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INTRODUCTION

 It was initially suggested that an ACHD centre 

should serve 5-10 million people (32nd

Bethesda Conference Report)1. 

This was later amended by the Montreal group 

led by Arianne Marelli, to a population of 3 

million, in order to follow ~ 3,000-3,500 ACHD 

patients.

1. 32nd Bethesda Conference. JACC 2001; 37(5): 1187-1193

2. Am Heart J 2009;157:1-8



32nd Bethesda Conference. JACC 2001; 37(5): 1187-1193



SURVEY OF MAJOR ACHD CENTRES IN 2004

Koichiro Niwa et al. Int J Cardiol 2004; 96:211-216



ACC-AHA 2008 

RECOMMENDATIONS



Delivery of Care and Ensuring Access

Healthcare for ACHD patients should be coordinated by 

regional ACHD centers of excellence that would serve as 

a resource for the surrounding medical community, 

affected individuals, and their families.

Every academic adult cardiology/cardiac surgery center 

should have access to a regional ACHD center for 

consultation and referral. 

Each pediatric cardiology program should identify the 

ACHD center to which the transfer of patients can be 

made. 

All emergency care facilities should have an affiliation 

with a regional ACHD center.  
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PERSONNEL AND SERVICES RECOMMENDED 

FOR REGIONAL ACHD CENTERS

Type of Service Personnel/Resources

•Cardiologist specializing in ACHD

•Congenital cardiac surgeon

•Nurse/physician asst./nurse practitioner

•Cardiac anesthesiologist

•Echocardiography*

•Includes TEE, intraoperative TEE

•Diagnostic catheterization*

•One or several 24/7

•Two or several 24/7

•One or several

•Several 24/7

•Two or several 24/7

•Yes, 24/7

*These modalities must be supervised/performed and interpreted by 

physicians with expertise and training in CHD.

ACHD indicates adult congenital heart disease; 24/7, availability 24 

hours per day, 7 days per week; TEE, transesophageal 

echocardiography

Delivery of Care and Ensuring Access

Warnes, et al. J Am Coll Cardiol 2008;52. Table 2. Published ahead of print November 7, 2008, at 

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001


PERSONNEL AND SERVICES RECOMMENDED 

FOR REGIONAL ACHD CENTERS

Type of Service Personnel/Resources

•Noncoronary interventional          

catheterization

•Electrophysiology/pacing/AICD 

implantation*

•Exercise testing

•Yes, 24/7

•One or several

•Echocardiography

•Radionuclide

•Cardiopulmonary

•Metabolic*These modalities must be supervised/performed and 

interpreted by physicians with expertise and training in CHD.

ACHD indicates adult congenital heart disease; 24/7, 

availability 24 hours per day, 7 days per week; TEE, 

transesophageal echocardiography; AICD, automatic 

implantable .

Delivery of Care and Ensuring Access

Warnes, et al. J Am Coll Cardiol 2008;52. Table 2. Published ahead of print November 7, 2008, at 

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001


PERSONNEL AND SERVICES RECOMMENDED 

FOR REGIONAL ACHD CENTERS

Type of Service Personnel/Resources

•Cardiac imaging/radiology*

•Multidisciplinary teams

•Cardiac MRI

•CT scanning

•Nuclear medicine

•High-risk obstetrics

•Pulmonary hypertension

•Heart failure/transplant

•Genetics
*These modalities must be supervised/performed and interpreted by 

physicians with expertise and training in CHD.

ACHD indicates adult congenital heart disease; CT, computed 

tomography; MRI, magnetic resonance imaging. 

Delivery of Care and Ensuring Access

Warnes, et al. J Am Coll Cardiol 2008;52. Table 2. Published ahead of print November 7, 2008, at 

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001


PERSONNEL AND SERVICES RECOMMENDED 

FOR REGIONAL ACHD CENTERS

Type of Service Personnel/Resources

•Multidisciplinary teams •Neurology

•Nephrology

•Cardiac pathology

•Rehabilitation services

•Social services

•Vocational services

•Financial counselors

ACHD indicates adult congenital heart disease.

Delivery of Care and Ensuring Access

Warnes, et al. J Am Coll Cardiol 2008;52. Table 2. Published ahead of print November 7, 2008, at 

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001


PERSONNEL AND SERVICES RECOMMENDED 

FOR REGIONAL ACHD CENTERS

Type of Service Personnel/Resources

•Information technology •Data collection

•Database support

•Quality assessment

review/protocols

ACHD indicates adult congenital heart disease.

Delivery of Care and Ensuring Access

Warnes, et al. J Am Coll Cardiol 2008;52. Table 2. Published ahead of print November 7, 2008, at 

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001

http://content.onlinejacc.org/cgi/content/full/j.jacc.2008.10.001


EUROPEAN HEART JOURNAL (2014) 35, 686–690

Recommendations for organization of care for 

adults with congenital heart disease and for 

training in the subspecialty of ‘Grown-up 

Congenital Heart Disease’ in Europe: a 

position paper of the Working Group on 

Grown-up Congenital Heart Disease of the 

European Society of Cardiology
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Circulation. 2014;129:1804-1812
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http://www.csanz.edu.au/wp-content/uploads/2016/09/ACHD_ratified_11-March-2016.pdf
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AUSTRALIAN ACHD CENTRES

• Australian population as of November 27th, 2017 was projected

to be 24,753,504

• Australian ACHD population estimated ~ 72,000 (3,000 per million

population)

• In 2010, 1,4 million ACHD patients were living in USA – 300,000

with severe CHD; it represents a 63% increase since the

estimates in 2000; likely, > 200 ACHD centres would be required in

USA currently ~ 114 centres)1.

• In 2013, 2,3 million ACHD patients were estimated to live in Europe; this

represents a 77% increase since 20012.

• Australia should have ~ 8 CACH Centres (x 1 Unit for every 3,000,000)

1. Circulation. 2016;134:101–109

2. European Heart Journal (2014) 35, 673–679 
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AUSTRALIAN ACHD CENTRES

• There are currently 5 designated CACH Units across Australia:

• Sydney RPA/Westmead – Dr David Celermajer, Dr Rachael Cordina, Dr

David Tanous

• Royal Melbourne Hospital – Dr Leanne Grigg, Dr Dominica Zentner, Dr William Wilson

• Brisbane ACHD Unit (TPCH and Mater) – Dr Dorothy Radford, Dr Vish Wijesekera, Dr

Mugur Nicolae, Dr Chris Whight

• Outreach clinics to Townsville and Rockhampton: in 2018 – 8 weeks/52 weeks

• Royal Adelaide Hospital – Dr Patrick Dysney

• Perth – Dr Andrew Bullock

• There are no CACH Centres in ACT, Northern Territories, Tasmania

• There is only x 1 RACH Centre: Newcastle (x 1 FTE ACHD Cardiologist)



AUSTRALIA CHD PAEDIATRIC SERVICES

• In 2010, there were ~ 30

paediatric cardiologists in 

Australia



SNAPSHOT OF AUSTRALIAN ACHD UNITS AND RESOURCES

NOV 2017

Sydney RPA Sydney Westmead Melbourne Adelaide Perth
Brisbane

ACC-

AHA/ESC/CSANZ

ACHD 

Cardiologist
0.9 0.3 1.0 0.3 0.5 2.0 > 2.0

ACHD Surgeons 0 0.5 0.2 0.1 0.1 0.5 > 2.0

ACHD Nurse 

Coordinator
1.0 0.1 0.6 0.1 0.3 1.0 > 1.0

ACHD Nurse 

Educator
0 0 0 0 0.3 0.2 > 1.0

ACHD Admin 

Staff
0.3 0 0.3 0 0.2 0.8 > 1.0

ACHD Social 

Worker
0 0 0 0 0 0.5 > 1.0

ACHD 

Psychologist
0 0 0 0 0 0 > 1.0

Number of 

Patients
5,500 500 3,500 1,000 1,050 3,000

ACHD 

operations
50-60 50-60 50-60 10-15 20-30 50

FTE equivalent



ACHD FELLOWSHIP OPPORTUNITIES IN ANZ

• Sydney Royal Prince Alfred Hospital – non-funded ACHD 

Fellowship

• Royal Melbourne Hospital – funded combined Echo/ACHD 

Fellowship

• The Prince Charles Hospital in Brisbane – funded ACHD 

Fellowship

• Starship Green Lane Hospital in Auckland – funded ACHD 

Fellowship



CONCLUSIONS

• The ACHD Centres in Australia are significantly understaffed and

under-resourced, well below the current recommended national and

international guidelines

• We need to identify and provide adequate resources for the RACH 

Centres

• Townsville, Rockhampton, Cairns in Queensland

• Newcastle, Wollongong, Port Macquarie, Dubbo, in New South Wales

• Geelong, Bendigo, Ballarat in Victoria

• Hobart in Tasmania

• Port Augusta in South Australia



CONCLUSIONS

• There needs to be adequate planning for future needs in ACHD across Australia

• The newly formed CHAANZ group will advise the Federal Government regarding

organisation of care and funding

- At the recent CHD round table, the Health Minister made an announcement

about developing a National Action Plan for CHD – hopefully, this will include 

ACHD as well 

• The current development of a binational CHAANZ Registry and Database will

help towards improved clinical care across borders and understanding of the

number of patients with CHD

• We need to continue to train ACHD Fellows in the future and more funding is

needed for the existing Fellowships



CONCLUSIONS

Soon to be submitted for publication


