FACT SHEET
Transition to Adulthood: Guidelines for Patients with Neuromuscular Disorders

INTRODUCTION
Currently, many chronic congenital or genetic diseases previously considered exclusively childhood diseases
are no longer associated only with children, as life expectancy has increased into adulthood. Thus, the
lengthened lifespan has resulted in approximately 75,000 youth transitioning from pediatric to adult care each
year.1 The concept of medical/healthcare transition from pediatric to adult providers and the exposure of
inadequate transitions has been at the forefront of conversations for almost 30 years, becoming a nationwide
priority since 2011.2,3 However, according to the 2017-2018 National Survey of Children’s Health by the
Maternal and Child Health Bureau, 81.1% of youth with special healthcare needs did not receive services for
transitioning to adulthood.4
The purpose of this fact sheet is to share evidence-based guidelines for supporting the transition from pediatric
healthcare, including physical therapy, to adult services for young adults with neuromuscular disorders.
Pediatric physical therapists (PTs) generally have long standing relationships with their patients with
neuromuscular conditions and can be instrumental in supporting these individuals in their transition to adult
healthcare providers.

WHAT IS HEALTHCARE TRANSITION?
Healthcare transition is commonly defined as the purposeful, planned movement of adolescents and young
adults with chronic physical and medical conditions from child-centered to adult-oriented healthcare providers,
programs, and facilities.5-7 Healthcare transition is distinct from transfer of care. For example, the transition
process is a dynamic, multi-faceted, multi-stage, active process that addresses the medical, psychosocial, and
educational or vocational needs of adolescents as they move from pediatric to adult-centered care.1,8
Conversely, transfer of care refers to a single event or point in time where the responsibility of care shifts from
one provider to another with the process of transition often taking much longer.1

WHAT ARE NEUROMUSCULAR DISORDERS?
Neuromuscular disorders are largely genetic or acquired and include muscular dystrophy (MD), spinal
muscular atrophy (SMA), Charcot-Marie Tooth (CMT), Friedreich’s ataxia (FA), mitochondrial myopathies,
metabolic myopathies, juvenile dermatomyositis (JDM), and cerebral palsy among other diagnoses.
These childhood-onset diseases persist beyond childhood and require proper support, resources, and
transition planning.

BARRIERS AND OBSTACLES TO TRANSITION
•
•

Psychosocial resistance of adolescents and their families to letting go of their long-standing
relationships and emotional attachments to their pediatric healthcare providers1, 5, 13-15
Young adult comfort in their pediatric environment and a perception that transition is challenging and
scary causing negative feelings towards the transition of care2, 11
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•

•

•

•

•

Possible resistance from the pediatric healthcare team as some pediatric practitioners still view their
patients as having a short life span and perceive the transfer of care as unnecessary, leading to a
paucity of referrals to adult healthcare providers and the development of an adult provider network2,5,15
Lack of available adult providers and/or adult providers who may have inadequate training in
adolescent medicine nor have the knowledge about congenital and childhood-onset conditions such as
neuromuscular disorders1,5, 14, 15
Differences between pediatric and adult models of care, as reported by adolescents2,5,8,16:
o Adult: less interdisciplinary, more fragmented, and more symptom/disease-focused
o Pediatric: comprehensive and family-orientated view of their pediatric team
Adult disengagement from healthcare at transition often due to the perceived low value of care as well
as psychosocial, financial, and pragmatic barriers to navigating the healthcare system and disability
services10
Other barriers and obstacles 1,13,19:
o Starting the process too late
o Poor communication between the pediatric and adult healthcare teams
o Lack of insurance reimbursements for transition services
o Difficulties accessing funding and equipment
o Lack of time for the pediatric and adult healthcare providers

OVERVIEW OF SUCCESSFUL TRANSITION
•

•

A successful transition should empower the patient, improve the transition, and optimize the patient
experience. These tenets include 1,8,9,17-20:
o Attentiveness to the patient’s needs
o Clear communication
o Collaboration among the healthcare team, patient, and family
o Flexibility
o Patient capacity building
o Relationship building with adult providers to help patients embark on this important journey and
reach autonomous participation in adult life
o Psychosocial support for patients and families
o Patient advocacy
Transition should aim to achieve several goals such as1,13:
(1) Prepare youth to understand their illness and take responsibility for self-management
(2) Empower patients to function as independently as possible in adult-oriented medicine and
healthcare settings
(3) Identify appropriate adult healthcare providers available for transfer of care
(4) Communicate effectively and demonstrate self-advocacy with providers

SUMMARY
Transition planning for patients with neuromuscular disorders is vital to address the increasingly growing
numbers of patients aging “out” of pediatric services and transferring to adult care. This “passing of the baton”
for patients with neuromuscular disorders often occurs in the absence of research and with a lack of guidelines
for a successful transition of care. Healthcare practitioners need to demonstrate strong, clear communication,
remain flexible, and empower the patient to advocate for themselves during the transition process. This fact
sheet provides tools and insights to guide this period of transition and spark additional research to further
improve the transition experience and delivery of physical therapy and other healthcare services.
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FIGURE 1: PROPOSED TRANSITION GUIDELINES
Phase 1: Early Awareness of Transition Planning (prior to 13-years old)
•
•
•
•
•
•
•

Begin transition discussion
Develop transition plan
Use a transition toolkit
Set expectations for future transition
Understand evolving roles
Identify a nurse, care coordinator, or social worker for the inter-team liaison
Provide psychosocial support & patient education

Phase 2: Annual Review and Identification of an Adult Provider (between 14- and 18-years old)
•
•
•
•
•

Create a formal written transition plan (prior to 14 years old)
Review transition checklist and readiness assessment annually
Identify adult provider
Acknowledge the differences between adult and pediatric models of care
Provide psychosocial support & patient education

Phase 3: Transfer Completion and Orientation into Adult Care (between 18- and 21-years old)
•
•
•
•

Send medical records via transfer packet from pediatric to adult provider
Ensure a longer follow up with pediatric provider
Continued psychosocial support
Provide additional and individualized support to the patient throughout the first months following
trasfer of care

Transfer To Adult Care Complete (between 18- and 23-years old)
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