Living Better for Longer

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



Living better for longer

e early diagnosis

e optimal symptom management

e timely referrals

e Multi/interdisciplinary team approach
e timely interventions



respiratory

swallowing
communication
movement and joints
cognition

emotional lability
fatigue

Insomnia



Wellbeing and support

needs

e planning

e information

e daily living and mobility

e equipment

e personal and home care

e psychosocial and spiritual needs

e carer wellbeing and support
e children and families



Health professionals and

community care workers

Significantly involved in each person’s care

e community/aged care worker e palliative care team
and case manager e physiotherapist

e dietitian e respiratory specialist

* general practitioner e registered nurse, MND nurse,

e MND Association regional/care clinical nurse consultant or
advisor clinical nurse specialist

e neurologist e social worker, psychologist,

e occupational therapist counsellor

e speech pathologist



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

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



Getting research into

practice

e MIND Australia

e Funder



Steering committee
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Expert review panel
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Early in the coufrse of the disease nocturnal hypoventilation may not be
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Respiratory

Respiratory weakness can develop at any stage of disease progression and may cause shortness of breath, fatigue, impaired
quality of life and somnolence. Dyspnoea is caused by weakened respiratory muscles — intercostals, diaphragm and
abdominal muscles.

The diagnosis and management of respiratory insufficiency is critical because most deaths from ALS are due to respiratory
failure (Miller and others 2009a).

MND Australia 2008

Early in the course of the disease nocturnal hypoventilation may not be manifest by obvious shortness of breath but more by
headaches or general tiredness.

Later, more marked shortness of breath may appear but this tends to be at the time when the person living with MND has
severe generalised weakness which may affect the throat and limb muscles. Symptoms at that time include:
breathlessness on exertion, sometimes just the exertion of speaking or eating
sleep disturbance, anxiety and panic
orthopnoea - breathless lying flat

hypoventilation is worse during sleep. Upper airway may also be partially obstructed due to bulbar and laryngeal
muscle weakness
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& fuller characterisation of the extent of cognitive and behavioural dysfunction in MND is not simply of academic interest
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Current as at 11 Jun 2010
MMND New South Wales

Fhone: 02 8877 0999
Fax: 02 9816 2077

info@rmndnsw,. asn.au

v rndnsw . asn.au

Building ¢, Gladesville Hospital, Wictoria Rd Gladesville
Mzw 2111

MRD WS is a registered charitable not-for-profit organisation providing support and
information to people with all types of motor neurone disease, their families and carers in NSW,
ACT and NT.

MMD NSW provides a range of aids and equiprment to people living with MRD in NSW and 4CT
following assessment by an appropriate health professional,

The MMD Association can provide information on local services and providers,
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Multidisciplinary MND Clinics

Fhone: 1800 777 175

There are several motor neurone disease specific clinics and prograrms of care in New South
Wales, These specialised clinics provide an integrated approach to the management and clinical
care of the person with motor neurone disease,

The rmultidisciplinary clinics give the persan with maotor neurone disease access to a range of
health professionals who worl together to provide a coordinated response to care,

Team members may include the neurologist, rehabilitation specialist, palliative care specialist,
respiratory specialist, physiotherapist, dietitian, sacial worker, occupational therapist, speech

pathologist and clinic nurse coordinator, MRUD Association regional advisors also attend these

clinics to provide information and support,

MHD clinics and services in Mew South Wales are located at:

® Prince of Wales Hospital MMD Clinic, Randwick

» Sydney West MND Clinic, St Joseph's Hospital, &uburn
» Macquarie Meurology, Macquarie University Hospital

® Zalvary Health Care MMD Service, Kogarah

For contact details of these clinics use the freecall number, If you are located in NSW, to contact
MMND MZW,

. Current as at 06 Jun 2010
Speech Pathologist

Fhone: 03 9642 4599

www, speechpathologyaoustralia.org.aufabout-spasfind-a-speech-pathologist

Level 2 / 11-19 Bank Place

The speech pathologist (SP) is an integral part of the moltidisciplinary team. SPs may be
accessed from local hospitals or commmunity health, aged care or palliative care services,
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. Current as at 02 Jun 2010
Technology solutions for computer Access,

Seating and Communication {TASC)
Fhone: 02 9975 5469

Wi thespasticcentre.org.aufservices/services-tasg/services-tasc.htm

139 Allambie Road, allambie Heights
MSW 2100

TASC is a consultancy service which meets the technology, seating and mobility needs of
people with disabilities in NSW,

TAST services include the following:

+ identification of client needs and recommendations in relation to technalagy for
commmunication, computer access, seating/wheelchairs and environmental control
+ alternatives to handwriting

+ assistance with the trial of recommended equipment

+_assistance with nrenarinn fundinn submissinns for recornmended eooinrment




Referral Pathways

e simple tool
e more than 1200 potential pathways

e 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
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Phenotypes

Motor nelrone disease cah be categorized on the basis of sites
of fnvolvernent at presentation and the balance betweern lower

fator newrone (LMN) and Lpper modor neurone
L) features (MND Australia 2008),

Turner and Al-Chalahi 2007

Motor neurone disease comprizes a nurmber of clinical phenotypes
united by the pathological feature of progressive motor neuronal
lozs, They can be distinguished on clinical and pathological
fetaures,

The mast comrmon form of MMD iz amyotrophic lateral sclerosiz,
where thare iz clinical evidence of both upper and lower motor
neurone invalvernant,

Climically 'pure’ lower riotar neurone MMD iz termed progressive
ruscular atrophy, and pure upper motor neurone MMD is termed
primnary lateral zclerosiz, The latter is particulalry rare and
associated with significantly slower progression,

MHND Australia 2008
Arnyotrophic lateral sclerosis - ALS

m rost cornmnon forrm affecting about 65% of patients

= rixed LMM and UMM signs usually beginning in the limbi(=)
s bulbar invaolvernant later

m rhore comrmnon in men than wormen

Progressive bulbarfpseudobulbar palsy

m about 25% of cases at onset
" mare commmon in women

m renaraccing dusadhriz and dusebaais

Felated documents

« MMD Auztralia 2008 Motor neurons
diseaze: A problern solving
approach - A guide for general
practitioners

# Riluzole: an overview - for people
living with MM

Felated external links

# Talrman and others 2009 Clinical
phenotypes and natural
progression for motar neuron
dizease: analvsis from an
Australian databaze

# Turner and Al-Chalabi 2007
Clinical phenotypes
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& Motor neurone Disease process interventions * Disgnosis

) #» Motor neurcone disease
disease

Eiluzole s currently the anly medication approved by regulatory * Cuerview
Phenotypes authorities for the treatment of ALS, Including Europe, the
Presertation LA, and Australiz (Qrrell 2010),

Felated external links

Sporadic and familial

« Orrell 2010 Motor neuron disease:
Riluzole susternatic reviews of treatrnent
Dizeaze process for ALS and SMA
interventions Riluzale iz an anti-glutarnate riedication rnanufactured by Sanofi-
Aventiz under the name Rilutek™, Riluzole appears to block the
release of glutamate from nerve cells (neurones].

Lizease procdss

F.egisters

Fesearch funding Riluzole iz zafe and effective for slowing dizease progreszion to a
modest degree in ALS (Miller and others Z009a). It helps people
rermnain in the milder or moderately affected stages of the dizsease
for longer than thosze not taking riluzole, if they start on the
rmedication early in the diseaze progression (Miller and
Participate others 2007,

Fead rmore

MMCcare approach
Staying up-to-date

Other disease process interventions

Riluzole rermains the anly medication to have shown benefit which
has stood up to the methodology of the Cochrane review process
[Zrrell 201070,

Fead rmore
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MrOzare approach

m zub:zcribe to get future issues of MNDcare Latest Mews delivered | |

= Staying up-to-date to your inbox
m uvigw upcorning rotor neurone disease related conferences and I suswT
MMDcare Latest News auants
Conferences and ® yjaw news feeds about motor neurone disease from around the
svents werld Related content
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Feed
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MMD Australia Mews
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The ALSUntangled Group

ALS-Uis 3 new and exciting inftiative, Driven frorm the ground
Lnt it will provide g tmely, accurate and sciandifically valid
analvsis of alternative and off-labe! treatrments, THis in

turn helns people with ALSMND and thedr farnilies to mmake
informed declsions, For more information on ALSUntangled
wizlt httnsfwww dnformaworkd.cormn

femopSeection frontent=591 1 41 98448 fulfitext=71 3240928
ALSUntangled No. 5: Investigating the Stowe /Morales ALS
Protocol

Arnyotrophic Lateral Sclerosiz , August 2010, Vol 11, Mo, 4, Pages
414-4165,

AlLSUntangled Update 4: Investigating the XCell-Center
Armvotrophic Lateral Sclerosis , May 2010, Vol 11, Mo, 2, Pages
337-338,

ALSUntangled Update 3: Investigating stem cell b-ansplants at the
Hospital San Jose Tecnologico de Monterrey

Armnyotraphic Lateral Sclerosiz , 2010, Wol, 11, Mo, 1-2, Pages
248-249,

AlSUntangled Update 2?: Investigating The Hickey Wellness Center
Arnvotrophic Lateral Sclerasiz , 2009, Val, 10, No, 5-&, Pages
490-431,

ALSUntangled Update 1: Investigating a bug (Lyme Disease] and a
druqg (Iplex) on behalf of people with ALS

Armvotrophic Lateral Sclerasiz , 2009, Vol, 10, Mo, 4, Pages
242-250,

cancH o canel (IS

B meceive s mssreed @ SHARE

L

Subscribe to email updates

I SUBMIT

RSS feed from The
ALSUntangled
Group
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® ongoing



Outcomes

e ‘One-stop shop’ website

e facilitate and promote best practice
coordinated multidisciplinary MND care

e for all people with a diagnosis of MND in
Australia
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Sydney 2011 Avstralis

MND Australia Invites you to
Sydney next year

e Hilton Hotel, Sydney
www.hiltonsydney.com.au

e 29 November
— Allied Professionals Forum

e 30 November to 2 December
— ALS/MND Symposium
— Scientific and Clinical streams

e More details
— www.mndaust.asn.au
— www.mndassociation.org



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

