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Main text

Advances in diagnosis and care, especially early diagnosis and timely repair or palliation,
have led to a substantial improvement in the long-term congenital heart disease (CHD)
survival.The vast majority of individuals born with CHD nowadays reach adulthood. As a
consequence, most of these patients will need to shift from paediatric to adult CHD (ACHD)
care. There are two key elements in this process, commonly referred to as "transfer" and
"transition". Transfer describes the handover of care from paediatrics to adult services; this
should be smooth and timely, with efficient communication of information and a written care
plan, thus, avoiding gaps in care. Transition reaches far beyond transfer. It is a longer, more
comprehensive process including educating patients, preparing them for a lifetime with a
chronic heart condition, ultimately aimed at optimising their su vival and quality of life.
Education is central to the process of transition. Education for fan. lies starts well before
transition, i.e. at the time of diagnosis, and should prepare the pat. nts for transition and the
shift in responsibility to the patient.(1) Transition intensifies *he cducation process, placing
patients at the centre and empowering them to gain greater con.rol over the actions and
decisions affecting their health. It establishes a dialogue .~ith the patient and sets the
foundations for a life-long learning process that helps the n accept shared responsibility for
their health with their medical team. Education can hei, orevent obesity, dyslipidaemia,
detraining, infective endocarditis and avoid loss < follow-up, all of which can have
detrimental effects on outcomes.(2—4)

The study by Thomet et al. in this issue of the "ternational Journal of Cardiology(5)
highlights the variability of transition car: prvided to CHD patients, much of which falls
below the standards advocated by various g ‘idelines and expert statements.(1,6,7) It is, at
least, somewhat reassuring that the me ority of centres transfer their patients to adult services
with two-thirds of centres surveyed t..~siciring all their patients from paediatrics to ACHD
services. Compared to a 2009 survey, nowever, the proportion of centres transferring CHD
patients from paediatric to adult care has fallen by 15%.(8) Furthermore, the transfer process
did not fulfill essential criteria -ina . 2quirements set by practice recommendations.

It is even more disconcerting (» ooserve that only 42% of centres had a structured transition
service. This represents a dr>» in the number of centres offering formal transition
programmes over the ye-.rs.\?) Of centres providing transition, 20% started this process later
than recommended, «.1.~r .27 age of 16 years. Indeed, in many centres, there was a noticeable
overlap in the age range p ‘ovided for transfer and transition, perhaps implying that the two
processes were (inappropriately) amalgamated. Alternatively, and perhaps of greater concern,
this might suggest that these terms and concepts are not well understood.

The status quo of transfer and transition in CHD is far from ideal. An organised and
structured transition is advocated by the ESC ACHD guidelines, although these
recommendations do not provide requirements or standards that services should adhere to.
The AHA/ACC guidelines go slightly further, defining transition as a structured process that
should start in early adolescence or sooner and extend beyond 18 years of age in many
patients, hence beyond transfer of care. The AHA has also published detailed expert
consensus and recommendations on this topic, which were not, however, included in the
updated practice guidelines.(1)

Perhaps the apparent reluctance of centres to adopt a structured transition approach reflects
the lack of evidence demonstrating its efficacy. To date, there is a randomised trial involving
1 hour of education to adolescents with CHD.(9) Even though this intervention did not meet
the standards of a structured transition, measurable effects were reported in terms of time



lapsed from last paediatric to first ACHD clinic, transition readiness, and health-related
knowledge.

Structured transition services require significant resources and are poorly (or not at all)
supported by insurance in some environments. These demands must be balanced against
limited healthcare resources. The AHA Scientific Statement on managing transition in CHD
described the development of an ideal transition program as a "laudable goal that may not be
achievable in the current healthcare environment".(1) Setting up and maintaining a transition
service is not easy and requires funds for training of healthcare providers in CHD and the
care of adolescents and young adults, as well as support for a multidisciplinary team of
doctors, nurses, psychologists, physiotherapists, social workers, and others. (6)

Clinical nurse specialists (CNSs) play a pivotal role in transition services and educating
patients throughout their lives. Education for young patients cannot rely on a single encounter
and cannot be achieved effectively during the, often brief, follow-up visits in a paediatric or
adult CHD clinic. Education requires space and time. It also rey ires an open channel of
facilitated communication between the patient and the nomina*> 1. onsition healthcare
worker, who acts as an advocate and a reference for educatior. opr ortunities, including online
resources, service “open days” (e.g. visiting the ACHD teem «1d facilities), and other group
activities. While alternative personnel, such as volunteer, 1. > patient advocacy associations,
can contribute to patient education, given the presume- he ~efits of transition to this
population's health and wellness, it stands to reason i at s ich initiatives should be supported
by insurance or government initatives. Furthermore, - ol.teers could not replace the central
role of a transition CNS, knowledgeable in CHI" a'.d the life-long challenges of living with
chronic heart disease. Unfortunately, the role ¢ f U N5 is not yet established world-wide and
education often falls upon physicians, whe ..~ay ot be able to dedicate sufficient time to this
important task — and are not adequately {air :d in many instances. Indeed, an average
transition consultation in the study by Thom«* et al. lasted 45 minutes, which is far longer
than what is routinely available for phy.‘cian-led consultations. Brief consultations may
provide some benefit, but do not allw [~ a dialogue that will help patients make healthy
choices based on their knowledge ‘de~<, and emotions.

The willingness of so many cent. >s to participate in this survey by Thomet et al. shows the
broad awareness of the import. *ce of transfer and transition in CHD. Recognition that
transfer is not equivalent to tra..<ition represents a first step. A structured transition to adult
care should be a requiremem o~ J an important quality indicator for all paediatric CHD
services (Figure). Perha s a ystem of self-accreditation of CHD centres in terms of
transition may facilitate “he allocation of funds for the creation of transition services in all
CHD centres. A structure-, transition and smooth transfer can ensure that no CHD patient is
ever again lost between paediatric and adult services. Networks of hub-and-spoke CHD
centres may be a solution, with larger CHD centres supporting smaller/peripheral services in
providing a structured transition for their patients, facilitated by telemedicine (10). Indeed,
the digital revolution that accompanied the disruption of services by the COVID-19 pandemic
has opened possibilities for virtual education, which may be transformational for services that
strive to educate young people.
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Figure: Outline of the transition process
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Based on service standards and specifica. ors in England for the transition from paediatric to
adult CHD services (available from: https://w ww.england.nhs.uk/commissioning/spec-
services/npc-crg/group-e/e05/). ACHD: . dult congenital heart disease; ACP: advance care
planning; CHD: congenital heart dis 22sc, CNS: clinical nurse specialist; QoL: quality of life.



