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National Priorities for High-quality Rheumatology Transition
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Amanda Steiman6, and Elizabeth Stringer7
ABSTRACT. Objective. To conduct a needs assessment and environmental scan to support optimal transition from pediatric to adult rheumatology care in Canada.
Methods. This initiative involved 3 phases: (1) a survey-based needs assessment of adult and pediatric
rheumatologist members of the Canadian Rheumatology Association to identify perceived infrastructure,
educational needs, and national resources to support transition care; (2) an environmental scan, through
semistructured interviews, of existing rheumatology transition service care models and challenges in care
delivery; and (3) a focus group to prioritize national activities.
Results. The needs assessment survey was completed by 65 members, with 66% agreeing that a national
approach to transition care was needed. Semistructured interviews reflecting activities at 9 transition care
sites were conducted, and they identified candidate models of care, including direct transfer, progressive
transfer, and shared care models. Challenges and needs experienced in these care models reflected resource
and infrastructure needs, poor availability of mechanisms to support parents and youth through the transition process, and the need for evaluation to support quality improvement. The focus group and prioritization activity was attended by 26 participants, with each having the ability to cast 3 votes. “Supporting patient
education for transition to adult rheumatology health care system” (n = 17 votes) and “advocacy activities
to access allied health support, including funding” (n = 10 votes) emerged as the top priorities for national
initiatives.
Conclusion. We have identified priorities in education and advocacy for advancing transition care in Canada
that require participation of pediatric and adult rheumatology providers, patients, and arthritis stakeholders
in the interest of advancing transition care outcomes.
Key Indexing Terms: needs assessment, quality of health care, rheumatology, transition to adult care

Adolescents with chronic rheumatic diseases require a transfer
of medical care from the pediatric to adult healthcare systems.
While “transfer” is typically regarded as a single point in time
when an adult provider assumes care from the pediatric provider,
“transition” is a process that begins well before the actual transfer
and continues into young adulthood. Within transition activities, youth and care teams go through progressive planning, as
well as knowledge and skill development toward independent

management of chronic conditions1. Transition occurs in
parallel with normal adolescent development, which includes
changes in cognition from concrete to abstract thinking, moving
toward increasing autonomy, identification of peer groups, and
emotional, physical, and sexual development. Key goals for transition and transfer are to optimize health outcomes and facilitate
each young person’s attainment of their potential as they move
into adulthood2.
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There is growing evidence for the value of transition care in
rheumatology outcomes3, but most of the evidence supports
transition and transfer periods as being high-risk periods for gaps
in care leading to poor patient outcomes. Continuity of care is a
key indicator of successful transition4, yet 25–75% of youth with
juvenile idiopathic arthritis ( JIA) and other rheumatic diseases
have a gap in their care or are lost to follow-up during transfer
to adult services5,6,7,8. This is a disturbingly high rate for conditions that require long-term treatment and have the potential for
significant morbidity and mortality. Further, the transfer period
occurs with an increased incidence of mental health comorbidities, emphasizing the need for continuous contact with the
healthcare system8,9.
The European League Against Rheumatism (EULAR)/
Pediatric Rheumatology European Society (PReS) has published
guidelines for the transition of children with juvenile-onset
rheumatic diseases10. Despite increased attention to the practice of transition, barriers to providing optimal care remain,
including education and exposure to high-quality transition
during training11, and appropriate healthcare infrastructure and
patient supports for the transition process3. In a study including
both American and Canadian pediatric rheumatologists, insufficient time to provide transition services, perceived insufficient
readiness and self-management skills of adolescents, fragmentation and lack of primary and specialty adult care providers, and
lack of knowledge about linkages to community resources that
support young adults were reported12. In a previous Canadian
rheumatologist workforce survey, 25% of adult rheumatologists reported providing care in transition clinics and another
25% reported having provided care to patients < 18 years of age,
who presumably were without specific structured supports13.
This evidence suggests that gaps exist in the transitional care of
adolescents and young adults with rheumatic disease in Canada,
yet international guidelines may not reflect context-specific
factors such as health system structure or the nature of interactions between pediatric and rheumatology care providers; thus,
this gap speaks to the need for individual countries to plan their
uniquely needed activities14. The objective of this study was to
identify national priorities to support and improve transition
care initiatives.
MATERIALS AND METHODS

Phase 1: Needs assessment. We developed a survey for Canadian rheumatologists (Supplementary Data, available from the authors on request) based on
2 previous surveys conducted in the United States12,15. We sought to identify
current involvement in transition care, preparation activities for providing
this care, and awareness of existing transition resources. Participants were
asked to identify barriers to transition care encountered in their practices,
as well as perceived needs and areas of focus to be pursued. Demographic
information was collected to contextualize responses. The survey was available in English and French, with a combination of close-ended responses
and free-text fields. The survey was administered using QualtricsXM and
distributed to adult and pediatric rheumatologists in Canada through the
Canadian Rheumatology Association (CRA) email system in January 2020,
with a reminder sent in February 2020. Analysis was conducted in STATA
IC 16.1 (StataCorp) to generate descriptive statistics, with stratified analyses based on adult or pediatric rheumatologist practice, training in transition care, and current involvement in transition care.

Phase 2: Environmental scan of existing transition models in Canada.
Environmental scans fulfill several roles in healthcare, including the examination of existing programs and services for specific populations; the assessment of community, practice, and education supports required; and the
guidance of quality improvement initiatives16. Passive (collecting existing
knowledge) and active (creating new knowledge) approaches are described,
and analysis is descriptive in nature17. Semistructured interviews were
conducted to gather information on the structure and processes of existing
rheumatology transition and transfer clinics. Interview questions were
based on the guidelines for structure and process of transitional care from
the Canadian Association of Paediatric Health Centres (CAPHC), the
Canadian Paediatrics Society (CPS), the American Academy of Pediatrics
(AAP), and the EULAR/PReS standards1,10,18 (Supplementary Data, available from the authors on request). Potential interview participants were
identified by the research team through several mechanisms, including
rheumatologists known to be engaged in transition care provision with the
assistance of the CRA Pediatrics Committee, and through the suggestions
of participants completing interviews. Participants were invited by email
and all interviews for consenting participants were conducted by telephone
in English by 1 member of the research team (CB).
Phase 3: Focus group. A general invitation for participation at a combined
in-person and online focus group prior to the opening of the CRA Annual
Scientific Meeting in February 2020 was distributed by email by the organization. Individualized invitations were sent by the investigators to rheumatologists and allied health professionals with a known interest in transition
care, and to patient representatives from the juvenile rheumatic disease
community. The focus group was facilitated by a research team member who
has qualitative and quantitative research experience and who is a national
representative and peer group leader for patients with juvenile rheumatic
diseases (KC). A Web-based meeting platform and teleconference lines
facilitated remote participation, as the facilitator would interact with
both in-person and remote participants. During the focus group, results
of the needs assessment and environmental scan were shared with participants, and the list of candidate priorities generated from these sources for
national activities were presented. Discussion on the candidate priority areas
followed to clarify domains and add other candidate items. Participants
were then asked to participate in a Dotmocracy voting process19, with each
receiving 3 votes to cast (either using physical “dot” stickers, or through
email if attending remotely) on which priorities were of most importance to
pursue at the national level. Votes were tallied to identify the top priorities,
followed by group discussions on activities to complete and stakeholders to
involve in future initiatives.
Ethical approval. All phases of this study were approved by the University of
Calgary Conjoint Health Research Ethics Board (REB19-1979).

RESULTS
Phase 1: Needs assessment survey
1.1 Participant characteristics. A total of 36 adult rheumatologists, 25 pediatric rheumatologists, and 4 rheumatologists
providing care to both population groups participated (n = 65 of
585 CRA members, 11.1%), with demographic characteristics
presented in Table 1. Eighteen (28%) respondents (10 pediatric,
7 adult, and 1 rheumatologist providing care to both adult and
pediatric populations) were actively providing transition care in
a multidisciplinary transition service. Fourteen (22%) respondents (7 pediatric, 4 adult, and 3 both) had formal transition
care training, acquired during medical school (n = 2), internal
medicine or pediatric residency (n = 5), rheumatology residency
or fellowship (n = 11), or through workshops (n = 5), conferences (n = 6), or a local education session (n = 4).
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Table 1. Needs assessment survey participant characteristics.
Characteristics
Category Description
		
Rheumatology specialty

Participants,
n = 65, %a

Adult practice
Pediatric practice
Both adult and pediatric practice
Transition care provider
No
Yes
Formerly
Formal transition
Specific to rheumatology
care training
Not specific to rheumatology
Practice location
Eastern Canada
Central and Western Canada
Practice setting
Academic practice
Community practice
No. rheumatologists in
Solo practice
practice setting
2–4 rheumatologists
> 5 rheumatologists
Age, yrs
< 40
40–60
> 60
Sex
Female
Yrs in rheumatology practice
<5
5–10
11–15
> 15
Medical school training in Canada		
Internal medicine or pediatrics
residency training in Canada		
Rheumatology training in Canada		
a

55
39
6
65
29
7
22
11
59
41
77
23
14
28
57
31
45
25
75
25
23
11
42
82
86
92

Percentage may not add to 100% due to rounding.

1.2 Transition care processes in Canada. Twenty-one of 59
respondents (35.5%) strongly agreed or agreed that they
were satisfied with the current transition processes in place,
and only 23.7% strongly agreed or agreed they had sufficient
resources and personnel to adequately address transition care.
Twenty-four (38.7%) of 62 respondents did not have a multidisciplinary transition service available in their area and 8 (12.9%)
of 62 respondents were uncertain if there was one. The majority
of respondents did not have a designated staff member to coordinate transition (n = 42/58, 72.4%), with responsibility assumed
by physicians (n = 10), a nurse (n = 5), or an office administrator
(n = 1).
The timing of transfer was reported by the majority of respondents (85.7%) to occur between the ages of 16–18 years. Several
factors beyond age were selected as important when informing
the exact timing of transition, including increasing therapeutic
options approved in adult but not pediatric rheumatology,
patient readiness and request for transition, and disease activity.
Life event transitions or logistical concerns such as physician
workload or health insurance coverage were perceived as less
important (Table 2).
The most important factors in choosing an adult rheumatology colleague to receive a transitioning patient was their
expressed interest in transition and the quality of care provided
(both responses selected as extremely/very important by 93%).

The availability of specialized transition clinics, location of practice, feedback received from prior patients transitioning to the
provider, provider’s reputation in the community, and quality
of communication were also frequently selected as extremely
or very important (Supplementary Table 1, available from the
authors on request). A clinical niche for the condition of the
transferring patient was frequently cited in the free-text response
box to this question.
When asked about the existence of transition policies in their
practice, pediatric rheumatologists were more likely to have a
written policy (32% vs 3% of adult rheumatologists), and adult
rheumatologists were more likely to respond that they had not
given a written transition policy much thought (32.4% vs 0%
of pediatric rheumatologists; both P = 0.002). Those without a
formal transition policy did report following standard informal
procedures (52.9% adult, 60% pediatric rheumatologists).
Having a transition policy did not vary by being engaged in a
multidisciplinary transition care team (P = 0.27) or having had
prior transition care training exposure (P = 0.22).
1.3 Major barriers to care. Availability of allied health providers
to support transition (48.2%), and the patient not being prepared
for differences between pediatric and adult healthcare systems
(48.2%) were the most frequently identified barriers to care
(Table 3). Other frequently cited barriers included availability
of primary care to support transition (41.1%), and concerns
around parental adjustment to the adult system (39.3%). Gaps
in communication, coordination, guidelines, and protocols
between the pediatric and adult systems were also identified
concerns, as was coordination of care with other consulting
specialty services. Insufficient time to address transition and lack
of remuneration for transition care were identified by 37.3% and
44.8% of respondents, respectively. Together, barriers to transition and lack of transition clinic support to overcome these were
perceived to present an advantage to remaining in pediatric care,
related to the availability of resources and safety nets for patients,
and the additional time available to support patient care.
1.4 Awareness of existing resources. Two-thirds of participants were aware of transition care resources (n = 43, 66.2%),
including those issued by the CAPHC (n = 12), CPS (n = 20),
AAP (n = 8), EULAR/PReS (n = 22), or a provincial (n = 8),
local hospital (n = 16), or online resource (n = 13). Pediatric
rheumatologists were more frequently aware of existing practice resources (P = 0.002). Over half the respondents strongly
agreed or agreed that additional tools were required to facilitate
transition care (n = 33 of 59 responses, 55.9%). The identification of what additional resources are needed was informed by
the respondents’ level of comfort in addressing specific domains
of transitional care (e.g., mental health, insurance and general
health topics; Supplementary Table 2, available from the authors
on request).
1.5 Perceived needs. Two-thirds of participants endorsed a
need for a national approach to transition care (n = 37 of 56
responses, 66.1%), and 16 (28%) indicated they were not sure.
Those who supported a national approach identified knowledge
of processes of transition care and maintaining a compilation

Personal non-commercial use only. The Journal of Rheumatology Copyright © 2021. All rights reserved.

428

The Journal of Rheumatology 2021;48:3; doi:10.3899/jrheum.200790

Downloaded on June 25, 2022 from www.jrheum.org

Table 2. Alternative suggestions to determine the timing of transition.
Characteristics

Extremely Important

Expanded therapeutic options
Patient readiness
Patient request
Patient disease activity
Age
Parent request
Distance from pediatric facility
Provider needed to address adult issues
Marriage/family
Graduating from college
Transition to workforce
Transition to college/postsecondary education
Physician workload
Health insurance coverage

Very Important

40.0
38.3
34.5
33.9
32.8
18.6
15.3
10.3
6.8
6.8
5.2
5.2
3.4
0

38.3
43.3
44.8
33.9
32.8
28.8
33.9
29.3
35.6
23.7
32.8
31.0
8.5
10.2

Moderately Important Slightly Important
11.7
18.3
17.2
20.3
31.0
40.7
35.6
32.8
25.4
30.5
34.5
36.2
32.2
23.7

Not at All Important

6.7
0
3.5
6.8
3.5
6.8
8.5
12.1
18.6
22.0
17.2
15.5
30.5
13.6

3.3
0
0
5.1
0
5.1
6.8
15.5
13.6
17.0
10.3
12.1
25.4
52.5

Values are in %.
Table 3. Major barriers to care (n = 56 responses).
Major Barriers

Proportion Indicating Factor Was a
Major Barrier to Care, %

Availability of allied health providers to support transition
Patient not prepared for differences between pediatric and adult healthcare systems
Availability of primary care to support transition
Parents having difficulty transferring responsibility to the youth
Patient/family expectations unrealistic of adult health system
Communication, coordination, guidelines, and protocols between pediatric
and adult systems
Availability of practice resources/tools
Lack of knowledge of community supports
Lack of training in transition care
Patient knowledge/preparation about their disease and/or skills to self-advocate
at physician visits
Adult rheumatologist’s skills/knowledge
Inadequate communication of diagnosis, history, and/or treatment outcomes
Strong bonds existing with pediatric team
Lack of knowledge about disease course
Adult rheumatologist availability

transition resources in the local area as priorities to be addressed
in this initiative (Table 4).
Phase 2: Models of rheumatology transition care in Canada
2.1 Participants. Nine interviews with 11 healthcare providers
representing 9 transition clinics in British Columbia, Alberta,
Ontario, Quebec, and Nova Scotia were completed; 1 additional
interview was scheduled but not completed. Transition clinics
would occur within academic hospital sites, with the exception
of 2 sites where clinics were held outside the academic hospital
setting. At the time of interview, transition care clinic structures
had been in place for a range of 7 months to approximately 24
years at these sites, and had individual rosters varying between
25–300 active patients at any time.
2.2 Models and processes of transition care in Canadian clinics.
Across clinics, 3 models of care were described: (1) direct transfer

48.2
48.2
41.1
39.3
37.5
32.1
23.2
21.4
19.6
19.6
17.9
16.1
16.1
14.3
12.5

of care from pediatric to adult rheumatology providers; (2) a
progressive model with overlap of pediatric and adult providers
working toward assumption of responsibility of care by adult
rheumatology providers; and (3) a shared care model between
pediatric and adult rheumatology providers with set transition
activities (Figure 1). In pediatric rheumatology, transition activities were introduced as early as age 13 in some clinics, with
the majority initiating preparations closer to the patient’s 18th
birthday or graduation from high school. Transition activities
encompassed empowering youth with knowledge about their
conditions and treatments, gradually introducing and encouraging independence from parents for medical care, using specific
transition tools to set goals and actions toward independence,
and undergoing specific multidisciplinary assessments to identify ancillary supports needed prior to transfer to adult care. At
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Table 4. Focus for national transition activities (n = 52 responses).
Transition Activities

Extremely Important, %

Knowledge of process of transition care
Compendium of transition resources in my local area
Best practices in rheumatology transition care reference document
Knowledge of elements of transition care
Assessment of transition readiness
Guidelines for pharmacotherapy treatment for adults with
juvenile-onset disease
Guidelines for nonpharmacotherapy treatments for adults with
juvenile-onset disease
Care pathway for rheumatology transition care
Compendium of transition resources available at a national level

some sites using the direct transfer of care model, there were not
any formalized transition activities prior to or following transfer.
Seven of the sites had access to allied health providers during the
transition process, including nursing, social work, physiotherapy,
occupational therapy, child life specialists, pharmacy, psychology,
nutrition, vocational training, and driving assessors; however,
these teams were not widely available outside of pediatric-based
clinic sites. Connecting patients to primary care was difficult in
most provinces; this was related to patients and families being
habituated to pediatric care teams, and to the lack of availability
of physicians. As a result, primary care management frequently
defaulted to the adult rheumatologist. The majority of sites did
not have a patient/family advisory committee or written transition policy. Charting systems were distinct between pediatric
and adult rheumatology sites (in all but one), which required
duplication of historical data entry during transfer. Five sites
had formalized tracking of patient outcomes, 4 sites collected
patient experience information, and 7 sites were engaged in transition care–related research. Formalized education sessions on

Very Important, %

38.5
38.5
35.3
33.3
32.7

42.3
34.6
39.2
54.9
46.2

26.9

36.5

25.0
23.1
17.3

32.7
42.3
32.7

transition care topics were rare in the participating centres and
thus knowledge and skill acquisition required providers to seek
out these opportunities outside the institution; however, most
transition clinics ensured pediatric and adult rheumatology
trainees participated in the clinic to provide exposure to transition care.
2.3 Challenges and perceived needs. All participants indicated that
the success of transition clinics hinged on allied health support;
thus, funding for allied health providers outside of pediatric
sites was seen as crucial for sustaining and expanding program
resources. Programs and services to support youth in aspects
outside of rheumatology clinical care, such as mental health
resources and peer support groups, were difficult to access and
felt to be critically important. Structural clinic issues including
charting systems, scheduling and logistics supports, and communication methods accessible to youth were identified as needing
to be resolved to support clinic efficiency and provide continuous
care while improving follow-up visit rates. Practitioners in transition care cited limited time, large patient volumes, and lack of

Figure 1. Models of care for transition of rheumatology patients from pediatric to adult care in Canada.
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recognition for the value of their work, either in their contracts
(if salaried) or by fair remuneration (in fee for service settings),
as barriers to care. Identified needs included the following:
patient navigation methods; mechanisms to support parents and
youth through the transition process, including establishing a
network of transition providers across the country to facilitate
patient relocation for school and employment; and funding of
transition program evaluation to confirm the effect and quality
of care provided in existing models, or tailoring where needed.
Some sites were aiming to identify innovative ways to deliver
care over large geographic areas.
Phase 3: Focus group and priority setting meeting
3.1 Participants. The session was attended by 26 participants
either in person or online, representing adult (n = 12) and pediatric (n = 8) rheumatologists, including providers specifically
involved in transition care, patient representatives (n = 3), and
allied health professionals (n = 3).
3.2 Prioritization results. Following the introductory presentation and results of the survey and environmental scan, a synthesized list of priorities was presented for consideration and voting
(Figure 2). The priority receiving the highest number of votes
was “supporting patient education for transition to adult rheumatology health care system” (n = 17), followed by “advocacy
activities to access allied health support, including funding”
(n = 10). The next 3 priorities were tied: “Supports to implement
existing guidelines/recommendations/best practices,” “identify and promote models of care for transition that can be
implemented in rural/remote locations,” and “programs and
services to support transition including mental health and peer
support groups” (n = 8 votes each). Discussion groups to identify potential activities and stakeholders for the top 2 priorities
were held briefly, summarized in Supplementary Table 3 and
Supplementary Table 4 (available from the authors on request).

DISCUSSION
This needs assessment and priority setting exercise provides direction to the Canadian rheumatology community to ensure youth
with rheumatic diseases receive high-quality transition care.
Although Canadian healthcare organizations have produced
transition care resources (e.g., BC Children’s Hospital Transition
to Adult Care20, Alberta Health Services Well On Your Way21),
youth with rheumatic diseases require specific attention, given
the complexity of medical, psychosocial, educational, and vocational aspects unique to them. Despite international guidance10,
even sites with established transition programs and expertise in
transition care in Canada do not have the appropriate resources,
supports, and educational opportunities to enact activities
throughout the transition process to meet the standards.
Enhanced education through training programs and continuing
medical education venues should include content reflecting
general transition and rheumatology-specific knowledge,
tailoring developmental healthcare provision, and employing
effective teaching strategies11. Our findings are consistent with
an American survey highlighting lack of training in transition
practices; insufficient resources, personnel, and time in clinic to
adequately support the transition process; and the encountering
of barriers in the coordination of transition care introduced by
the complexity of rheumatologic conditions15.
The results support reconsideration of the timing of transfer.
While some sites may transfer patients at various times based
on readiness, for many, transfer is enforced by provincial health
directives using age-based limits (i.e., age 18 yrs); this affects an
optimal transition process with collaboration between pediatric
and adult rheumatology teams as suggested in the EULAR/
PReS recommendations10. Canadian rheumatologists propose
that clinical factors and disease activity, as well as patient
factors including their readiness, level of independence, and
self-management skills, be the guides for transfer instead.

Figure 2. Voting grid.
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This activity has prompted collaboration between Canadian
pediatric and adult rheumatology communities to identify
priorities and establish the framework for a national transition
initiative. The most pressing activity that emerged was to support
patient and family education for transition to the adult rheumatology healthcare system. Working with partners and healthcare
providers, dedicated national education sessions, and online
peer-support services could be offered to patients and families.
There was support to investigate the use of patient navigators in
youth to adult rheumatology care transitions, as has been tested
in youth with hemoglobinopathies22 and type 1 diabetes23.
Advocacy for access to funding to support allied health
providers in transition teams and increasing interest in rheumatology nursing to support transition care teams is an urgent
activity. Previously, one province lobbied for the introduction of
billing codes that allowed for nursing support in outpatient rheumatology care24 and this provides a roadmap for how support for
transition care teams could be accessed. Supporting a mentoring
program or offering virtual nursing support were of interest to
national organization leadership. Canadian rheumatology leadership in advanced-skills practitioner training across allied health
disciplines25 serves as another model for action. The national
organization is additionally directed to compile and facilitate
interprovincial sharing of informational resources and disseminate previously developed practice recommendations, as well as
to collaborate with mental health colleagues to identify access
mechanisms for youth with rheumatic diseases. Activities led by
the CRA’s Access Subcommittee to provide distributed care across
large geographic areas can be leveraged to develop appropriate
transition care models for rural and remote populations.
We acknowledge limitations in this work. Rheumatologists
who participated in the survey were mostly actively engaged or
previously engaged in formalized transition care, and formed
a relatively small sample of CRA members, despite nearly all
pediatric and adult rheumatologists in Canada being required
to participate in some form of transition care. In the interest
of fidelity to existing survey tools and reducing time burden
to participate in the survey, yet with enhanced interest and
emerging research in transition care in rheumatology, the survey
may not have included important dimensions on the content
and mechanics of transition care. Participants in the interviews
related their viewpoint of transition activities but may not have
been aware of care activities provided by the receiving/transferring physicians, and a formal review of clinical resources and
policies was not conducted. We facilitated both in-person and
online participation in the focus group and priority setting
meeting to ensure broad representation of care providers and
patients, but it is possible that different priorities or viewpoints
would have arisen with additional participation. This work did
explicitly focus on transition care, rather than the specific care
needs of emerging adults who develop a new rheumatic condition in late adolescence or early adulthood, have specific care
needs without access to pediatric transition team resources, and
are potentially affected by actions arising from this initiative.
In summary, Canadian youth with rheumatic diseases
should be guaranteed access to high-quality and resourced

transition care models, with strong collaboration between pediatric and adult rheumatology care providers, patients, families,
and stakeholders.
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