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The neurologist’s role in supporting

transition to adult health care

A consensus statement

ABSTRACT

The child neurologist has a critical role in planning and coordinating the successful transition from
the pediatric to adult health care system for youth with neurologic conditions. Leadership in
appropriately planning a youth's transition and in care coordination among health care, educa-
tional, vocational, and community services providers may assist in preventing gaps in care,
delayed entry into the adult care system, and/or health crises for their adolescent patients. Youth
whose neurologic conditions result in cognitive or physical disability and their families may need
additional support during this transition, given the legal and financial considerations that may be
required. Eight common principles that define the child neurologist’s role in a successful transition
process have been outlined by a multidisciplinary panel convened by the Child Neurology Foun-
dation are introduced and described. The authors of this consensus statement recognize the
current paucity of evidence for successful transition models and outline areas for future
consideration. Neurology® 2016;87:835-840

The child neurologist has a critical role in planning and coordinating the successful transition of
youth with neurologic conditions from the pediatric to adult health care system. Appropriate
leadership and planning of a youth’s transition, and care coordination among health care,
educational, vocational, and community services providers, may assist in preventing gaps in
care, which otherwise may result in a youth running out of medication or delaying entry into the
adult medical system through failure to make or keep appointments. Preventable health crises
may develop, for which no clear medical specialist has been identified to provide care. Youth
whose neurologic conditions result in cognitive or physical disability and their families may need
additional support to address the particular legal and financial considerations of the transition
they face.

Barriers to successful transition have been identified' and ample evidence demonstrates that
many youth, particularly those with special needs, continue to receive insufficient transition
planning.*” Several models of transition support have been developed and are beginning to be
tested, although the available evidence remains insufficient to identify the best models.”*'

In acknowledgment of this clinical reality, and in response to the 2011 clinical guideline of
the American Academy of Pediatrics/American Academy of Family Physicians/American
College of Physicians “supporting the healthcare transition from adolescence to adulthood in
the medical home,” in which specialty providers were called to develop a framework for their
population’s unique needs," the Child Neurology Foundation convened a multidisciplinary
panel of experts in 2014 to develop this guideline. The authors of this consensus statement
recognize the current paucity of evidence for successful transition models, and so propose 8
common principles that should be incorporated in any transition model, and which define the
child neurologist’s role and responsibilities throughout the transition process. Future areas of
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consideration are also included. The consensus
statement was endorsed by the American
Academy of Neurology on July 28, 2015,
the Child Neurology Society on May 8,
2015, and the American Academy of Pediat-
rics on October 21, 2015.

METHODS The Neurology Transition Consensus Panel, an
interdisciplinary team including child neurologists, child
neurology nurses, adult neurologists, rehabilitation specialists,
patients, and family members of neurology patients, worked
more than 24 months in developing the consensus statement.
A medical informatician and a medical writer assisted. The
medical informatician guided the panel in language choices that
would facilitate the transfer of the common principles into the
functionality of an electronic health record.

A member of the panel conducted a literature review of the
PubMed/MEDLINE and EMBASE databases preferentially con-
centrated on papers published within the last 10 years and
focused primarily on neurologic disorders. Older papers and book
chapters that were seminal or relevant to transition in general
were also included from bibliographies of the research identified
in the first round search. These findings were presented to the full
panel, which then discussed their interpretations of the identified
research, as well as their own expert opinion. The consensus pa-
per’s findings stem from such discussions, which subsequently

underwent peer review by expert external groups.

COMMON PRINCIPLES

1. The child neurology team discusses with the youth
and caregiver(s) the expectation of the future tran-
sition to the adult health care system. This discus-
sion should be initiated early and documented no
later than the youth’s 13th birthday.

The literature supports introducing the concept
of transition as early as feasible, and no later than
age 12."7"° Early discussion allows youth and care-
givers time to understand the need for transition to
adult health care, and provides sufficient time for the
neurology team to meet overlapping goals, such as
increasing knowledge of the neurologic condition,
building mastery of self-management and self-
advocacy skills, adapting to changes during puberty,
and learning about developmentally appropriate
models of care.'

Specific areas of concern in transition that should
be introduced at this discussion include the following:
anticipation of future meetings targeted at transition,
private sessions between the youth and health care pro-
vider, the importance of shifting to adult providers, the
differing health care needs of adults, health insurance
retention, and the expectation that the youth will even-
tually assume responsibility for managing his or her
health care needs to the extent possible.

Brochures and handouts summarizing these points
may be offered to youth and caregivers. A key
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component of the health care transition process is
the existence of an office transition policy outlining
the practice’s approach to health care transition,
including the age and process at which youth shift
to an adult model of care.’?

The panel encourages the development of clear,
explicit, written transition policies in brochures,
handouts, and accessible Web-based information for
youth and caregivers in language appropriate to the
population served by the practice.

2. The child neurology team assures that an assessment
of the youth’s self-management skills begins at age 12
and continues on an annual basis. These assessments

should be documented in the medical record and

communicated to other health care providers.

Self-management of a medical condition, at a mini-
mum, includes a youth’s understanding of his or her
condidon and any related limitations, knowledge
about and responsibility for his or her own care plan
and the need to make informed decisions, and the
importance of self-advocacy. A youth’s eventual ability
to manage his or her condition in adulthood is central
to independent living and employment. Youth should
be encouraged to assume responsibility commensurate
with their capabilities. Research into youth capacity to
consent to research and treatment suggests that these
capabilities are feasible to assess by 12 years of age.'” "

Youth with intellectual disabilities should not be
excluded from this process, as many may be able to
develop limited self-management skills. In particular,
individuals with mild intellectual disability may be able

2021 and can

to exert some decision-making capacity,
often become responsible for knowing their diagnosis,
taking medication independently, and participating in
their care.

In cases of a severe static or progressive encephalop-
athy in which self-management skills do not change,
annual reassessment of the youth may not be as neces-
sary. Attention to the caregivers’ ability to manage
evolving care demands is advisable in such cases.

A variety of checklists that evaluate self-management
skills have been proposed and are in use in different
transition programs, according to practice setting and
conditions being treated.®***°

3. The child neurology team engages each youth and
his or her caregiver(s) in phased transition planning,
patient education, and transfer readiness at least
annually at scheduled visits, beginning at age 13
years. Yearly planning sessions address (1) the
youth’s medical condition; (2) current medications
and potendal side effects; (3) signs and symptoms of
concern; (4) genetic counseling and reproductive
implications of the condition; (5) issues of puberty
and sexuality; (6) driving, alcohol and substance use,



and other risks; and (7) emotional/psychological
concerns and wellness.

The child neurology team continues to discuss the
eventual transfer to adult health care at least annually.
Ideally, these conversations are separate from regu-
larly scheduled clinical care visits to allow for ade-
quate time and clear expectations.® If a dedicated
transition appointment is not possible, the discussion
should be held during nonacute visits. A validated
assessment of transition readiness may be used to
inform the discussions and planning to be engaged
each year.*»?” Such a validated tool is the Transition

Readiness Assessment Questionnaire.””

4. The child neurology team (1) initiates discussion
by age 14 years with the caregivers regarding the
youth’s expected legal competency (whether there is
a need for legal guardianship and powers of attorney),
and (2) documents an assessment (including an assess-
ment of typical decision-making capacity and legal
competency) in the medical record. If the youth’s
expected legal competency is unclear, an assessment
of that capacity should be made annually. The team
supports interventions to maximize the youth’s
decision-making ability and assists the caregiver(s) in
addressing the legal implications of the assessment.

Some youth with cognitive limitations will require
legal guardianship and powers of attorney to be estab-
lished, preferably as soon as they reach the age of
majority in their state. The process of establishing legal
guardianship can be expensive, complicated, and time-
consuming; in some cases, requiring as long as 2 years.
By addressing the need for guardianship by, at the lat-
est, age 14, the child neurology team can assist the
youth and caregiver in coping with the reality of intel-
lectual disability and navigating the legal system before
the youth reaches the state’s age of majority. Social
workers, child life specialists, and other community-
based support services may be helpful throughout the
guardianship process.

In cases in which expected legal competency is
unclear, annual reevaluation of that capacity should
be made and supported by formal psychological or
neuropsychological assessment.

5. By age 14, the child neurology team assures a tran-
sition plan that meets the comprehensive needs of
the youth is developed in collaboration with the
youth, caregiver(s), other health care providers,
school personnel, vocational professionals, commu-
nity services providers, and legal services (as needed).
The plan addresses health care finance and legal
concerns, primary care, other specialty care, educa-
tion to employment, housing, and community serv-
ices. The child neurology team reviews and assures
the adequacy of the transition plan annually.

Ideally, all children will have a pediatrician or family
practitioner, acting as a medical home, to coordinate
and maintain the comprehensive transition plan. It
usually makes sense to transition from all pediatric sub-
specialists to adult care at the same time; this is most
likely to be achieved when the various pediatric health
care providers plan together. A pediatrician or family
practitioner, acting as a medical home, may coordinate
and maintain the comprehensive transition plan. The
comprehensive transition plan should identify the
youth’s goals, and should clearly identify the steps nec-
essary to achieve these goals, as well as potential barriers
or obstacles to these goals, and youth and family
strengths that can be built on in the process of transi-
tion. Institutional/legal transitions should be identified
and their implications summarized.

The child neurology team has 3 primary responsibil-
ities toward the comprehensive transition plan: (1) assur-
ing that an appropriate plan exists, that it is cocreated
with the youth and family, and that it is appropriately
comprehensive and patient-centered; (2) identifying
the professional(s) with primary responsibility for over-
seeing and updating the entire transition plan; and (3)
providing and updating the neurologic component to
this plan—including the “transfer packet” (sece common
principles 6 and 7, below).

Preparation of the transfer packet is the responsibil-
ity of the primary care physician or designated special-
ist; the transfer packet is primarily used for care
coordination and communication between physicians.
In addition, in the hands of the youth, the transfer
packet may serve to help him or her better understand
the neurologic condition and/or more efficiently com-
municate with other providers, whether emergency

department physicians or new consultants.

6. The child neurology team develops and verifies the
neurologic component of the transition plan of
care and updates it annually.

The neurologic component of the transition plan
should include the following: a specific summary of
all health care issues; a summary of the youth’s goals
and preferences for adult service requirements; the
planned timing of the transition to an adult provider
of neurologic care (established in collaboration with the
youth and caregiver); any necessary additional testing
or assessments to be completed before transfer; current
assessment of the youth’s understanding of his or her
neurologic diagnosis and management (including prog-
nosis and any reproductive implications of the diagno-
sis); and emergency plans and the youth’s advanced
plan of care (e.g., medical power of attorney, living
will, do not resuscitate order). For those with profound
cognitive disability, plans for establishing guardianship
are also included.
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7. The child neurology team, in collaboration with
the youth and caregiver(s), identifies an appropri-
ate adult provider(s) for the neurologic condition
(s) before the anticipated time of transfer. The
child neurology team coordinates the transfer uti-
lizing the transfer packet.

One of the central challenges in the medical transi-
tion of youth with neurologic conditions is the identi-
fication of an appropriate adult provider.>!¢*%
Barriers include adult provider’s discomfort in accept-
ing intellectually and/or behaviorally challenged youth,
patients with rare childhood-onset disorders, and those
with inadequate health insurance coverage.” Some
youth with neurologic conditions may be transferred
to providers who are not neurologists, including pri-
mary care providers, physiatrists, and/or psychiatrists.
In these cases, the child neurologist might assure the
adult primary care provider of continued availability
for consultation as needed. Disease-specific centers or
outpatient clinics are another option for adult health
care, although these tend to be available only in larger
cities.”

When an adult health care provider is identified,
the child neurology team should forward a medical
transfer packet that includes the transition plan and
a medical summary, which should include documen-
tation of the underlying etiology; previous drug trials,
treatments, and diagnostic evaluations; notable past
procedures; current medications and laboratory re-
sults; and protocol for emergency care. An updated
copy of this document should be routinely provided
to the youth and caregiver.

The time preceding transfer of care is fraught
with high rates of anxiety by transitioning youth
and their parents®’; identifying an adult provider
1 to 2 years in advance of the actual transfer may
help to reduce this stress. Before the actual transfer
of care, successful transition models have included
preliminary visits with the adult provider or joint
pediatric—adult transition clinics.'®"'**! Some prac-
tices encourage the use of a transition coordinator'';
adult primary care providers, especially med-peds
physicians, can also serve as valuable resources
during the transition process.

If an adult health care provider is not identified
before the planned time or age for transfer or transfer
is delayed because of extenuating circumstances such
as an acute event, the child neurology team is responsible
for continuing to assure the youth receives adequate care.

8. The child neurology team directly communicates
with the appropriate, identified adult provider(s) to
ensure that the identified provider agrees to accept
the patient and an appointment is made and kept.
The child neurology team documents the youth’s
transfer into the medical record.
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The child neurology team is responsible for con-
firming that the transfer has been completed and
adult care is established. Adult health care providers
may be more open to accepting patients with neuro-
logic conditions if they are assured of direct access to
the pediatric provider should questions arise.

Note. There are some youth with neurologic disor-
ders who are not expected to live into adulthood.
Transition to an adult health care provider may
not be appropriate in these unusual cases, although child
neurologists may still adapt their practice with these pa-
tients to maximize skills such as self-management and
independence. Conversely, some children are treated
by adult neurologists; a pediatric-friendly, family-based
approach should evolve to an adult model as the
patients achieve maturity. In both of these cases, the
common principles may help to identify areas of focus
for such adapration.

AREAS FOR FUTURE RESEARCH The literature on
transition remains limited, particularly for children living
with neurologic disease. The goals and optimal outcomes
for transition are often not well defined, precluding
objective assessments of the efficacy of transition support
and/or evaluation of different models of transition sup-
port. Possible metrics for assessment include the rate of
appointment completion and follow-up in the adult
setting, patient and family satisfaction with transition
and the new provider, stable or improved neurologic
condition, adherence to care plans, decreased
emergency utilization, rate of “bounce back” to
pediatric providers, and improved quality of life.
The extent to which these metrics might differ by
patient condition, payer, geography, and other
variables is also of interest.

CONCLUSION The members of the panel believe
that the common principles outlined in this report
are realistic, applicable to the broad spectrum of pedi-
atric neurologic diagnoses, feasible in a wide range of
practice settings, and likely to make a real difference
in the lives of our patients. Subsequent development
of transition toolkits and templates specific to neurol-
ogy, as well as definitive research about transition for
youth with neurologic disorders, will assist in imple-
mentation of these common principles.

An expanded version of the consensus statement,
including vignettes highlighting the broad applicabil-
ity of the recommendations over a variety of neuro-
logic disorders of childhood, can be found on the
Neurology® Web site at Neurology.org.
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