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Overview

• Transition to adult neurology

• What does a neurologist do?

• Neurologist role in NMD

• Access to treatments & trials 

• Questions & Discussion
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TRANSITION TO ADULT NEUROLOGY
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Where are we now?

Diseases of childhood  Diseases beginning in childhood

• 12% Young Adults have chronic condition

• 90% with childhood conditions reach 

adulthood

 transition to adult health system
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From meerkats to mayhem……..

“It’s not as well 

co-ordinated!”
~ young man with DMD ~



The Adult Neurology Clinics

• Often not multidisciplinary

• Rarely nurse/co-ordinator

• Different specialty days (historical) 

• Appointment time (in the box)

• DNA not chased
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MBS funding

132 (New visit) - $231.35

133 (review) - $115.85



Transition to adulthood
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Independence

&

Autonomy

 Physical 

dependence 

 Health 

needs



Why does transition matter?
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Improved survival
Improved quality of life

Less 

complications

Decreased anxiety

Improved engagement



WHAT DOES A NEUROLOGIST DO? 
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Becoming a Neurologist

Medical school

.              (6-7 years)

Internship

.           (1 year)

Basic training
(3 years)

Advanced training
(3 years)

Neurologist

Total: ~ 13-14 years
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Paeds training

3-4 months

Young Adult training

3-4 hours

• Fractional/VMO

• Staff Specialist



Then sub-specialisation 

• Neuromuscular

• Stroke

• Headache

• Epilepsy

• Movement disorders

• Neuroimmunology

• Neurocritical care

• Neurogenetics

• Memory & cognition

Page 12

Neuro 

clinic

Education

Clinical

Academia
Research



THE ROLE OF A NEUROLOGIST IN 

NEUROMUSCULAR CONDITIONS
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Interdisciplinary care co-ordination
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Neurologist responsibilities 

• Health maintenance 

• Maximizing health and functional capacities

• Monitoring of disease progression 

• Complications prevention

• Preventive care 

• Evidence based management

• Promoting access 

• Advocacy

• Advice to other disciplines

“multidisciplinary approach…..should be coordinated by one of 

the physicians, generally the neurologist or pediatric neurologist, 

who is aware of the disease course and potential issues”.

Mecuri Neuromuscular Disorders 2018

McDonald Phys Med Rehabil Clin N Am 2012

• Anaesthetics

• Medications

• Vaccinations



Diagnosis & Genetics 

• Correct diagnosis

• Genetic characterisation

• Prognostication

• Individualised treatment

• Clinical trials

• Access to testing

• Cost

• Type of testing

Mecuri Neuromuscular Disorders 2018 Page 15



Physical assessments

• Haven’t been routine in adults

• Now recommended

• Physiotherapy shown to slow progression

• Stretching

• Positioning

• Mobility

• Chest physio
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6MWT

Facioscapulohumeral

Dystrophy Composite 

Outcome Measure 

(FSHD-COM)



Patient reported outcome measures
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Heart Care
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• ECG/Holter

• Echocardiogram

• Cardiology physician

• Medications

• Cardiac MRI

• Cardiac devices



Lung Care

• Lung function tests

• Sleep study

• Respiratory physician

• Proactive airway clearance 

• Physiotherapy/ cough assist

• Ventilation support
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Bone & Muscle health

• modified bone–muscle cross-talk   bone fragility

• Exposure to steroids

• Increased risk osteopenia and fractures

• Yearly DEXA & vitamin D

• Metabolic Bone Clinic & Consideration of medication
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Other medical conditions
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• Preventative health

• Immunisations

• Conditions of aging (!)

• Emergency plans

• Surgical management 



Advance Care Planning 

• Appoint a Medical Treatment Decision Maker

• Chat and Communicate

• Put it on Paper
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ACCESS TO TREATMENTS AND TRIALS
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Access to treatments

• Specialist only medications

• Pre-approval access

• Specialist facilities

• Pipeline drugs
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Local interventional studies recruiting adults
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FSHD – 0

Myotonic Dystrophy – 0

DMD - 0 

CMT – 0

LGMD – 0

OPMD – 0

Myotubular Myopathy – 0

Bethlem Myopathy –

Congenital Muscular Dystrophy -0

SMA

IBM
Friedrich 

ataxia

MND



https://www.australiannmdregistry.org.au/
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