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Executive Summary  
 
While most Canadians hold the perception that arthritis only affects adults and the elderly, a range of 
rheumatic and musculoskeletal diseases (RMD) affect youth.  
 

 
 
Despite advances in treatment, majority of Canadians who are diagnosed with RMDs in childhood are living 
with these life-long conditions into adulthood1, 2. Unfortunately, youth transitioning from pediatric to adult 
care shift from a highly resourced system with multiple services and supports that is coordinated between 
a variety of health care professionals to an adult system that is less connected and under-resourced to 
meet the unique needs of youth living with RMDs3.  
 
Differences between pediatric and adult rheumatology care have caused too many young people to 
experience gaps in their care, which has translated to poorer health outcomes. These negative impacts 
include not only physical, mental, and emotional challenges for individual patients, but also major health 
system challenges, from increased hospital admission rates due to poor adherence to treatment increasing 
risk of disability and morbidity4, 5. 
 
With these challenges in mind, transition programs across Canada have been created with two specific 
goals: (1) improving the independence and skills of youth to meaningfully engage in their own care; and (2) 
smoothly moving patients from pediatric to adult care6. Despite focused efforts on improving access and 
continuity of high-quality care, youth transitioning still experience inconsistent care and services.  
 
More work needs to be done to further optimize, spread and scale models of care for transitions across 
Canada. Knowing this, the Canadian Rheumatology Association’s (CRA) Youth to Adult Transition Working 
Group is advocating for new policies, programs, and funding to ensure that Canadian youth living with RMDs 
can access high-quality transition services that meet their needs.  
 
This report highlights the key challenges impacting rheumatology patient transition and identifies potential 
solutions to best address these challenges to ensure current and future generations receive the care they 
deserve.  
 
 
 
 
  

   
“I was diagnosed with Juvenile Idiopathic Arthritis at 2 years of age and for the past 21 years, my life 
has consisted of all the specialist appointments, bloodwork, and many medication trials and errors to 
control the disease. Today, I struggle mostly with using my hands, my wrists, and my knees along with 
some chronic fatigue that impedes my day-to-day life.”  
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To illustrate key points of the position paper, quotations of anonymized patient experiences have been 
included throughout. We want to thank Cassie + Friends, a Canadian charity dedicated to supporting the 
pediatric rheumatology community, for contributing these patient experiences. 

 
DEFINITIONS 

 

Childhood-onset Rheumatic and Musculoskeletal Diseases (RMDs) includes several 
autoimmune and autoinflammatory conditions affecting mostly the joints, tendons, ligaments, 
bones, and muscles and can also affect the entire body (multi-system disease). Examples 
include but are not limited to Juvenile Idiopathic Arthritis (JIA), Systematic Lupus 
Erythematosus (SLE), Juvenile Dermatomyositis (JDM), vasculitis, localized and systemic 
scleroderma.  
 
Transition of Care is defined as “the purposeful, planned movement of adolescents and young 
adults with chronic physical and medical conditions from child-centred to adult-oriented 
health care systems”7. Transition of care is a complex process that occurs over time, 
significantly different than a simple administrative transfer that occurs after referral to a 
physician focused on adult care.6  
 
Transitions occur in three phases 

(1) Preparing to transfer 
(2) The time of transfer  
(3) Post transfer  

 
Transfer of Care is a one-time event that occurs when a youth is transferred out of the child 
health system and into the adult care system.2  



 

 

4 

                     
                     

Introduction  
 
Rheumatic and musculoskeletal diseases (RMDs) are debilitating conditions affecting millions of 
Canadians1. Many RMD patients are diagnosed in childhood or adolescence, and where this arises, their 
care is commonly delivered by multidisciplinary teams that not only focus on disease management but also 
provide age-appropriate development and informational supports. 
 
The transition from pediatric to adult healthcare systems is not standardized or well resourced. As a result, 
more than half of young people that are transferred to adult rheumatology services experience inadequate 
follow-up8. For many young people, these care gaps occur in adolescence – a formative time physically, 
emotionally, and neurodevelopmentally6. They have not fully developed the important skills for planning, 
emotional regulation, judgement, and self-awareness required to navigate health systems, making the 
transition to adult care especially challenging9, 10, 6.  
 
Individuals with childhood-onset RMDs require extra support for a range of other physical, mental, and 
emotional conditions that have stemmed from living with a chronic condition – support which is often not 
provided in adult rheumatology care. This leads to inconsistent follow-up and poor medication adherence 
which increases the risk of disease flares. Without sufficient access to rheumatology care, many youth with 
RMDs end up in emergency departments3. This ultimately results in lifelong impact on health and wellness.  
 
 
 

   
“It all happened really fast. I went to an appointment, and I was given a referral and that was pretty 
much the last time that I heard from my pediatric care team…and all communication pretty much 
stopped from the Children’s Hospital. There was a four-month period that I didn’t have any doctor 
because I hadn’t had a chance to talk with the new adult rheumatologist.”  
 

 
 
Loss to follow-up from pediatric to adult rheumatology care is driven by multiple interdependent 
challenges, from a lack of multidisciplinary teams in adult rheumatology and inadequate access to 
rheumatology care outside major urban centres, to lack of health record integration in pediatric and adult 
rheumatology care systems and insufficient health care provider training and support for transition care.  
 
These challenges are further described over the coming pages, followed by proposed solutions, designed 
to help Canadian provinces and territories better respond to the complex needs of youth with RMDs.  
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The Challenges Impacting Pediatric to Adult Transition of Care 
 
Around 25% to 75% of youth with rheumatic diseases experience a gap in care or are lost to follow-up after 
transfer to adult rheumatology care8, 11, 12, 13. This is especially concerning since most of these patients will 
require ongoing treatment and monitoring throughout their lives. Living with a RMD puts individuals at an 
overall higher risk of disability, early morbidity, and limitations in social participation14. Even though 
treatment and rehabilitation have improved over the last decades, without effective transition processes, 
Canadians living with RMDs will continue to experience poorer health outcomes 15.  
 
Multiple challenges prevent young people living with childhood-onset RMDs from receiving the necessary 
support when transitioning from pediatric to adult rheumatology care, which are highlighted below and 
further explored in the following pages.   
 
 

   

Challenges Impacting the Transition of Youth from Pediatric to Adult Care 
 

1. Inadequate Access to Rheumatology Care  
2. Insufficient Health Care Provider Training and Support for Transition Care  
3. Lack of Multidisciplinary Teams in Adult Rheumatology Care 
4. Lack of Health Data Integration  

 

 

 
 

1. Inadequate Access to Rheumatology Care  
An unbalanced distribution of rheumatologists across Canada causes major access gaps in care, especially 
in rural and remote regions. 
 
Too few rheumatologists are spread across Canada’s vast geography. There is no province or territory 
achieving the recommended ratio of 1 rheumatologist per 75,000 population served. Therefore, 
approximately 20% of patients travel 2 or more hours for rheumatology care10, 16.  
 
Rheumatologists are often clustered in urban centres. Young people who begin transferring from pediatric 
to adult care may find challenges in securing an adult rheumatologist that is accepting new patients, is close 
by and has the necessary knowledge and experience to provide appropriate transition care. These 
challenges are further compounded in many rural, remote communities across Canada due to a dearth of 
rheumatologists, especially in parts of Northern Canada10. 
 
 

   
“Living in a smaller town means my resources are limited. I know it would take a lot of work to find a 
rheumatologist that I liked, but also one that had the time to see me and can comprehend my intensive 
medical history because I come with a massive paper trail that is often hard to navigate. I opted to stay 
with my rheumatologist [in home city], so I will schedule my appointments when I know I’m coming 
home to visit my family.”  
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2. Insufficient Health Care Provider Training and Support for Transition Care 
Limited opportunities for educational programs to provide the necessary knowledge and training for youth 
in transition, especially among adult rheumatologists. 
 
Rheumatology training programs have limited opportunities to provide transition care education and skill 
development. Significant knowledge gaps in caring for these patients at a unique and formative time are 
further compounded, particularly among adult rheumatologists, by the fact that their needs are quite 
unique compared to others who are diagnosed later in life 17. At a minimum, both adult and pediatric 
rheumatologists should know what constitutes best practices for transition care and have mechanisms to 
access transition-related resources. Adult rheumatologists specifically need to enhance their skills in 
childhood-onset RMDs and emerging adult development18, 17.  
 
The impact of knowledge, training and experience gaps is further exacerbated by the fact that 
overburdened rheumatology providers often have limited time to support patients through the transition 
process18, 17. Too many sites with established transition programs and expertise lack the appropriate 
resources, supports, and educational opportunities to meet optimal standards to transitioning18.  
 
 

   
“Transitioning is uncomfortable on its own and it’s even harder when we’re gearing up to leave high 
school and go to University, maybe move away from home. There’s a lot of changes in that little 
amount of time. Mentally, of course, it can be extremely stressful, since now, there’s another burden of 
making sure your health is in order.”  
 

 

3. Lack of Multidisciplinary Teams in Adult Rheumatology Care 
Adult Rheumatology resources do not include education and funding for multidisciplinary teams. 
 
The lack of funding to support dedicated and highly skilled multidisciplinary teams in adult rheumatology is 
a significant barrier to successful transition of youth with RMDs. A multidisciplinary care approach, which 
is common in pediatric rheumatology care, is the gold standard for the management of RMDs10. Such teams 
comprise physicians, specialized nursing care and allied health professionals. They effectively deliver a 
range of pharmacological and nonpharmacological interventions required by people living with RMDs19.  
 
Adult rheumatologists typically work independently in their practice. Youth experience a shift from a strong 
team-based model of care to one where they lack access to a multidisciplinary team to provide a range of 
life management needs. With the range of impacts that youth experience living with RMDs (e.g., physical, 
psychosocial, and vocational), it is clear why multidisciplinary teams are an optimal model of care.  
 
 

   
For the first time, I really had to advocate for myself and utilize the little time I had with the new adult 
rheumatologist to make sure I had all my questions answered and my requisition and prescription slip 
signed and in my hands before leaving because once I left, I’d have to go through a few people by 
phone in order to get in touch with a doctor which wasn’t a quick process like it had been [with my 
pediatric rheumatologist].”  
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4. Lack of Health Data Integration  
Health records are not integrated between pediatric and adult care systems, which limit patient care and 
health system improvement.  
 
Lack of data integration across medical centres is another major challenge. In some provinces, pediatric 
and adult rheumatology care records are not linked, which makes transferring young people even more 
difficult as well as collecting longitudinal data, which impacts ongoing care management, robust long-term 
patient follow-up data, and general knowledge about outcomes17. These siloed data repositories that are 
not always accessible also impede evaluation and quality improvement work that would support the 
optimization of health care transitions. Quality improvement markers and agreed upon standards are 
essential to evaluate the effectiveness of different transition models to inform clinicians and administrators 
of the best and most cost-efficient care model for this population20.  
 
 

   
“[When I transitioned] they only had half of my file, which was a little confusing because I didn’t have a 
file. With no communication from the Children’s Hospital, it was really hard to get the half file that was 
missing. They ended up having to run further tests so they could complete my file.”  
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Solutions to Optimize Pediatric to Adult Transition of Care 
 
There is a strong interest from both pediatric and adult rheumatology providers across Canada to improve 
transition care services. Continuity of care is a key indicator for successful transitions and will not only 
support young people living with childhood-onset RMDs to independently manage their long-term chronic 
condition, but also likely improve their health outcomes18. To move towards successful models of transition 
care, four solutions and their corresponding recommendations are outlined below. 
 
 

   

Solutions to Optimize Transition of Youth from Pediatric to Adult Care 
 

1. Increasing Integration Between Pediatric and Adult Rheumatology Care 
2. Building Health Care Professional Knowledge and Networks  
3. Leveraging Digital Health Technologies  
4. Embedding Flexibility in All Pediatric to Adult Rheumatology Care Transition 

Models  
 

 

 
 

1. Increasing Integration Between Pediatric and Adult Rheumatology Care  
Leveraging multidisciplinary teams to serve as a bridge between pediatric and adult rheumatology care 
systems. 

  
Multidisciplinary teams are essential to successful transitions18. Rheumatologists see such teams as vital to 
the success of transitions as they would strengthen collaboration and communication between pediatric 
and adult rheumatology care systems. Increased collaboration and communication will allow for optimal 
patient support throughout the transition process, and interdisciplinary sharing of knowledge and learning 
between health care professionals18. Such practices are commonplace in pediatric sites; therefore, 
additional resourcing would be required within adult rheumatology. Many adult rheumatologists have 
expressed a desire to increase the level of multidisciplinary support, but noted finances being a barrier in 
doing so16.  
 
Integration between pediatric and adult rheumatology care could also be done through Advanced Clinician 
Practitioners in Arthritis Care (ACPAC) program or through ACPAC Extended Role Practitioners (ERPs), a 
Canadian program that was established in 2005. Graduates from this program gain additional training in 
rheumatic disease assessment and management allowing them to facilitate communication and 
implementation of the transition care plan and serve as navigators for youth with RMDs21. Utilization of 
ACPAC trained health professionals has demonstrated efficiencies in triage and co-management of patients 
in transition21. Unfortunately, funding and support (e.g., medical directives) for ACPAC-trained health 
professionals is inconsistent and hard to secure, despite the evidence showcasing their value23, 21. British 
Columbia has introduced renumeration for non-physician health care professionals to support outpatient 
rheumatology care and such a policy worth emulating22. 
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 I began my transition to adult care when I was 17. Two years into my treatment. This was facilitated by 
my pediatric rheumatologist within our regular appointment. There was about a couple of months 
overlap after I was referred to adult rheumatology where I was seeing both my adult rheumatologist 
and my pediatric rheumatologist. I got to meet my new doctor, while kind of wrapping up my time in 
[pediatric care]…so my transition experience overall, I got to say was pretty successful.” 
 

 

RECOMMENDATION: EXPAND THE SUPPORT OFFERED BY MULTIDISCIPLINARY TEAMS   
Incorporate multidisciplinary teams into transition care models by (1) securing consistent funding support 
for multidisciplinary teams; and by (2) establishing provincial medical directives that can be utilized by 
ACPAC graduates to build out their roles within multidisciplinary teams1. 
 

2. Building Health Care Professional Knowledge and Networks  
Increasing access to training, transition care information and best practices we well as networks to better 
support health care professionals caring for youth living with RMDs. 
 
Given that many young people transitioning with a life-long chronic condition have complex medical, 
psychosocial, educational, and vocational issues, it is essential to promote access to training, and improve 
skills and knowledge among all adult rheumatology teams related to these complex problems14,18. 
Therefore, training programs should focus on content reflecting pediatric to adult rheumatology care 
transition, childhood RMD-specific knowledge, and how to employ effective teaching strategies. Providing 
these skills and training will increase understanding of the importance of transitions among a broader pool 
of trainees and increase their interest in providing optimal pediatric to adult rheumatology transition care18. 
 
Programs like Extension for Community Healthcare Outcomes (ECHO), for which a Rheumatology Hub is 
already established in Ontario, is a model meant to build workforce capacity in a system for the purpose of 
better care delivery. Within rheumatology, it would involve a community of practice with primary care 
champions around transition care24. This would further support integration, knowledge development and 
network connections by having primary care providers become an important part of the care delivery team 
when youth transition into adult care. This is important as youth evolve from working closely with their 
pediatrician to, in many instances, having a primary care provider as their closer point of contact with close 
collaboration with an adult rheumatologist.  
 
 

   
“Providing high quality care that supports youth living with RMDs in their transition to adult 
rheumatology requires all of us to learn and practice as a collective. It is not just about what medication 
should be used next; we need to think about the whole patient and where they are at in their 
development, what their needs are, and ensure we have the right knowledge and skills to take on our 
roles.” 

 Adult Rheumatologist  

 

RECOMMENDATION: DELIVER TARGETED EDUCATION TO ALL RHEUMATOLOGY PROVIDERS  
All health care providers (e.g., pediatric rheumatologists, adult rheumatologists, occupational therapists, 
ACPAC therapists, primary care providers, physiotherapists, social workers, nurses, etc.) should have 
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focused training or through continuous professional development on topics related to pediatric to adult 
rheumatology care transition.  
 

3. Leveraging Digital Health Technologies  
Increasing access to digital health technologies is essential to better utilize and link patient data as well as 
improve access to enhanced services in pediatric and adult rheumatology care systems.   

 
Digital health technologies, ranging from virtual care, healthcare applications, and patient portals can 
better connect patients to the support they need, and ultimately improve patient outcomes25. Better 
leveraging digital health tools would be especially welcomed by young Canadians, who are eager to engage 
with their health providers over the phone, through email and other social engagement platforms26.  
 

RECOMMENDATION: EXPAND AND SUPPORT THE USE OF DIGITAL TECHNOLOGIES 
Optimize the use of a range of technologies for both pediatric and adult rheumatologists. Digital 
technologies can be used for self-management and behavioural interventions which are more readily 
used by youth27. Digital health technologies can also better support best practices by making it easier for 
youth to connect with an adult rheumatologist prior to their transfer or even have a joint virtual meeting 
with their pediatric team and their new adult team28.  
 

4. Embedding Flexibility in All Pediatric to Adult Rheumatology Care Transition Models 
When developing, scaling, and spreading models supporting youth transitioning from pediatric to adult 
rheumatology across Canada it is important to keep in mind that one size doesn’t fit all and therefore, 
flexibility must be embedded within all models of pediatric to adult rheumatology care transitions being 
pursued.  
 
As with all areas of healthcare delivery, the fundamental principle of person-centred care applies to 
transition care. Increased engagement and empowerment of patients and families will identify where gaps 
exist and how to shift the culture of care to be more equitable in terms of experience and quality of care 
provided10. With this in mind, optimal health care transitions will require flexibility to be accessible across 
various geographies, to consider a range of socioeconomic factors, and cultures.  
 
 

   
“I was diagnosed with rheumatoid arthritis…when I was 15 years old…I could not have been more 
fortunate with the team that I had. My treatment team was amazing, and they really empowered me 
to take ownership over my treatment and have an active role in my treatment.” 
 

 

RECOMMENDATION: CONTINUOUS ENGAGEMENT AND EMPOWERMENT WITH YOUTH AND 
FAMILIES TO SUPPORT FLEXIBILITY IN SERVICES AND PROGRAMS FOR TRANSITION CARE 
Given the wide range of geographic and clinical diversity across Canada, governments should ensure that 
increased funding for transition programs is accompanied by sufficient flexibility. This will allow clinics 
better tailor transition services to their specific needs. With such a shift, it will be critical to focus on clinical 
need rather than patient age to allow for optimal integration and flexibility between pediatric and 
rheumatology care14.  
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Summary and Next Steps  
 
Existing gaps in transition care are causing a high rate of young Canadians to be lost to follow-up, a 
distressing reality that leaves already vulnerable patients at even higher risk of morbidities and premature 
mortality. There is an urgent need to address existing care gaps by raising awareness of the importance of 
continuity of care for youth transitions, implementing various health care transition service models, 
developing transition care policies that can support pediatric and adult rheumatologists and highlighting 
best practices in transition care17.   
 
The Canadian Rheumatology Association and its Youth to Adult Transition Working Group are eager to 
work with federal, provincial, and territorial governments to address the challenges and implement the 
solutions required to significantly improve the lives of the young Canadians living with RMDs.  
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