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MS Brain Health recommendations are endorsed by 50+
professional and patient organizations

Ay

lerated

m 5 ﬁ N
project|s PLA MS Brain Health BCTRIMS —ReR e
H takana Endorsed by the Ausiratien e S T e
ars et S Asiocisonet Newrologess

llllllllllll

. MSAA
MULTIPLE SCLEROSIS A
ASSOCIATION OF AMERICA
M5 KENYA

| dms - me ctrim
GRUPO DE ESTUDOS .~~~ | ASSOCIATION OF AMERI
6ulnp

. y DE ESCLEROSE MULTIPLA

«Q M. o) Multiple <3
MS scetss  FMSlreland
:5: EARCH

lmprovmg Lives Today

P> G

aman
FREF

SE erosi
miuu
AUSTRALIA TRALIA
® ms
: - ) M ot g

ﬁ , i -
e MS SOCETY

Multiple Sclerosis
New Zealand

2,
M& (DD s IS Forbundet. 79 20C

WL S LERCRE AOMD
National

g&h&hﬂnk :.'.’:::“.“.rl vvvvvv

THE WORK
FOUNDATION

RUCTRIMS

AAAAAAAAAA

NEURS Q==
mulsple 5 k'

SWEDEN

United Spinal
Association

actrims @ ECTRI

THI CONSORTIUM OF

MULTIFLE SCLEROSIS CENTERS

@

IMSCOGS  |OMSN

2

federation

ms. MO

N1
5 1sbernationsl Sexsty
VTR ——

ndp

Qi

&
n

Qi =

European Brain Council

g LacTRIvS

M st borth Alrics (

OVERCOM(NG
PaCirims

M=NACtrime
oneltes tor

Trestvart ) Reve - ¢ Ml el me

* * R‘ ATHARILITATION ™
» *RIMS Saiass

GO Shift.ms

2



450+ MS Brain Health champions from >65 countries
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MS Brain Health global
Impact: quantitative
survey results

Survey completed October—

December 2020,
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Thanks to MS Brain Health, 16 of the countries surveyed have
changed their MS practice
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VIS Brain Health has had a global impact:
here’s what some of the survey respondents said ...

qvailability ©f

d’\sease-mod'\fy'mgMS
treatments for a“
pat'\ents equally

uMore

«pirected the focus of
our organization’s

”n
advocacy work

“Helped with establishing rapid
pathways for newly diagnosed
to be seen and commenced on

treatment”

“We have made sure politicians and
health planners have copies of brain
health. We are also participating in
three centres in using the MS Brain
Health auditing tool and look forward

to the results”

“Ms Prain Health has
Certainly changed the way
that leading Mms Neurologists

view best Practices in \ms
care”




Changes to clinical practice include patient education
and new approaches to diagnosis and management

Areas where MS Brain Health has supported changes in practice within the
healthcare organization of the respondents
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shared with people with preserving brain health to monitoring people the use of disease- approach to diagnosis
MS on the impact of in people with MS with MS modifying treatments of MS
lifestyle choices within MS care

n = 69 healthcare professional respondents



Reported changes are far-reaching, including treatment access
and changes in national policy

“Have seen an increased use of
higher efficacy therapies in our
area”

“Updated criteria for
reimbursement of MS

DMTs”

“ ..the Brazilian Academy of
Neurology cites the MS Brain
Health report in the documents
that argue for a change in the

standard national MS protocol”

DMT, disease-modifying therapy; NMO, neuromyelitis optica



MS Brain Health has influenced established regional and national

VIS care pathways

Areas where respondents have noted changes in MS care pathways or policies

that have been supported by the MS Brain Health initiative
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Investment in MS care has increased in some centres

Reported areas where MS Brain Health has supported

increased investment in MS services
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support materials disease-modifying resources diagnostics
treatments

n = 68 healthcare professional respondents




MS Brain Health has helped equip people with MS and their
carers to manage the disease

(4 =
The survey asked people with MS and their carers about Have the MS Brain Health

the impact of MS Brain Health on: recommendations and consensus
* management of their MS (or that of the person they care standards influenced how you manage
for) your MS or the MS of the person you

* the MS services they use
Y care for?”

In this group, 25 people from eight countries completed
the survey




Changes in MS knowledge and self-management among survey
respondents with MS

90%
80%
80%
70%
o 60%
&:, 52%
+ 0]
5 °0% 44% 44%
o
S 40% 36%
2
x 30%
20%
20%
12%
10% .
0%
Improved Have a more Changed the Improved my Increased my role Influenced Other
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health in MS own disease treatments

n = 25 people with MS or carers who responded



Areas of change in clinical care reported by people with MS

If you have noted changes in MS clinical care due to

60%
50% 48%
40%
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20%

Respondents (%)
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0%
Changes in the
approach of the local
clinical team

n = 23 people with MS or carers who responded

MS Brain Health, what have you seen?

43%

Improved resources for
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Other
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Changes in local care
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Changes in
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Areas of increased investment include improved monitoring and
access to DMTs

Areas where people with MS reported that MS Brain Health

oo has helped to support increased investment in MS services
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44%
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Improved Improved access Improved patient More staff Additional Improved Other
monitoring of to disease- support materials resources facilities diagnostics
people with MS modifying
treatments

DMT, disease-modifying treatment
n = 25 people with MS or carers who responded
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MS Brain Health global
impact: qualitative case
studies

Some activities by national groups
that have impaeted local heﬁ
policy and practice \
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‘Impact’ case studies: by country or region

e Australia

* Europe
e New Zealand

* Norway

e Serbia

°
2

ain
e UK
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Influencing policy: MS Australia election commitments

MS Australia has played an active role in promoting MS Brain Health H
recommendations, by: EIeCtlon MC‘

 asking the major political parties at the 2016 general election to Commltments AUSTRALIA

commit to funding the implementation of the recommendations MSA seeks an slection commitment from al sides of politics for

* making a pre-budget submission to the 2017 federal budget to fund
a project to help implement the recommendations

Full funding and timely roll out of the Medical Research Future
Fund and assistance with prioritising an allocation from the Fund
of $25 million to Multiple Sclerosis Research Australia for the
purpose of funding a number of promising, signature areas of
research that will boost the chances of finding a cure for MS.

Outcome: Australian Parliament formally recognized World MS Day
2018 and acknowledged the importance of timely MS care, a brain-
healthy lifestyle, and the need to increase investment in MS research

A specific contribution of $15 million for the Brain Health Project;
a therapeutic strategy with the potential to minimise disease
activity and maximise lifelong brain health for those with MS.

Immediately establishing a MS Stem Cell Research Working
Group for discussing with key decision-makers how to alleviate




‘Election commitments’ roadmaps in Australia:
to mirror government ministerial portfolios

A Roadmap

to Defeat A,.
Multiple Sclerosis

INn Australia

Why is this important?
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There is overwhelming i\\
evidence that MS is caused /‘\\ 4
by an autoimmune process \\\

with both genetic and \\\}

environmental contributors.

MS is the most commonly
acquired neurological
disease in young adults
around the world with over
2.3 million people affected.

25,600 Australians live
with MS and over 7.6 million
Australians know or have a
loved one with this potentially
debilitating disease.

@& The average age of
diagnosis is only 30
| 'l and around 75% of f
| W those affected with MS |

, q§ in Australia are female. ) 4

The direct and indirect costs to the
Australian community are increasing

and now exceed $1.9 billion every
year. Nearly 50% of this figure is
through the lost productivity of Australians | @ ==

living with MS and their carers.

MS causes significant and chronic
disability to people in the prime of their

lives and therefore has a substantive
health burden and economic cost to
the Australian health system. (o]

https://www.msaustralia.org.au/about-msa/2019-election-commitments-make-our-stories-matter

Improved management of MS
What needs to be done?

“Recognising the critical importance of
early diagnosis and early treatment in
minimising the impact of MS, increase
understanding of MS within Primary Health
and across the wider community to
expedite diagnosis and referral to an expert
in MS, as per the recommendations of the
international consensus initiative, Brain
health: time matters in multiple sclerosis”

DESTINATION: Access to early
interventions and the most effective

treatment therapy is well established
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National advocacy: MS service improvements, Australia IS

*

Australian MS Brain Health Community
Aims and scope

e 2017: formation of first local
MS Brain Health group

-

Promote the implementation of MS Brain Health
recommendations

|dentify challenges and barriers to the implementation of these
recommendations in Australia

Deliver projects to target these barriers

Actively identify and recruit MS Brain Health champions
(advocates of the strategy to maximize lifelong ‘brain health’)




Advocacy for policy change: Europe-level advocacy
by MS Brain Health leads

Promoted the importance of timely intervention in MS to
policy makers in European Parliament

* Gavin Giovannoni made the case that time is critical to:
* preserve brain reserve
* slow the course of MS
* improve quality of lives of people with MS

* Gisela Kobelt set out the economic case for early
intervention

* A cost-of-illness study across 16 countries involved
almost 17,000 patients?

* Costs of illness increased, on average, fivefold between
mild and severe MS?

1. Kobelt G et al. Mult Scler 2017;23:1123-36




National policy: challenging access and MS drug funding,
New Zealand

Facing the Influencing
challenge decisions

* Difficulty for more than 20 years in * Submission to New Zealand * From March 2021, people with MS
getting timely and appropriate Government drug-buying agency and EDSS score < 6 have access to
access to new MS drugs PHARMAC for extended access to DMTs

* Implications for patients; precludes DMTs * Two-point progression limit has
timely treatment initiation * Favourable recommendation from been removed

* Requirement to stop treating if MS PHARMAC

deteriorates by two EDSS points

DMT, disease-modifying therapy; EDSS, Expanded Disability Status Scale a



National advocacy and patient impact: reduced time
to diagnosis and start of therapy, Norway

. . , Time to diagnosis y
Norwegian Multiple Sclerosis Competence Centre —
followed guidance from Time Matters in MS and &
Six ways to lead a brain-healthy lifestyle -
Impact S
* Using Time Matters in MS has gradually reduced
time to diagnosis in Norway S

Education M VS Brain Health
* Six ways to lead a brain-healthy lifestyle is Byl ks et
routinely given to people with newly diagnosed MS e Ve st sy o o4y 5

“The MS Brain Health report and guides have influenced
policy, practice and behaviour in Norway.”
MS Neurologist e R ""

2. Keep your weight under control

Obesity is assoculdwlmngh r numbers fMSI sions (areas of inten:
damage) than maintaining a helmywelght

1. Keep as active asyur.a

3. Keep your mind active

Education, reading, hobbies and artistic crealvep hme helpt protect
agail loog tlveprob{ ms in MS when pursued ove



Advocacy and policy impact: MS Society of Serbia

=

Identifying Using MS Reaching the
barriers Brain Health right audience
resources

* 9000 people with MS in Brain health: time matters in ~ * Brain health: time matters in

Serbia MS report translated into MS report submitted to
* Limited access to therapy Serbian government, including
owing to financial * Supports argument for President, Prime Minister
constraints timely diagnosis and and Minister of Health and
* Poor understanding of need treatment initiation Finance
for new treatments * Gavin Giovannoni working * Also shared with Director of
with MS Society of Serbia Serbian Health Insurance
medical board Fund

* Ongoing communications
with relevant parties

Gaining a
voice

* MS Society of Serbia now
has representation in the
Serbian Health Insurance
fund

* Collaboration established
with MS Working Group of
the Serbian Society for
Neurology

* 30 local associations
meeting with healthcare

professionals and patients é



Clinical and patient impact: access to MS treatments,
Serbia

Advocacy to key stakeholders leads to direct, positive

S ; Funding for existing and
clinical impact and increased access to MS treatment
options novel MS treatments

* MS Society of Serbia worked with Gavin Giovannoni

* Brain health: time matters in multiple sclerosis
recommendations supported MS Society of Serbia
mission

— Patients with MS with
access to treatment

Number of MS patients
treated more than doubled



Patient impact and education: healthy living for people
with MS, Spain E

Inspiration
. . ~ . . eFTUCOFI'T‘Ia FORMA -  EXPERIENCIAS NOTICIAS O
* In 2020, Esclerosis Multiple Espana launched their patient
web site http://emforma.esclerosismultiple.com/ %:
* Focused on physical activity and healthy living iCAMBIAMOS DE I‘*“ N!
Communication =il | orma

& la actividad fici

* Several new items based on MS Brain Health included on
www.esclerosismultiple.com

Networking

* MS Brain Health report distributed to over
100 professionals working in MS in Spain

people received the MS Brain
> 1 OO Health report in 2017, including
professionals in MS care and

rehabilitation working in MS
associations and foundations


http://emforma.esclerosismultiple.com/
http://www.esclerosismultiple.com/

VS Brain Health leaflet prompted MS Society UK's

quit smoking campaign

The Six ways to lead a brain-healthy lifestyle leaflet, led the
MS Society UK to run a quit smoking campaign

* The campaign was part of the annual, national, public
health Stoptober campaign

It secured more than 100 regional and local pieces of
media coverage, as well as 13 items of national coverage

More than 4000 people viewed a news story about the link
between smoking and MS on the MS Society UK website

()

Keep as active
as you can

Keep your
mind active

T

Watch how much
you drink




