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ABSTRACT
The process of transitioning adolescents or young adults with rheumatic diseases from pediatric 
to adult Rheumatology clinics is an art. Its success requires bilateral special handling and coordi-
nated cooperation. According to Greek legislation, transition is implied at the challenging age of 18 
years, i.e., at the borderline of adolescence and adulthood. Therefore, the physician has to adopt 
a specific attitude towards the patient in order to achieve patient compliance to his guidelines and 
treatment participation. The process begins with the periodic updating of the patient/family on the 
disease progress and, in case of immunosuppressive therapy, on documented information regard-
ing potential treatment consequences: this policy aims to motivate the adolescent to take responsi-
bility and participate consciously in decision-making. Thereafter, the patient/family will be educated 
on the need for future periodic assessments by an adult Rheumatologist, who has the skills and 
experience to manage adult patient problems. The pediatric Rheumatologist identifies and records 
the patient/family capability to respond to the circumstances and overcome probable obstacles. 
Additionally, he or she estimates the potentials of the future patient care center/clinic. By co-esti-
mating all these factors, a personalized “transition policy” is scheduled. Various models of transition 

have been proposed over time. Independently of the model applied, 
the critical factors for a successful transition are the patient’s readiness 
for self-management and psychosocial maturity as well as the family’s 
acceptance to let the young adult cope with his/her own life.
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Advances in the early detection and treatment of pedi-
atric rheumatic diseases have led to an increasing pool 
of patients who leave adolescence and reach adult-
hood, still having an active disease. These patients 
need to be further followed-up by adult Rheumatolo-
gists who are trained and skilled in handling and cop-
ing with adult patient problems.1-3 The transition of such 
adolescent or young adult patients from a pediatric to 
an adult Rheumatology clinic is not a simple task.1,4,5 

It requires special handling and bilaterally coordinated 
cooperation. In fact, the process of transition is an art.
When a chronic rheumatic disease (CRD) starts at child-
hood, usually the patient has more time to familiarize 
with it and probably accept it. This is more difficult if the 
disease begins in the pre-adolescent or adolescent pe-
riod, when the patient is struggling with the hormonal 
impact on his/her body and personality, along with the 
unexpected changes that the disease has caused to 
his/her life. Adolescence, in general, is a challenging pe-
riod, during which the physical and hormonal alterations 
make many adolescents feel that they are aware of ev-
erything, so that they don’t need any consultation from 
adults. They believe that there is nothing to be afraid of. 
Some of them may be communicative, obedient and 
able to meet their obligations, whereas others are re-
bellious and tough in their cooperation with adults, for 
several reasons.5,6 Moreover, as in all chronic diseases, 
achievement of long-term compliance of the adolescent 
with CRD for follow-up assessments and therapies is 
very difficult, since this is a good chance for the patient 
to display his/her revolution by challenging and doubting 
the physician’s instructions and counceling.6
Therefore, the pediatric Rheumatologist should adopt 
a special attitude towards the adolescent patient in 
order to ensure his/her compliance to guidelines and 
participation in the treatment decisions. In detail, the 
physician should give priority to periodic updating of 
the patient/parent regarding the disease progress. Fur-
thermore, in case of introducing an immunosuppres-
sive therapy - perhaps “off-label” for pediatric patients, 
sometimes - evidence-based information in respect to 
treatment consequences should be provided. This is 
the only way for the physician to ensure that both the 
patient and the parents will not just give their consent/
assent but will also co-decide for the individual optimal 
management. Such a procedure could be the founda-
tion of the adolescent’s accountability and could lead 
to the entrance in the adulthood path through his/her 
personal choice of the way of living.2 In addition, this 
process prepares the patient to uneventfully accept 
the switch to another health provider (namely, an adult 
Rheumatologist) when entering adulthood (or even ear-
lier if so requested).2,3,7 According to the national legis-
lation, this takes place at 18 years of age. At that age, 
most of the patients are receptive to the procedure of 

transition, provided a previously appropriate prepara-
tion has been accomplished.7-9

GENERAL PRINCIPLES OF TRANSITION
For a successful “change of the therapeutic token,” 
namely the patient’s “passing” from the family-focused 
pediatric setting to the respective adult-focused one, 
the pediatric Rheumatologist has to design and im-
plement specific procedures.1,2,7 In English, the whole 
process is termed “Transition” or “Transitional care”, in 
order to elucidate that it is not just a formal patient re-
ferral or a transfer to another health-care setting. Tran-
sition is a long-term process and not an instantaneous 
event. It requires, beyond the patient/parent familiarity 
with the chronic disease and disease progress, their 
psychological empowerment and persuasion to accept 
that the disease monitoring and management is going 
to be continued uneventfully following the switch to the 
novel setting.2,3,10 

Transition from pediatric to corresponding adult care 
has to be carefully and gradually performed, otherwise 
certain risks may arise. Some adolescents, knowing 
that they are going to move soon to an adult clinic, 
discontinue or postpone their regular follow-up visits 
to the pediatric Rheumatology clinic even though the 
transition has not been completed; resulting in their 
disease worsening. On the contrary, their smooth inte-
gration into adult-oriented settings improves their long-
term outcome and quality of life.3,5,8,11 

INDIVIDUALIZED TRANSITION-POLICIES, 
ESSENTIAL STEPS
The transition-policy scheduled by the physician has to 
be individualized, including some essential steps, com-
mon in all schedules:12 primarily, the pediatric Rheuma-
tologist is recording the patient’s medical, psychosocial 
and educational or professional needs, the patient/
family interrelations and the family’s overall capacity to 
cope with the circumstances and overcome all obsta-
cles. Thereafter, based on the data recorded, the pe-
diatric Rheumatologist educates the patient and family 
about the disease and its progress over time. The im-
portance for future follow-up by an adult Rheumatolo-
gist is emphasized, by providing examples of the pro-
hibitions that a pediatric Rheumatologist faces during 
the routine care of a patient aged over 18 years: i.e., 
inability of having access to electronic prescriptions, to 
give medical reports for the patient’s capability to per-
form military or professional assignments or for getting 
a health related subsidy. Additionally, it is stressed that 
only an adult Rheumatologist could give proper coun-
seling in the domains of family planning, pregnancy and 
management of co-morbidities. Lastly, the pediatric 
Rheumatologist estimates the experience, knowledge 
and skills of the health care providers involved in the 
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transition procedure, as well as the potentials of the 
center/clinic that will take over the patient’s follow up. 
Taken together, a patient-tailored transition-policy is 
then planned.2,3,7,8,13,14

TRANSITION “MODELS”
Various transition-models have been proposed over 
time depending on the culture and contemporary 
health-care system of different countries.1-3,7-9 One of 
these models is a joint patient assessment by both 
a pediatric and an adult Rheumatologist in the same 
setting (joint clinic or young people clinic or transition 
clinic) which can be applied either early or late in ado-
lescence, or during the final phase of transition or just 
in the last patient evaluation. Another transition-model 
is to refer the patient from the pediatric to the adult 
Rheumatologist without any joint and simultaneous 
patient assessment, but with only a medical report on 
the overall disease course. This model has been rated 
as ineffective. Some authors propose stepwise visits of 
the adolescent to the adult outpatient clinic in order to 
enhance his/her familiarization with the new setting and 
support personal communication with the new staff. Fi-
nally, an online visit to relevant informational websites 
describing the operation and activities of the new clinic 
should be also suggested.2,3 If the patient/parents wish 
to expand their knowledge regarding CRD, apart from 
the face-to-face and in-print personal information by 
the physician, accessibility for online education is also 
available. Such portals have been developed by Inter-
national Organizations, either from Northern European 
countries and North America, or from PRINTO (Pedi-
atric Rheumatology International Trials Organization, 
http://www.printo.it/pediatric-rheumatology/); the lat-
ter also available in the Greek language. It is the pediat-
ric Rheumatologist’s responsibility to inform the family 
and patient for such reliable websites.2,3,15

The patient’s continuing participation in the sched-
uled transition process contributes to a smooth inte-
gration into the new environment and makes him/her 
optimistic for the future. Through this policy, both the 
patient and family will realize that they will not be aban-
doned by their “family” pediatric Rheumatologist. On 
the contrary, the gradual “transition” to age-appropri-
ate structures will contribute to the patient’s develop-
ment of confidence and independence from parental 
surveillance.2,7 According to British experience, any 
model can be rated as efficient regardless of the pre-
ferred transition-policy, provided it ensures respect to 
the patient/parent’s individual way of adapting in the 
transition-process and enables them to wean from the 
pediatric Rheumatologist clinic.3

CONTRIBUTION OF “TRAINED PERSONS” TO 
THE TRANSITION-PROCESS
The American Academy of Pediatrics recommends the 
participation of a trained person who will serve as a liai-
son between the physicians and the patient/parent set-
ting. This person may be a social worker, a specialized 
nurse or even a member of the Association of “Adult 
Patients with Pediatric Rheumatic Diseases” who will 
act as a “safe-guard” of the transitioning patient, and in 
parallel informs the staff of the pediatric Rheumatology 
clinic on the transition-process.2,3 The latest instruc-
tions have been published in 2015 as a “Clinical Report 
on Transition Core Elements of Health Care Transition 
2.0”.16

ESTIMATION OF THE TRANSITION SUCCESS
For estimation of a successful transition, data from US 
and Canada have shown that certain indices have to 
be considered: how quickly the patient’s care by the 
adult Rheumatologist was taken over, if the patient’s 
health insurance was retained, and, unquestionably, 
the patient’s survival.8,9 Furthermore, it is crucial to de-
note that a fulfilled transition is proven only when the 
young adult has followed and complied with the reg-
ulations of the new setting and/or participates in the 
relevant Associations for patients with rheumatic dis-
eases.10,14,17

In conclusion, the critical factors for a safe transition 
are the patient’s readiness for self-independence, his/
her psychosocial maturity, and in parallel, the parent’s 
decision to assign to their child the right to manage his/
her own life. 
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