
Living Better for Longer

Facilitating a Coordinated 
Multidisciplinary approach to MND 
through ‘one stop shop’ online resources

Carol Birks 

MND Australia 



Living better for longer

• early diagnosis

• optimal symptom management

• timely referrals

• Multi/interdisciplinary team approach

• timely interventions 



Symptom management

• respiratory

• swallowing

• communication

• movement and joints

• cognition

• emotional lability

• fatigue

• insomnia



Wellbeing and support 
needs

• planning - financial, legal, advance care

• information

• daily living and mobility

• equipment

• personal and home care

• psychosocial and spiritual needs - depression, 

anxiety, loss, bereavement, intimacy, isolation, social support

• carer wellbeing and support

• children and families 



• community/aged care worker 
and case manager

• dietitian 

• general practitioner

• MND Association regional/care 
advisor

• neurologist

• occupational therapist

• palliative care team 

• physiotherapist

• respiratory specialist

• registered nurse, MND nurse, 
clinical nurse consultant or 
clinical nurse specialist 

• social worker, psychologist, 
counsellor

• speech pathologist

Health professionals and 
community care workers

Significantly involved in each person’s care
4-12 health professionals involved in the care of each person with 
MND (MND NSW)



Objectives: 

To assist people living with ALS/MND to live better

for longer by providing:

1. ‘one stop shop’ ALS/MND online resources:

2. easily accessible referral pathways

3. easily accessible ALS/MND information to health 
and community care professionals working in 
Australian regional and remote areas.



Sources of evidence

Timely intervention and referral
improves

survival and quality of life
of people living with MND

Evidence-based guidelines Systematic reviews

Andersen and others 2007, Chio and others 2009, Miller and others 2009, Orrell 2010



Getting research into 
practice

• MND Australia

– Living Better For Longer project

• Funder

– Australian Government Department of Health 
and Ageing



Steering committee 

Carol Birks - Project Manager, National Executive 
Director, MND Australia

Rod Harris - CEO, MND Victoria

Graham Opie - CEO, MND NSW 

Penny Waterson - Project Officer, Information 
Resources Coordinator, MND NSW 



Expert review panel 

Dr Peter Allcroft - Respiratory and Palliative Care Physician, 
Southern Adelaide Palliative Care Services, Repatriation Hospital 
MND Clinic, MND SA board member, South Australia

Jennene Arnel - MND Victoria/Tasmania Regional Advisor, 
Tasmania, Social Worker

Bronwyn Binnington - Occupational Therapist, Clare Holland House 
Hospice, ACT

Sara Feldman - Physical Therapist MDA/ALS Center of Hope Drexel 
University College, USA

Professor Matthew Kiernan - Neurologist, University of NSW, 
Prince of Wales Hospital MND Multidisciplinary Clinic, NSW

Cont’d



Expert review panel (cont’d)

Maryanne McPhee - Speech Pathologist, MND Centre, 
Calvary Health Care Bethlehem, Victoria

Nicole Hutchinson - Clinical Nurse Consultant, Royal Brisbane 
and Women’s Hospital MND Clinic, Queensland

Margherita Nicoletti - Palliative Care Physician, WA 
Neurosciences network and WA MND Model of Care, 
MNDWA board member, Palliative Care Australia, 
Western Australia

Heather Wieland - National Rural Health Alliance and 
National President of the Country Women's Association of 
Australia 





MNDcare Approach 
www.mndcare.net.au

1. assess the needs 
of the person with 
MND and their 
carer 

2. get evidence 
based and best 
practice 
MND information 
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MNDcare Approach 
www.mndcare.net.au

3. make referrals to 
the right provider 
at the right time

4. provide a 
coordinated, 
multidisciplinary 
team approach to 
MND care
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Referral Pathways

• simple tool

• more than 1200 potential pathways

• Australian health professionals and 
community care workers can

– locate the appropriate health professional, 
community care worker, agency or other 
service for the person living with MND

– as soon as the need is identified



Information about motor neurone disease



Disease process interventions



Staying up-to-date

subscribe to email updates

conferences and events

RSS feeds (content from other MND/ALS sites)



RSS feed from The 
ALSUntangled 
Group



Feedback and 
submit site content



Content development

• ongoing

– monthly e- newsletters for subscribers 

– images

– checklists, assessment tools

– podcasts, vodcasts

– case studies, local care pathways 

– fact sheets for people living with MND

– evidence updates



Outcomes 

• ‘One-stop shop’ website

– for health professionals and community care 
workers

• facilitate and promote best practice 
coordinated multidisciplinary MND care

– timely interventions and appropriate referrals

• for all people with a diagnosis of MND in 
Australia

– especially in regional, rural and remote areas
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Helping people living with motor neurone 
disease to live better for longer



MND Australia Invites you to 
Sydney next year

• Hilton Hotel, Sydney 

www.hiltonsydney.com.au

• 29 November
– Allied Professionals Forum

• 30 November to 2 December
– ALS/MND Symposium 
– Scientific and Clinical streams 

• More details
– www.mndaust.asn.au
– www.mndassociation.org

http://www.hiltonsydney.com.au/
http://www.mndaust.asn.au/
http://www.mndassociation.org/

