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Abstract
Background: Transition guidelines and recommendations for developing countries are limited and best transition
practices in young patients with chronic medical conditions have been poorly examined. This study evaluates
transition practices from pediatric to adult rheumatology care in Brazil.
Methods: Practicing pediatric rheumatologists registered in the Brazilian Society of Rheumatology were e-surveyed
with SurveyMonkey® using the Chira et al. questionnaire that had been used previously to evaluate transition
practices of pediatric rheumatologists from the Childhood Arthritis and Rheumatology Research Alliance (CARRA) in
the USA and Canada. The questionnaire was modified to better address specific issues pertaining to the Brazilian
health care system.
Results: Seventy-six of 112 (68%) pediatric rheumatologists responded. Only 13% of the respondents reported that
they had a well-established transition program and only 14% were satisfied with their current transition process.
Eighty percent did not use any specific tools to assess transition readiness. While 43% of respondents considered 18
as the ideal transition age, only a third effectively transitioned their patients at that age while 48% did later. Major
hurdles for a successful transition cited by the respondents included emotional attachment to the patients (95%)
insufficient training in transition practice (87%), lack of devoted time for transition preparation and process (80%),
lack of assistance by pediatric generalists, (77%), and lack of available adult subspecialists (75%). Sixty-seven percent
of respondents stated that their program would need more tools/resources to facilitate transition and 59% believed
that the development of specific guidelines would be useful to standardize and help with the transition process.
Conclusions: Our study demonstrates that the identified challenges pertaining to transition in Brazilian patients are
similar to those reported by pediatric rheumatologists in the United States and Canada. However, the current
financial economic pressures affecting Brazil’s health care system may force physicians to deprioritize non emergent
care such as transition. A comprehensive understanding of transition issues specific to youth in developing
countries and educating not only patients but also health care providers about the importance of a seamless
transition process will support the development of transition guidelines and ensure better outcomes of pediatric
subspecialty patients.
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Background
As the number and survival rates of children with
chronic health care needs and complex functional impairments increase, adult heath care providers are facing
new challenges to care for these patients [1–3]. Nowadays 10 years survival rates in chronic pediatric rheumatologic diseases such as juvenile idiopathic arthritis
(JIA) and juvenile Systemic Lupus Erythematosus (JSLE)
often exceed 95% [4] and a well-structured and effective
transition process becomes crucial to guarantee continuity of care and maintain an adequate health status [5–7].
The term transition is defined by the Society of Medicine and Adolescent Health as the “planned and
intended change of adolescents and young adults with
chronic health care needs from a child centered care to
an adult health care system” [2]. In 2007, the American
Academy of Pediatrics (AAP) rated "transitioning youth
with special health care needs to the adult clinic" among
the top 10 priorities of the Academy [8, 9].
Several studies have reported that transition from
pediatric to adult health care is often flawed due to limited medical staff training, the lack of a point person
responsible for the transition, financial difficulties, as
well as anxiety on the part of pediatricians, adolescents
and their parents related to the process. Young adults
often find it hard to take over the responsibility for their
own care and perceive their transition of care as incoherent and dysfunctional [10–13]. In addition, appropriate
infrastructure for such specialized health care remains
rare and transition practices have not been systematically
analyzed [9]. This leads to high dropout rates, loss in
follow-up and poor outcomes [6]. Unfortunately, this
problem is not unique to pediatric rheumatology but is a
concern across all pediatric subspecialties [8, 9].
Recommendations and transition guidelines for developing countries are even more limited and best transition practices in young patients with chronic medical
needs have been poorly studied. In a recently published
transition study from our university including sixteen
HIV-infected adolescents, the authors noted that the
patients required more time for the transition process and
feelings of disruption, abandonment, or rejection were
common. Many expressed the need to meet with their
future health care provider prior to transition [14, 15].
About 75% of the Brazilians population relies on the
use of the government’s free public national health
system that provides free medical services, including
hospitalization, surgeries, and drugs prescription [14].
Public hospitals are widely available, and provide free
treatment within the four-level health care including
emergency services to everyone. Pediatric rheumatology
is offered in tertiary and quaternary centers widespread
across the country present in greater numbers in capitals
and large cities [14].
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Since the AAP made transition a focus point, several
studies in pediatric subspecialty care including pediatric
rheumatology have been conducted and more transition
programs have became available [5–7, 16–18]. Studies
from the UK found that there was a significant heterogeneity in medical services for adolescents and young
adults as well as inappropriate training of the healthcare
staff to serve this patient population. [16, 17] In a 25-item
survey by the Childhood Arthritis and Rheumatology
Research Alliance (CARRA) assessing current transition
practices, transition policy awareness, and transitional care
barriers, deficiencies in education, resources, and lack of
formalized transition processes were noted by all of the
respondents [18].
Clemente et al. performed a systematic review on models
of transitional care in rheumatic diseases (RMDs), comparing and discussing the methodology and outcomes
of different programs that had been implemented and
tested in a real life situation. This review was part of a
EULAR/PRES initiative to develop recommendations
and standards for transitional care for young people
with rheumatic diseases and found that the number of
structured transitional programs published in the field
of RMDs were limited compared to other chronic diseases. The eight transition programs that met the inclusion criteria for best practice analysis were located in
North-America and Europe [19].
Data on transition practices in Brazilian pediatric
rheumatology does not exist. As a result, transition is
often not standardized and occurs abruptly without the
proper preparation of the patient, the family and the
doctors involved in the patients’ care.
The purpose of this article was to evaluate the transition practices in pediatric rheumatology centers in Brazil
using a modified questionnaire that had previously been
administered to pediatric rheumatologists in the US and
Canada by the Childhood Arthritis and Rheumatology
Research Alliance (CARRA).

Methods
An electronic questionnaire was created through SurveyMonkey® [20], based on a questionnaire previously used
by CARRA [18], consisting of 25 questions related to center specific transition practices. We modified this questionnaire by removing 3 questions since they were not
applicable to the Brazilian respondents. These 3 questions
pertained to “job description” – since all respondents were
pediatric rheumatologists, “familiarity with the transition
policies of the American Academy of Pediatrics” and
“measuring transition outcome”. We also merged 2 questions (question 11 and 12 of the original questionnaire)
about “selection of the adult provider” into one and added
2 questions: “How long has the respondent’s rheumatology program existed?” and “Who is responsible for
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transition?” Certain questions were adapted for Brazilian
providers (e.g. “location of practice”, “utilization of transition readiness tools in general instead of asking for specific tools geared towards the US or Canadian
population”).
As result, a 23 questionnaire was sent via e-mail to all
certified pediatric rheumatologists registered by the
Brazilian Society of Rheumatology, which constitutes the
majority of all certified PRs in Brazil. To be certified as a
pediatric rheumatologist, these professionals had to have
at least a year of clinical experience in Pediatric Rheumatology and to successfully pass the Brazilian Society of
Rheumatology’s board exam.
Descriptive statistics are presented. When applicable,
results from surveyed Brazilian pediatric rheumatologists
were compared to responses from the CARRA survey,
using comparisons of differences between proportions z
test statistical analysis, assuming independence of the 2
cohorts (using a 99% CI and α = 0.01).

Results
Seventy-six (67.9%) of 112 pediatric rheumatologists
registered by the Brazilian Society of Rheumatology
answered the questionnaire, representing 43 pediatric
rheumatology centers. All of the respondents’ practice
settings were located in urban areas and had been well
established for 20 years (SD ± 12 years). The average group
size consisted of six practicing physicians (SD ± 4.43).
Sixty-three percent of the respondents were working in
public funded centers linked to a federal or state university
system that were part of the public Brazilian Health Care
System. Sixty-eight percent of the respondents followed
fewer than 10% of patients with private health insurance.
For 45% of them transitional youth patients between the
ages of 14–21 years made up for a third of the entire patient population.
Table 1 summarizes the main characteristics of the
participant’s centers.
Transition practice

Half of the respondents stated that they transitioned
10–50 patients/year to adult care. When asked about
the ideal age of starting the transition process, 88% of
the respondents agreed that transition preparation
should not start before the age of 15 years. Sixty percent considered the ages from 15 to 17 the optimal
age to start preparing the patients for transition while
27% considered the ages from 18 to 20 as the ideal
age to start preparation. Whereas 43% of respondents
considered 18 as the ideal transfer age, only a third
reported effectively facilitating the transition at that
age. Forty-eight percent stated that transition occurred later, including 18% that transferred patients
even after the age of 21 years.
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Table 1 Characteristics of the participant centers
Answers
Affiliation

What type of Medical Center
are you practicing in?

How many patients do you
follow in your center?

How many patients do you follow
between the age of 14–21 years?

How many of your patients are
covered by private health insurance?

N (%)

Federal UC

24 (31.6)

State UC

24 (31.6)

Municipal UC

0

Private UC

13 (17.1)

None

15 (19.7)

Unknown

0

Answers

N (%)

General (adults
and children)

50 (65.8)

Pediatric (exclusively)

25 (32.9)

Unknown

1 (1.3)

Answers

N (%)

<100 patients

8 (10.5)

101–500 patients

36 (47.4)

501–1000 patients

21 (27.6)

> 1001 patients

6 (7.9)

Unknown

5 (6.6)

Answers

N (%)

<10%

9 (11.9)

11–30%

27 (35.5)

31–50%

23 (30.2)

> 51%

12 (15.8)

Unknown

5 (6.6)

Answers

N (%)

<10%

52 (68.4)

11–30%

11 (14.5)

31–50%

1 (1.3)

> 51%

7 (9.2)

Not informed

5 (6.6)

UC: University center

Only 13% of the respondents had a well-established
transition program. Transition teams were mainly led by
pediatric rheumatologists (38%) and adult rheumatologists (23%) and to a lesser degree by, social workers
(19%) and psychologists (17%). However, 61% stated that
they had no designated point person.
Transition readiness was assessed by physician’s evaluation of the patient’s knowledge of their illness and
current and past treatment. The vast majority (83%) of
pediatric rheumatologists stated not to use any specific
tools (such as checklists or protocols) to assess transition readiness. The patient’s age, patient request for
transition and the need to provide availability for new
pediatric patients were the most cited factors that influenced the decision to transition patients. Also, 20% of
respondents reported that the fact that their patients
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had children of their own would influence their decision
to transition them earlier. Additionally, 81% answered
that the final decision when to transition was solely at
the discretion of the pediatric rheumatologist.
The most common practice to facilitate the transition
process included providing a comprehensive patient chart
summary to the patient and/or adult health care provider
at the time of transfer. Due to the lack of a formal transition program, almost 20% of respondents provided a comprehensive chart summary as the only service at the time
of transition without any additional formal preparation.
Over 60% encouraged the young adult to independently
make an appointment with their future adult care provider
at least once prior to their final transition. About 75%
referred the patients to an adult rheumatologist within the
same local medical system.
Tables 2 and 3 summarize the characteristics of the
transition team and the main existing transition practices
at the participating centers.
Considerations about the transition

When asked to rank transition priorities, 88% of respondents thought that the pediatric rheumatologist had to
be primarily responsible for the transition process.
About a half of the participants (47%) considered it very
important that the patient had autonomy and were in
charge of making their own appointments with the adult
health care provider. The most helpful strategies for a
successful transition cited by almost all participants included a direct discussion with the patient/family about
the transition process during clinic visits (97%), while
Table 2 Characteristics of the transition team of participant centers

Transition Team Composition
-at least one of each profession
is on the transition team

Transition Team Coordination

Answers

N (%)

There is no a
multidisciplinary team

42 (55.3)

There is a a
multidisciplinary team:

34 (44.7)

- Pediatric rheumatologist

29 (85.3)

- Adult rheumatologist

18 (52.9)

- Social worker

15 (44.1)

- Psychologist

13 (38.2)

- Nurse

5 (14.7)

- General pediatrician

4 (11.8)

- Physical therapist

4 (11.8)

Answers

N (%)

There is no member
assigned to this function.

47 (61.8)

There is a member
assigned to this function:

29 (38.2)

- Physician

26 (89.6)

- Psychologist

3 (10.3)

patient educational groups ranked second (70%), directly
educating the patients about the transition over the
phone, messaging or via social media (Facebook, Twitter,
Instagram) outside regular clinic hours ranked third (52%)
and patient questionnaires about the transition process
ranked fourth (51%). Interestingly and in contrast to common practice, handing out a printed copy of the medical
record and transition specific pamphlets ranked lowest by
less than 50% of the respondents (Table 4).
Needs assessment

Only 14% of respondents were satisfied with the way
their center currently transitioned patients. Analyzing
the factors that respondents considered to be most
important in preventing them from successfully transitioning their patients to adult care included the strong
emotional attachment that they had formed with their
patients over the years (95%), lack of devoted time for
transition preparation and process (94%), lack of sufficient knowledge of the transition team how to facilitate
the transition process (87%), lack of available adult
subspecialists (75%), and lack of assistance by pediatric
generalists (77%). In addition, 92% of respondents were
concerned about their patients’ inability to take responsibility for their own health care management and their
lack of understanding of their diseases (>80%). Sixtyseven percent of participants believed that their center
needed more tools/resources to help with transition and
59% believed that the development of specific consensus
guidelines would be useful to guide and standardize the
process of transition (Table 5).

Discussion
Our data presented here is the first description of transition practices in pediatric rheumatology in Brazil and
demonstrates the challenges rheumatologists face in a
developing country. These survey results once again
confirm the conclusions of the American Academy of
Pediatrics that the conditions for transitional youth
continue not to be ideal.
We had to adapt the original CARRA questionnaire
[18] used by Chira et al. in order to appropriately assess
actual transition practices in Brazil as they are experienced by the local providers. We recognize that this
change in the questionnaire only allows a limited comparison of the transition data reported in these 2 studies.
In addition, studies conducted by surveys in general
suffer from incomplete response rates, recall, response
and social desirability bias. However, we did not detect
any major differences when we compared the responses
of Brazilian and US/Canadian pediatric rheumatologists
suggesting that these challenges are global and not
necessarily linked to the health care system where the
transition process occurs. Feedback rates from pediatric
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Table 3 Transition practices of the respondents
How many patients do
you transition per year?

What do you consider
the ideal age to start
the transition process?

What do you consider
the ideal age to
transfer patients?

Age at which transfer
actually happens?

Do you have a
transition policy?

Table 3 Transition practices of the respondents (Continued)

Answers

N (%)

<10 patients

34 (44.7)

10–50 patients

41 (54.0)

>50 patients

1 (1.3)

Answers

N (%)

<12 years

1 (1.3)

12–14 years

8 (10.5)

15–17 years

46 (60.5)

18–20 years

21 (27.6)

How do you facilitate
the transition process?

Patients are assisted by social
worker and/or psychologist.

13 (17.1)

Patient’s knowledge assessment
about their health insurance.

11 (14.5)

Answers

N (%)

Provide a medical summary
of the disease to the patient
and/or the center where the
patient will be followed.

66 (86.8)

Schedule the first visit for the
patient in the center of adult
rheumatology.

30 (39.5)

Provide copy of the
patient’s records.

20 (26.3)

Development of an
individual transition plan.

9 (11.8)
8 (10.5)

Answers

N (%)

14 years

4 (5.3%)

15–17 years

18
(23.7%)

18 years

33
(43.4%)

19–20 years

11
(14.5%)

Provide a map with instructions
of how to get to the center
of adults where the patient
will be followed.

> 21 years

10
(13.2%)

Provide instruction on the
health insurance.

7 (9.2)

Answers

N (%)

Flyers/educational materials.

6 (7.9)

14 years

2 (2.7)

We do not provide any material. 3 (3.9)

15–17 years

11 (14.5)

Other practices.

18 years

26 (34.2)

19–20 years

23 (30.2)

> 21 years

14 (18.4)

Answers

N (%)

There is not a formal
transition program, but
follows an informal protocol
to transition patients.

37 (48.7)

There is not a transition
program, but there is
interest in implementing one.

27 (35.5)

There is a formal transition
program, well-established
and structured.

10 (13.1)

Transition program
under development.

Do you use any tools
for transition?

8 (10.5)

Answers

N (%)

No tools.

63 (82.9)

Checklist with objectives to
10 (13.2)
be met by the time of transition.
Protocols that assess the
patient’s readiness for transition.

7 (9.2)

Answers

N (%)

Age of the patient.

73 (96.1)

Patient request for transition.

28 (36.8)

Transition patients in order
to have place for new patients.

23 (30.3)

Patient’s family request
for transition.

22 (28.9)

10 (13.1)

Patient’s disease activity.

20 (26.3)

The transition has not
been discussed.

3 (4.0)

Patient having children/starting
a family.

15 (19.7)

There is no need for a
transition program
at this time.

1 (1.3)

Private health insurance status.

8 (10.5)
7 (9.2)

Answers

N (%)

Distance between the
patient’s residence and
its rheumatology center.

How do you prepare your Patient’s knowledge assessment
patients for transition?
about their own illness, current
and past treatments.

What influences the
decision to transfer?

50 (65.8)

Prior visit with an adult
rheumatology from the
center where the patient
will be taken.

48 (63.2)

Discussion on education,
vocation and finding a job.

21 (27.6)

Who makes the final
decision when to
transfer the patient?

Patient getting a job.

5 (6.6)

Answers

N (%)

The doctor

62 (81.6)

The patient

4 (5.3)

The family of the patient

1 (1.3)

Others

9 (11.8)

Answers

N (%)
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Table 3 Transition practices of the respondents (Continued)
Where do you transfer
your patients to?

Adult rheumatology tertiary
center linked to the same
pediatric rheumatology center.

57 (75.0)

Secondary specialized medical
center not linked to the
original center

16 (21,0)

Private rheumatologist

15 (19.7)

Patient/family find
themselves a specialist

5 (6.6)

Other

12 (15.8)

Answers
How many times do
One return.
you allow your patients
to return to the pediatric More than one return.
rheumatology center after No returns.
the transition?

Table 4 Transition practices
Who is primarily
responsible for the
transition process?

N (%)
47 (61.8)

On a scale from 0
to 5, how important
it is that the patient
schedule their own
appointments?

9 (11.9)
20 (26.3)

rheumatologists were high with a two-thirds response
rate comparable to the prior survey conducted by
CARRA (67,9% vs 55%, p = 0,01778; CI 99%: 0,679,
0,549) suggesting that this data assessment tool may be
useful in a developing country. The high rate of participation in our study may be explained by the fact that
most respondents worked in a well-established pediatric
rheumatology center linked to a university.
Only 13% of the respondents reported to have a structured transition program with few having a multidisciplinary transition team and more frequently without a
designated point person compared to the US/Canadian
centers (61% vs 30%, p = 0; CI 99%: 0,310, 0,618). The
most common practice of transition consisted of providing patients and their future adult rheumatologists with
a summary of the medical record at the time of patient
transfer. US/Canadian and Brazilian pediatric rheumatologists agreed that they should be primarily responsible for the transition process (90% vs 88%, p = 0.68916;
CI 99%: 0.899, 0.882). Also, the majority of Brazilian
pediatric rheumatologists felt that the final decision of
when to transfer a patient was determined by them. We
found a substantially higher proportion of younger patients transitioning before the age of 21 years in Brazil
when compared to the data of CARRA study (82% vs
53%, p = 0; CI 99%: 0.816, 0.525). This may be explained
by differences between the Brazilian and other health
care systems. In addition, 20% of the respondents reported that the fact that their patients had children of
their own influenced their decision making to transition
these patients earlier, which was substantially less than
in the CARRA survey where 55% of the respondents reported that this factor was very important in influencing
their decision to transition [18]. Lastly, while 33% of US
and Canadian pediatric rheumatologists utilized tools to
facilitate the transition process only 17% of the Brazilian

What resources do
you find useful to
facilitate transition?

Answers

N (%)

The patient himself.

30 (39.5)

The family of the patient.

16 (21.1)

The pediatric
rheumatology center.

67 (88.2)

The adult rheumatology
center that will receive
the patient.

26 (34.2)

Answers

N (%)

0

5 (6.6)

1

3 (4.0)

2

11 (14.5)

3

9 (11.8)

4

12 (15.8)

5

36 (47.3)

Answers

N (%)

Educational pamphlets
targeted to the
patient (printed).

Very useful: 36 (47.4)
A bit useful: 39 (51.3)
Useless: 1 (1,3)

Educational pamphlets
targeted to the patient
(online).

Very useful: 29 (38.1)
A bit: 43 (56.6)
Useless: 4 (5.3)

Educational group
sessions regarding
the transition process.

Very useful: 53 (69.8)
A bit useful: 21 (27.6)
Useless: 2 (2.6)

Discuss the transition
process during
medical visits.

Very useful: 72 (97.3)
A bit useful: 2 (2.7)
Useless: 0
No answer: 2

Questionnaires to assess
patients’ knowledge
about transition.

Very useful: 39 (51.3)
A bit useful: 33 (43.4)
Useless: 4 (5.3)

Use of direct forms of
communication to educate
and answer questions:
phone calls, emails, text
messages, whatsapp, etc.

Very useful: 41 (53.9)

Use social media to educate
and answer questions:
Facebook, Twitter,
Instagram, others.

Very useful: 38 (50.7)

A bit useful: 31 (40.8)
Useless: 4 (5.3)

A bit useful: 29 (38.7)
Useless: 8 (10.7)
No reply: 1

Printed copy of the
medical records.

Very useful: 31 (41.3)
A bit useful: 40 (53.3)
Useless: 4 (5.3)
No reply: 1

Online version of the
medical records.

Very useful: 40 (53.3)
A bit useful: 27 (36.0)
Useless: 8 (10.7)
No reply: 1
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Table 5 Needs Assessment
Answers
What are your needs regarding transition?

What are the barriers for successful transition?

N (%)

Center needs more tools/resources to implement transition.

51 (67.1)

Development of consensus criteria, with specific
guidelines would be useful to guide and standardize
the transition process.

45 (59)

No needs. We are satisfied with the way our center does transition.

11 (14.5%)

No needs. Our staff is properly trained to deal with transition.

11 (14.5)

No needs. Our center has sufficient resources and staff to
deal with transition.

8 (10.5)

No needs. Our center devotes sufficient time for transition

5 (6.6%)

Answers

N (%)

Lack of general practitioners to assist the transition process.

Does not difficult: 16 (21,0)
Difficult a bit: 29 (38.2)
Difficult a lot: 30 (39.5)
No answer: 1 (1.3)

Lack of rheumatology centers available for transitioned patients.

Does not difficult: 9 (11.9)
Difficult a bit: 10 (13.1)
Difficult a lot: 56 (73.7)
No answer: 1 (1.3)

Emotional attachment between the pediatric rheumatology
team and the patient/family.

Does not difficult: 4 (5.3)
Difficult a bit: 32 (42.1)
Difficult a lot 40 (52.6)

Lack of patients’ understanding about their disease.

Does not difficult: 13 (17.1)
Difficult a bit: 36 (47.4)
Difficult a lot: 27 (35.5)

The patient’s inability to take responsibility
for their own care.

Does not difficult: 5 (6.6)
Difficult a bit: 36 (47.4)
Difficult a lot: 34 (44.7)
No answer: 1 (1.3)

Lack of devoted time for transition in pediatric
rheumatology centers.

Does not difficult: 4 (5.3)
Difficult a bit: 42 (55.3)
Difficult a lot: 30 (39.4)

Lack of knowledge and training of pediatric
rheumatology team.

Does not difficult: 9 (11.8)
Difficult a bit: 37 (48.7)
Difficult a lot: 29 (38.2)
No answer: 1 (1.3)

rheumatologist made use of these tools, but this difference was not found to be statistically significant (33% vs.
17%, p = 0.0114; CI 99%: 0.329, 0.171).
In the absence of well-structured programs and standardized tools, a thorough assessment of the patient’s
knowledge of their illness, their current and previous
treatments during their clinic visits becomes essential in
facilitating a successful transition. Furthermore, in contrast to their US/Canadian colleagues, discussions about
vocational resources or strategies how to find a job are
not common practice in Brazil (66% vs 27%, p = 0; CI

99%: 0.658, 0.263) [18]. In addition, a pre transition visit
with the future adult rheumatologist arranged by the
patients themselves was felt to be of major importance
and further asserting independence and patient autonomy. Lastly there is an increasing awareness that digital
media play a crucial role during the transition process
and facilitate communication between patient and health
care providers. One may speculate that the lack of
universal access to such digital media may further impede transition of care in developing countries. However,
with growing digitalization of society and increasing
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access to social media via phone or computers, this may
change and become an increasingly important educational and transition tool.
Finally, adult rheumatologists play a crucial role in the
adolescent/young adult’s adaptation to the new reality
and bring new perspectives to the pediatric visit. Similar
to centers in the US and Canada, the lack of adult
subspecialists, especially in the Brazilian public health
care system where centers of expertise work beyond
their capacity, creates a major hurdle to make transition
successful. Another major hurdle is the current financial
economic pressures affecting Brazil’s health care system
that may force physicians to deprioritize non emergent
care such as transition. This may explain why more physicians were unaware of transition practices, tools and were
lacking the infrastructure to build a transition program.
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Conclusion
In conclusion, transition policies for pediatric rheumatology in Brazil are few and not standardized. This can lead
to poor prognosis and unsatisfactory outcomes. We believe that educating not only patients but also adult
providers about the importance of a seamless transition
process remains a critical issue to serve chronically ill
patients population. Our study contributes to a better
understanding of transition practices in pediatric rheumatology centers in Brazil, its main weaknesses and failures.
The fact that we did not detect any major differences
between the responses of Brazilian and US/Canadian
pediatric rheumatologists suggests that concerns related to transition are global. Nevertheless, transition
programs should be individualized based on specifics of
the local health care systems. The results of our study
will hopefully lead to the development of well-structured
transition programs and accurate outcomes parameters
ensuring a successful transition of pediatric patients to
adulthood.

Author details
1
Division of Rheumatology, Department of Pediatrics, Federal University of
São Paulo, São Paulo, Brazil. 2Division of Rheumatology MS 60, Children’s
Hospital Los Angeles, Keck School of Medicine, University of Southern
California, Los Angeles, USA.

Abbreviations
CARRA: Childhood Arthritis and Rheumatology Research Alliance; JIA: Juvenile
idiopathic arthritis; JSLE: Juvenile Systemic Lupus Erythematosus
Acknowledgements
Not applicable.
Funding
This work was supported by a grant to Andreas Reiff by MEC/MCTI/CAPES/
CNPQ/FAPS (Brazil) as a part of an incentive program for research
“PESQUISADOR VISITANTE ESPECIAL - PVE 2014” and supported by research
grants from Conselho Nacional de Desenvolvimento Científico e Tecnológico
(CNPq 303,752/2015–7) to Maria Teresa Terreri.
Availability of data and materials
The datasets generated and/or analyzed during the current study are
available in a specific SurveyMonkey© repository, available from the
corresponding author on reasonable request.

Competing interests
The authors declare that they have no competing interests.
Consent for publication
Not applicable.
Ethics approval and consent to participate
Not applicable.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Received: 5 January 2017 Accepted: 19 May 2017

References
1. Crowley R, Wolfe I, Lock K, McKee M. Improving the transition between
paediatric and adult healthcare: a systematic review. Arch Dis Child. 2011;
96(6):548–53.
2. Jorissen W, Okinow NA, Orr DP. Transition from child-centered to adult
health-Care Systems for Adolescents with chronic conditions. J Adolesc
Health. 1993;14(7):570–6.
3. Cooley WC, Sagerman PJ. Supporting the health care transition from
adolescence to adulthood in the medical home. Pediatrics. 2011;
128(1):182–200.
4. Hashkes PJ, Wright BM, Lauer MS, et al. Mortality outcomes in pediatric
rheumatology in the US. Arthritis Rheum. 2010;62:599–608.
5. Tucker LB, Cabral DA. Transition of the adolescent patient with rheumatic
disease: issues to consider. Rheum Dis Clin N Am. 2007;33:661–72.
6. Felsenstein S, Reiff AO, Ramanathan A. Transition of care and health-related
outcomes in pediatric-onset Systemic Lupus Erythematosus. Arthritis Care
Res (Hoboken). 2015;67(11):1521–8.
7. Shaw KL, Southwood TR, McDonagh JE. Growing up and moving on in
rheumatology: a multicentre cohort of adolescents with juvenile idiopathic
arthritis. Rheumatology (Oxford). 2005;44:806–12.
8. American Academy of Pediatrics. American Academy of Family Physicians.
American College of Physicians-American Society of internal Medicine. A
consensus statement on health care transitions for young adults with
special health care needs. Pediatrics. 2002;110(6 Pt 2):1304–6.
9. American Academy of Pediatrics. American Academy of family physicians,
and American College of Physicians, transitions clinical report authoring
group supporting the health care transition from adolescence to adulthood
in the medical home. Pediatrics. 2011;128(1):182–200.
10. Okumura MJ, Heisler M, Davis MM, Cabana MD, Demonner S, Kerr EA. Comfort
of general internists and general pediatricians in providing care for young
adults with chronic illnesses of childhood. J Gen Intern Med. 2008;23:1621–7.
11. Okumura MJ. Growing up and getting old(er) with childhood-onset chronic
diseases: paving the way to better chronic illness care worldwide. J Adolesc
Health. 2009;45(6):541–2.
12. Reiss JG, Gibson RW, Walker LR. Health care transition: youth, family, and
provider perspectives. Pediatrics. 2005;115:112–20.
13. Callahan ST, Winitzer RF, Keenan P. Transition from pediatric to adultoriented health care: a challenge for patients with chronic disease. Curr
Opin Pediatr. 2001;13:310–6.

Anelli et al. Pediatric Rheumatology (2017) 15:47

Page 9 of 9

14. Scheffer M, Biancarelli A, Cassenote A. Medical demography in Brazil 2015.
Department of Preventive Medicine, State University of São Paulo. Regional
Council of Medicine of São Paulo state. São Paulo: Federal Council of
Medicine; 2015. p. 118. ISBN: 978-85-89656-22-1
15. Machado DM, Galano E, de Menezes Succi RC, Vieira CM, Turato ER.
Adolescents growing with HIV/AIDS: experiences of the transition from
pediatrics to adult care. Braz J Infect Dis. 2016;20(3):229–34.
16. McDonagh JE, Foster HE, Hall MA, Chamberlain MA. Audit of rheumatology
services for adolescents and young adults in the UK. British Paediatric
Rheumatology Group Rheumatology. 2000;39:596–602.
17. McDonagh JE, Southwood TR, Shaw KL, British Paediatric Rheumatology
Group. Unmet education and training needs of rheumatology health
professionals in adolescent health and transitional care. Rheumatology.
2004;43:737–43.
18. Chira P, Ronis T, Ardoin S, White P. Transitioning youth with rheumatic
conditions: perspectives of pediatric rheumatology providers in the United
States and Canada. J Rheumatol. 2014;41(4):768–79.
19. Clemente D, Leon L, Foster H, Minden K, Carmona L. Systematic review and
critical appraisal of transitional care programmes in rheumatology. Semina
Arthritis Rheum. 2016;46(3):372–9.
20. SurveyMonkey, http://www.surveymonkey.com

Submit your next manuscript to BioMed Central
and we will help you at every step:
• We accept pre-submission inquiries
• Our selector tool helps you to find the most relevant journal
• We provide round the clock customer support
• Convenient online submission
• Thorough peer review
• Inclusion in PubMed and all major indexing services
• Maximum visibility for your research
Submit your manuscript at
www.biomedcentral.com/submit

