respondents (42
working in CAMHS and 35 in AMHS) from 18 of the 20
Italian regions.

The analysis of the survey responses drew an inter-
esting picture. While 74% of the CAMHS reported fol-
lowing transitioning patients in the previous year, only
43% of the AMHS stated the same. This means that
many patients still get lost in the process. Some of these
patients are sent to private psychiatrists or psycholo-
gists, falling out of the public health system nonetheless.
In other cases, adult patients continue to be treated by
CAMHS (in our sample, this happened for 210 patients,
distributed in 40% of the CAMHS). Moreover, the ideal
age range for transitioning would be between 17 and
19 years of age, while the time window actually needed is
wider, involving patients between 15 and 21 years of age.
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Fig. 3 Limitations and desired changes in the future as reported by both CAMHS and AMHS. Some observations are shared (centered), others are

limited to CAMHS (left side) or AMHS (right side)

Even when the transition is completed by the 18 years of
age mark, the gap with what would be defined by proto-
cols is considerable. On 7262 CAMHS patients, 206 tran-
sitioning patients were detected (around 3%). Indeed, this
percentage is lower than reported elsewhere, at around
9% [14]. Still, appropriate information about the rate of
transitioning ADHD patients, in particular in Italy, is
scant [25]. A larger prevalence in transitioning patients
is reported in cases of schizophrenia (56.6%), personality
disorders (37.4%), and pervasive developmental disorders
(autism) (32.4%) [26]. This dissimilarity is unsurpris-
ing given the greater impact on these conditions’ eve-
ryday lives. In comparison, ADHD patients may have
lower percentages of transitioning, given the more neg-
ligible implications for day-to-day functioning and social
interactions.

While these data suggest that organizational prob-
lems affect day-to-day transition process management,
many more factors that hinder a successful transition
are consciously reported as unmet needs or desired
changes. Such observations largely overlap with the first
three dimensions reported by Price and colleagues [15].
First, the lack of professionals’ preparation, transition
planning, protocols, and parallel care of the services. In
this domain, we also included the absence of training
and competencies in adult services. Second, the lack of
appropriate adult services. The AMHS are aware of the
need to potentiate the services they provide, such as
rehabilitation pathways, and access to pharmacologi-
cal treatment. Third, the limitations due to the lack of
resources and organizational problems. Both CAMHS
and AMHS professionals strongly felt this theme. Inter-
estingly, what was highlighted in this domain is the need
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to develop strategies to efficiently follow the transition
with the available resources rather than to increase the
resources.

Only one AMHS raised the issue of communicating
with the families. When describing how they arranged
the meetings between services, only 21 AMHS and 28
CAMHS declared that they involve the patients’ families
in the process. The families had, on the other hand, a cen-
tral role in other studies [15, 27]. The scarce considera-
tion of families in the Italian transition organization may
contribute to the lack of a smooth passage, given that
these patients are still vastly dependent on their parents’
support.

Moreover, a theme that often emerged was the lack
of adequate training for professionals working in the
AMHS. Once again, from the opposite viewpoint, more
than half of those same professionals reported that they
did not receive enough adequate information (only 48%
said that they did). Another observation in this respect is
that only 61% of the CAMHS that sent patients to AMHS
in the previous year think it would be helpful to actively
involve both services in the transition phase. Having for-
mal guidelines to smooth the communication between
the two parties in the process might also help improve
communication and outcomes.

These observations shed attention on the need for spe-
cific protocols to address the needs of the ADHD popu-
lation in the transition phase. We asked the 21 services
that reported having a protocol whether they could send
it to us to investigate whether guidelines already exist,
need improvement, or if there is a complete lack of effi-
cient protocols. Notably, while in 2018, in the Lombardy
region [23], no pediatric centers were reported to have
a specific protocol for one of the neurodevelopmental
disorders, from our survey, it emerged that three pedi-
atric centers do (2 within the same region). Nonetheless,
they regard Autism Spectrum Disorder, Schizophrenia,
and Behavioral Disorders, while no protocol specific to
ADHD exists. Many more centers have a non-specific
protocol (10 CAMHS and11 AMHS) or do not have a
protocol (76% of CAMHS, 78% of AMHS). We received
the full version of six protocols, four from CAMHS and
two from AMHS. All were characterized by the working
group’s definition, the number of meetings and the cor-
responding figures involved (i.e., patients, CAMHS, and
AMHS specialists), and the criteria to select patients,
including the age window. One protocol also included
the possibility of defining personalized trajectories based
on specific needs. With the available resources, defin-
ing individual care paths does not emerge as a priority,
as confirmed by the fact that no respondent listed indi-
vidual needs in future directions. Instead, it would be
desirable to have flexible enough guidelines to allow for
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a certain degree of customization, considering the avail-
able assets. In our survey, only when provided space to
write notes on the transition process did eight clinicians
report more psychological considerations, such as the
importance of paying attention to individuality, culture,
and personal experiences concerning the care process.
While most of these essential points were shared, the
degree of detail differed widely. Suffice it to say that some
protocols are only 2 to 5 pages long, while others are up
to 25 pages long. In the future, the need for a standard
protocol should be addressed. We believe that it should
fall somewhere in between the existing ones: while short
protocols are not detailed enough, excessively long proto-
cols may be complicated to use daily in a reality of scarce
resources.

A limitation of this study is the reduced sample size.
Although the included services are not expected to dif-
fer from the ones that did not participate, reaching a
wider number of professionals would have ensured a bet-
ter representation on the practices adopted at a national
level. Moreover, most of the services that took part in
the survey are located in large cities, mostly in northern
Italy. Nonetheless, we think that the merits of this sur-
vey’s observations are several. First, it constitutes the first
attempt to draw a picture of the transitioning patients
from the professionals’ point of view. It collects practi-
cal information and allows a highlighting of needs and
desired changes. Moreover, it stands as the starting point
for future work. While the descriptive data reported in
this study are limited to an Italian based survey;, its impli-
cations are not. Indeed, the main concerns and issues
are the same in different countries (e.g., Italy, the UK
and Hong Kong) [15]. The tools provided so far to regu-
late the transition process, such as the NICE guidelines
(https://www.nice.org.uk/guidance/ng43) from the UK
and the American Six Core Elements (https://www.gottr
ansition.org/six-core-elements/) are very similar in prin-
ciple. While cultural differences (between and within
countries) cannot be overlooked, the effort towards
designing new strategies can be shared and adapted
internationally. As future steps of the TransiDEA project,
the collected protocols will be analyzed in depth. Individ-
ual pathways of patients and their clinicians will then be
analyzed, leading to the definition of standardized guide-
lines. To do so, individual stakeholders from across Italy,
including patients, parents or caregivers, clinicians from
CAMHS and AMHS, and possibly general practitioners
[27] will be involved.

Conclusions

A successful transition process is crucial for the future
of ADHD patients. However, as reflected by this survey
conducted in Italy, there are currently many difficulties
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hindering this process. The priority in the near future
must be the definition of standard guidelines that can
facilitate a successful transition.
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