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OUR MISSION IS TO ENABLE & EMPOWER PEOPLE
AFFECTED BY MS TO LIVE THE LIFE OF THEIR CHOICE TO
THEIR FULLEST POTENTIAL.

EMPOWER PEOPLE WITH MS TO CONTROL THEIR
LIVES & INFLUENCE THEIR ENVIRONMENT // ALLOW

PEOPLE WITH MS TO LIVE WITH DIGNITY WHILE
PARTICIPATING IN THE COMMUNITY // PROVIDE

SUPPORT FOR THE FAMILIES AND CARERS OF
PEOPLE WITH MS // CO-OPERATE WITH THE
MEDICAL, SCIENTIFIC, SOCIAL & CARING PROFESSIONS
// PROMOTE SCIENTIFIC RESEARCH INTO

THE CAUSES OF MS // ENCOURAGE BETTER
MANAGEMENT OF MS & ITS SYMPTOMS //
EXCHANGE & DISSEMINATE INFORMATION

ON MS // DEVELOP AN EFFICIENT, EFFECTIVE AND
CARING ORGANISATION TO SERVE THE NEEDS
OF PEOPLE WITH MS //

WE ARE THE ONLY ORGANISATION PROVIDING
COMMUNITY-BASED SERVICES, INFORMATION

& SUPPORT TO THE ENTIRE MS COMMUNITY ON A
NATIONAL, REGIONAL AND LOCAL LEVEL.

THESE INCLUDE: INDIVIDUAL & FAMILY SUPPORT

// LIVING WITH MS PROGRAMMES, ACTIVITIES &
WORKSHOPS // CONFIDENTIAL MS INFORMATION
LINE 1850 233 233 // MS CARE CENTRE

FOR RESPITE & THERAPIES // 38 VOLUNTARY
BRANCHES NATIONWIDE // PROFESSIONAL
COUNSELLING // ADVOCACY AND LOBBYING

// INFORMATION PUBLICATIONS // WEBSITE:
WWW.MS-SOCIETY.IE // MSNEWS MAGAZINE
& E-NEWSLETTER // RESEARCH & INFORMATION //
NATIONAL CONFERENCES & GATHERINGS
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WORKING
TOGETHER g

CHIEF EXECUTIVE & CHAIRMAN WELCOME

We are proud to welcome you to a review of MS Ireland in 2013. Our staff and
volunteers have worked hard this year to ensure that even during these challenging
times, people with MS are at the centre of everything we do. Service delivery in
changing economic times has remained our top priority and as the second year of our
integrated model of working comes to a close we think it has made a significant impact
on this. 2013 was a year of change but by continuing to work closely together with our
community we are certain we can achieve great things in the future.
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CHIEF EXECUTIVE & CHAIRMAN WELCOME

We were honoured to appoint long-term

MS Ireland supporter Professor Michael
Hutchinson as our Medical Advisor this year.
Professor Hutchinson will work to improve
medical information provided by MS Ireland
among other activities. We were also pleased
to be involved with the launch of MS Nurse
PROfessional, the first CME-accredited online
platform for MS nurses in Europe, and look
forward to further deve|opmen’rs in this area.

MS Ireland’s website saw a dramatic increase
in the number of visitors compared to 2012.
Expanding on our development work last year,
the website is now regularly updated with new
content and news from the international and
national MS community. The launch of our MS
and Me Blog has only enhanced our website
and we will work to develop this community
blog next year.

AVA BATTLES
CHIEF EXECUTIVE

Our social media presence also received an
upsurge in activity this year which, in this
increasingly digital age, is both encouraging
and welcome. Our Facebook, Twitter

and YouTube pages are places to share
information and experiences with people in
similar situations both at home and abroad.

None of these successes would be possible
without our supporters — the many, many
fundraisers and volunteers who tirelessly
support MS Ireland in countless different
ways — each contributing what they can to
make a difference to the lives of people with
MS across Ireland. We would also like to
express our sincere thanks to our staff for their
unwavering passion and commitment to their
work.

MANFRED HUSCHKA
CHAIRMAN
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STRATEGIC GOALS

___________________________________________________________________________________________________________________________________________

2013 was the second year of our three year Moving Forward Strategic Plan.
The goals in the plan come from our 2011 organisational review which
identified the services people with MS most valued from MS Ireland. The
results showed a clear mandate for the future:

SUPPORT & SERVICE

PROVISION

To provide appropriate,
quality, nationwide services
based on individual and
family needs.

INFORMATION &
EDUCATION

To provide timely,
accurate, sensitive and
accessible information
to people who use our
services and educational
activities for health
professionals.

CAMPAIGNING &
ADVOCACY

To represent the views and
concerns of people who
use our services at a local,
national and international
level.

To fund research and
disseminate national and
international research
developments in an accessible
format.

STRENGTHENING
PROFILE & CAPACITY

To continue developing

an efficient and effective
organisation that supports our
services, staff and volunteers
within available resources and
to deepen the good reputation
of MS within the media, allied
organisations and those who
Use our services.

FUNDING THE STRATEGY

To source, fundraise and
effectively manage our
financial resources to fund the
services and activities of the
organisation.

Log on to our website to read the full strategic plan: www.ms-society.ie
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“| can't stress to you how very important the

MS Care Centre is to me. It's essential to my health
and wellbeing. I's what keeps me going. | want to
keep my husband at home and this allows me to do
it.” Janet

ACHIEVING IN SUPPORT &
SERVICE PROVISION

IN 2013, THIS IS WHAT WE ACHIEVED IN SUPPORT
& SERVICE PROVISION



THE MS CARE CENTRE

159
154
1% NEW RETURNING
79 259
TOTAL  HIGH MODERATE *SOME RESIDENTS STAYED TWICE OR MORE

INDIVIDUAL PHYSIOTHERAPY SESSIONS I 406
CONSULTATIONS WITH THE MS SPECIALIST NURSE IS 233
PRIVATE MASSAGE I 148
REFLEXOLOGY SESSIONS I 69
EXTEND PROGRAMME PARTICIPANTS* I 253
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ACHIEVING IN SUPPORT & SERVICE PROVISION

IMPROVING THE MS CARE CENTRE

Thanks to donations

and volunteers from

our generous corporate
supporters we were able
to complete a number of
improvements to ensure
the continued safety,
comfort and enjoyment
of the Centre, including:

INSTALLATION UPGRADE OF
OF EMERGENCY WINDOWS &
LIGHTING DOORS

GARDEN
MAINTENANCE

THANK YOU
In 2013 we further committed to providing quality care by engaging Health
with Health Information and Quality Authority (HIQA). We are o Gttty
currently accredited by CHKS, an international award for health o]

services and facilities, and a HIQA award will again demonstrate
our ability to provide top quality care to our residents. Work on the u CH KS
award will continue in 2014,

THE MS INFORMATION LINE HOW PEOPLE

MADE CONTACT

Operating weekdays from 10am-2pm, - AR e v 1

our dedicated information line provides
professional, anonymous and confidential
support for people with MS, their families,
carers and health professionals.

SOCIAL MEDIA: 33

REASON FOR MAKING CONTACT ST
DIAGNOSED e
-MAIIL:
EMOTIONAL
SUPPORT @ ACCESSIBILITY
SHORT TERM
GENERAL INFO SHORT
@ TREATMENTS @ OTHER
@ INSURANCE TRANSPORT
SR RESEARCH
PHONE: 1,030
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ACHIEVING IN SUPPORT & SERVICE PROVISION

REGIONAL SERVICES

MS Ireland provides a range of services Casework, living with MS programmes and
to individuals, families and health care counselling are three of the main services
professionals through our network of ten delivered through our Regional Offices to
Regional Offices across the country. Our people with MS and the families and carers
professional team of Regional Community who share their lives. Other services include
Workers deliver these services, aimed at information to health professionals, service
providing support and information, assisting  development, public awareness and support
the person and Fcnmi|y to learn about MS fo the vo|unt0|ry Branch structure.

and to discover coping mechanisms to
improve their quality of life.

@) k i |

ur casework service revolves 4,940

contact with clients, issue

exp|oro’rion/reso|ution and

This is a huge|y important service 1 ,205

to those newly diagnosed or

around home visits, personal
ACTIVE CASES
referrals to external agencies.

struggling with the impact their MS REFERRALS TO

is having on a part of their life. ANOTHER SERVICE
Casework provides an opportunity OR AGENCY

for the person or family to discuss

and receive information, support 2 NEWLY DIAGNOSED
and guidance from our trained FIRST CONTACTS

and professional staff to empower

them to make their own decisions
about their life with MS.

ISSUES PRESENTING IN 2013

580 FAMILY & RELATIONSHIP

497 ACCOMMODATION & HOUSING

el MS Ireland’s approach to case management
261 EMPLOYMENT & CAREER is ‘solution-focused’. Our regional teams

work with the client to identify issues and

227 EDUCATION & TRAINI find appropriate solutions where possible.

This graph summarises these issues.

o e e - ————
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LIVING WITH MS PROGRAMMES

Our regional services include a wide

In 2013, counselling
sessions were conducted
nationwide for people with
MS. The service allows

people to explore issues
A relating to their MS in an
individual and confidential

manner.

* MAINLY AS PART OF THE GETTING THE BALANCE RIGHT PROGRAMME
** THIS FIGURE INDICATES THE NUMBER OF NEWSLETTER EDITIONS

:

i range of individual and group support

i through programmes, workshops and SYMPTOM SHISICAL
: i : : . MANAGEMENT ACTIVITIES
i activities covering areas including

i health promotion, coping strategies, CARERS

\  caring, personal development and PO RMATION SUPPORT
i . EVENTS

i support groups. These services may GROUPS
' be one off sessions or a multiple week

i courses, depending on the nature of the NEWLY DIAGNOSED SEMINARS

1 programme.

i Our nationwide exercise, health promotion and research

i programme for people with MS continues to be an enormous

i success. The programme offers a range of opportunities for

i people with MS to maintain and improve a full range of

i motion, which may have been impacted on as a result of the

i MS disease process. Interventions range from physiotherapist-

' led group programmes, physiotherapy 1:1, yoga, gym-based

i programmes, hydrotherapy and tai chi.

: IN 2013 WE PROVIDED

i PHYSICAL ACTIVITY

: PROGRAMMES® —

i MANAGEMENT

E PERSONAL &

: EMOTIONAL

: SUPPORT

E PROFESSIONAL

i riomaion  COUNSELLING
. & ADVICE**
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WORKING TOGETHER:
AN INTEGRATED APPROACH

ACHIEVING IN SUPPORT & SERVICE PROVISION

" VOLUNTARY BRANCH SERVICES WORKING TOGETHER

2013 was the second year of

our integrated model of service
delivery. Our professional
regional staff worked closely with
our dedicated teams of volunteers
’rhroughou’r our Branch network
to best fund, organise and
deliver services to the local MS
community. This teamwork has
meant that we are able to make
the best use of all our resources to
best address the needs of people
with MS and their families.
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BRANCH INCOME 2013: €1,066,812

20] 3 . 20] 2 50K 100K 150K 200K 250K 300K 350K 400K
B CHUR CH G ATE (O CTION S L 392,243
R N —— 7
159,884
PONATIONS S 111,574 1% 1%
(o] (o] ] (7
(o]
.OTHER FUNDRAISING ACTIVITIES _859;269866 ] %
4% 2013
51,933 ]
.FLAG DAY COLLECTIONS _ 70 138
B CHRISTMAS EVENTS _4572/582(?9
B MARATHONS/WALKS _456é8§§’4
13,783 8%
I RAFFLES . 23108
INTEREST RECEIVABLE .8]';‘54893
COUNTER BOX'S g %36% 15%
MISCELLANEOUS g 2?2‘3
1,585
GRANTS I 3040 28%

BRANCH EXPENDITURE 2013:
€1,122,432 (DEFICIT 55,620)

Professional Services to Members 358,766

(o)
1% Overheads and Administration Expenses 181,977

- 4%

Other Services fo Members 152,721

32% '
M.S. Members' Welfare Payments 133,902

10% Direct Financial Aid 113,760

Fundraising Expenses 75,578
12% Aids and Appliances 58,813
Home Help, Nursing and Respite 40,914

Research 11,000

T e e e e ey e | Py PP

14%
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ACHIEVING IN SUPPORT & SERVICE PROVISION

FIND YOUR LOCAL MS IRELAND

To learn more about services available in your area, contact your local Regional Office.
All voluntary Branches can be contacted through their associated regional office.

- ]

DUBLIN NORTH & SOUTH EAST DUBLIN & WICKLOW
FINGAL REGIONAL OFFICE REGIONAL OFFICE

Providing services in North County Dublin Providing services in Wicklow and areas of
and Dublin City south Dublin

na@ms-society.ie | (01) 490 5933 eca@ms-society.ie | (01) 678 1600
MIDLANDS REGIONAL OFFICE SOUTHERN REGIONAL OFFICE

Providing services in Laois, Offaly, Longford ~ Providing services in Cork and Kerry
and Westmeath

midlands@ms-society.ie | (090) 647 1137 southern@ms-sociefy.ie | (021) 430 0001

MIDWEST REGIONAL OFFICE SOUTH EAST REGIONAL OFFICE
Prowdlng services in K||kenny, Wexford,

Prowdlng services In C|0|re, leerlck, CGI"lOW, Waterford cnd SOUfh Tipperory

South West Dublin

northeast@ms-society.ie | (042) 975 4304 o
swa@ms-society.ie | (01) 490 5933

Tipperary North

midwest@ms-society.ie | (061) 303 803 southeast@ms-society.ie | (056) 7777 771
| NORTH EASTREGIONAL OFFICE SOUTH WEST DUBLIN & KILDARE
i Providing services in Cavan, Monaghan, REQIQNAL QFFIcE )
i Louth, and Meath Providing services in Kildare and areas of

WESTERN REGIONAL OFFICE

Providing services in Galway, Mayo and
Roscommon

western@ms-society.ie (091) 768 630

NORTH WEST REGIONAL OFFICE

Providing services in Donegal, Sligo and
Leitrim

northwest@ms-society.ie | (074) 912 5017

VOLUNTARY BRANCHES

{  Athlone Cork West Fermoy Limerick Offaly

t  Ballina Donegal Galway Limerick West  Roscommon

i Bandon/Kinsale  Dublin North Kerry North  Louth Tipperary

i Carlow Dublin South Kerry South  Longford Tralee

i Cavan Dublin West Kildare Mayo South  Tuam

i Clare Dungarvan/ Kilkenny Meath Waterford

i Cork City South Tipperary  Laois Monaghan Wexford North
i Cork North West  East Wicklow Leitrim Mullingar
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“Our online Caregivers Resource strengthens our
commitment to providing support and information
to all people affected by MS to ensure they can live
the life of their choosing.”

Aidan Larkin, MS Ireland

ACHIEVING IN
INFORMATION &
EDUCATION

IN 2013, THIS IS WHAT WE ACHIEVED IN
INFORMATION AND EDUCATION.



ACHIEVING IN INFORMATION & EDUCATION

. NATIONAL MEETING 2013

THE DAY’S
AGENDA

Putting Your Priorities
First — Driving The
Progressive Agenda:
A look at new and
exciting research in
progressive forms of

MS.

The Benefits of Being
Active: A practical
overview of strategies
and resources to remain
as active as possible.

Panel Discussion

MS IRELAND ANNUAL REPORT & ACCOUNTS 2013
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ACHIEVING IN INFORMATION & EDUCATION

MS NURSE PROFESSIONAL

In November MS Ireland, in association with
the European Multiple Sclerosis Platform
(EMSP), launched a new online accredited
course for nurses working with people with
MS. The e-learning tool is a new, free,
flexible online training curriculum developed
to meet the preliminary educational needs
of nurses and other healthcare professionals
providing MS care.

The course is accredited by six CME
organisations across Europe, including the
UK Royal College of Nursing (RCN), the
International Council of Nurses (ICN) and
the Nursing and Midwifery Board of Ireland

REHABILITATION IN MS
CONFERENCE (RIMS)

In June MS Ireland Board member and
research lead on our Getting The Balance
Right Programme Dr. Susan Coote convened
an European conference on rehabilitation
in MS. Over 16 countries were represented
at the event, the biggest of its kind to date.
Over two days rehabilitation doctors, sports
scientists and physiotherapists shared
experience and ideas to help fo optimise
clinical practice and outcomes for people
with MS through physical exercise.

nurse

A Prolect of the European Platform

(NMBI) carrying category 1 approval.

The programme is also endorsed by the
European Association for Neurosciences
Nurses (EANN), MS Ireland, the Health
Service Executive of Ireland (HSE) and seven
other pan-European patient advisory groups.

CAREGIVERS RESOURCE LAUNCHED

In June MS Ireland launch a 60 page
online Caregivers Resource. The resource
looks at various elements of care to
someone providing support to a family
member or friend living with MS. It aims to
provide practical information, signposting
to services and support fo care givers in

their important role. Caring for someone
with MS can be difficult because the disease
is unpredictable and so care giving needs
are continually changing. For this reason
we hope this resource will be a support for
people if caring becomes an issue for them
and their family.

MS IRELAND ANNUAL REPORT & ACCOUNTS 2013
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ACHIEVING IN INFORMATION & EDUCATION

BELIEVE AND ACHIEVE: A LIFE-SKILLS EVENT FOR
YOUNG PEOPLE WITH MS

On 11th May we held our Believe and
Achieve event for young people with MS to
mark World MS Day. The day was about
learning life-skills, sharing experiences and

meeting others with MS. The day was a huge

success with other 60 people attending,
contributing and sharing.

Topics included education, employment,
goal setting and meditation. Person with MS,
author and campaigner Conor Devine gave
an inspirational key-note address about his
journey with MS. Those attending also took
part in a motto sharing exercise fo tie in with
the infernational activity of sharing words of
wisdom.

MS NEWS
MAGAZINE

Two editions of MSnews were published in
2013 and distributed to over 10,000 homes,
offices and clinics in Ireland. The spring
edition focused on World MS Day, MS in the
media and pregnancy and MS. The autumn
edition focused on medical treatments,
nutrition and employment.

\ AMSlreland

by Mballiple Selersai

Presentations are available on our website:
www.ms-society.ie

MS & ME BLOG

In November MS Ireland launched a
community blog as a place for people with
MS to share their experiences of life with
MS. Authored by people with MS the blog
encourages conversation and debate with
the aim of supporting and informing people.
We see this as an excellent accompaniment
to the formal information available from our
website, booklets and other sources.

3
5,271

Facebook
Likes

39
10,000

MS News
Magazines
Delivere

-

107,842

Website
Visitors

8
2,642

Followers on
Twitter
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A WORLD OF
DIFFERENCE

In 2013 MS Ireland was delighted to welcome Emma Rogan onto the staff team
through the Vodafone Foundation World of Difference Award. Emma was chosen
out of nearly 500 applicants. The award provides a full salary, training and
networking opportunities for individuals to work for a charity of their choice for a
year.

Emma has been involved with MS Ireland at a local level in the Mullingar Branch,
nationally as a member of the Board and internationally on the European MS
Platform as the Young Person’s Representative. In 2010 she founded the social
networking group, Dublin MS Group. Emma certainly did made a world of
difference to MS Ireland in 2013 as our Policy and Information Officer. Here
Emma tells us about her year.

MS IRELAND ANNUAL REPORT & ACCOUNTS 2013
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ACHIEVING IN CAMPAIGNING & ADVOCACY

In my role working on
advocacy, policy and
information | wanted to make
the most of every opportunity
to highlight the issues for
people with MS. Submissions,
speaking to public

health policy that will make
a difference in people’s daily
lives.

Ultimately, by interrupting
the effects of MS, we can
readjust our expectations
and go towards the better
option of a well-lived life. |

representatives, discussing
the issues and acting for
change were all part of the
work. By speaking out and
asking awkward questions we
can bring about changes in

know that during my World
of Difference year | have
encouraged and nourished
others in their dream to
realise their own potential. In
meeting others | in turn have

HIGHLIGHTS OF MY YEAR

»

Speaking to an audience of TDs, Senators,
organisations and activists at the Neurological Alliance
of Ireland’s (NAI) Manifesto launch in the AV Room of

Leinster House.

Running in the Brussels Half-Marathon in October with
the EMSP Run for MS Team

Speaking at the 2nd MS Patient Summit in the Mansion
House, the European Patients Conference during
European Month of the Brain, at the NAI Wellness Day
in Limerick.

Facilitating sessions on unemployment and self-
management in Brussels at the European MS Platform’s
Spring Conference.

Organising an exciting conference for Young People
with MS to meet and learn about healthy living.

| was also blessed to share the stage with activist and
orator Senator David Norris on Grafton Street as part
of the 2013 World MS Day celebrations.

Appearing on TV, interviews on radio and newspapers
were all opportunities to name the issues and talk

about life with MS.

been nourished and inspired
to always seek to change the
world for the better.

In the months and years
ahead | will direct my
passions to other work
knowing that a sense of
purpose, the belief that we
can and the love of others
are all it takes to truly make a
world of difference.

‘Q j
N
Y - |




. ACHIEVING IN CAMPAIGNING & ADVOCACY

See page 28 for more
information on World
. MS Day.
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ACHIEVING IN CAMPAIGNING & ADVOCACY

NEUROREHABILITATION

In February MS Ireland
joined NAI and other

sister agencies to launch

a Neurorehabilitation
Manifesto in the Mansion
House, Dublin. The manifesto
called on the government

to imp|ement the current
rehabilitation strategy and
protect the funding for

In June MS Ireland and six
other leading non-profits
joined The Carers Alliance to
launch the seventh National
Carers Week. The aim of

the week is to acknowledge
the contribution carers make
to our communities and

families. MS Ireland held a

non-profits who provide

rehabilitation services.
Person with MS and MS

Ireland Research Committee

member Alexis Donne||y
spoke at the event. Alexis

participated on the steering

group who fed into the

original strategy drafted by

government.

number of events around
the country and took part
in many awareness raising
activities. To coincide with
Carers Week we launched
a 60-page online resource
to provide practical
information for carers of

people with MS.

NEUROLOGY
LOBBY

In February MS Ireland
joined the NAI and other
sister agencies at Leinster
House to present the grim
picture of neurological
services to gathered TDs and
Senators.

The aim of the day was

to educate our elected
representatives on the dire
state of neurological services
in Ireland and to ask them to
finally prioritise people with
neurological conditions in
the health service agenda.
Chief actions required were:

Person with MS, Emma
Rogan spoke of her personal
experience of living with a
neurological condition. She
was joined by Professor
Orla Hardiman, Consultant
Neurologist and Chris
Macey, Chair of NAI.

Pictured: Alexis Donnelly and
Chris Macey
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ACHIEVING IN CAMPAIGNING & ADVOCACY

STANDARDISING

PHYSIOTHERAPY PRACTICE

Throughout 2013 MS
Ireland participated in

a number of meetings

to explore ways that
policy and practice in the
provision of physiotherapy
could be standardised for
physiotherapists working
with people with MS.

We have been working
with the Irish Society of
Chartered Physiotherapists
in Ireland and the HSE to
formulate this policy. Our
knowledge and experience
from the Getting the
Balance Right project has
provided us with much to
share.

MINISTERIAL MEETINGS

In April we joined the
Disability Federation of
Ireland (DFI) and the Not for
Profit Business Association
to meet Kathleen

Lynch, Minister of State
responsibility for Disability,
Older People, Equality

& Mental Health. We
presented a report to her on
the value of services offered
by community organisations
like MS Ireland. Person

with MS and MS Ireland
advocacy campaigner
Emma Rogan spoke at the

event, outlining the services
that have assisted her to live
well with MS.

In July we joined with

The Carers Alliance to
participate in a Pre-Budget
Forum with Minister Joan
Burton, Department of
Social Protection. Through
the session we are able to
put forward the needs of
people with MS within the
welfare system, particularly
carers of people with MS,

MS IRELAND ANNUAL REPORT & ACCOUNTS 2013

SUBMISSIONS

In September we made

a submission of the
Department of Justice and
Equality on the possible
introduction of Sativex in
Ireland. As a cannabis
based substance, Sativex
requires changes in the
Misuse of Drugs Act before
it could become available in
Ireland.

MS Ireland has campaigned
for its introduction as we
believe that any c|inicc1||y
proven and licenced
treatment should be
available to people with MS
if their neurologist believes
it may have a significonf
impact on their symptoms or
rate of progression of their

MS.

In September we made a
submission to the National
Disability Authority
regarding issues around
employment for people
with MS. The Authority

is developing a ten year
comprehensive employment
strategy for people with
disabilities, as requested by
Minister Kathleen Lynch.

Both submissions
are available on the
MS Ireland website
www.ms-society.ie
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ACHIEVING IN RESEARCH

FUNDING RESEARCH

2013 was the second year of our association
with the Joint Funding Scheme from the
Medical Charities Research Group (MRCG)
and the Health Research Board (HRB).
Support from this funding stream allowed

us to continue funding a project from NUI
Galway:

responsible for demyelination - and that
they might be experiencing what scientists
call “cellular stress.” This has led them to
focus their efforts on studying endoplasmic
reticulum (ER). ER is present in all our cells
and make sure that cells function properly.

When ER becomes damaged they
experience ‘ER stress’ and release chemical
proteins. By studying cell tissues from MS
patients, the team has discovered that these
ER stress proteins are present at much higher
levels in people who have MS. If a way can
be found to prevent ER stress, we may be
able to find a way to prevent demyelination -
and stop MS in its tracks.

Polymer-mediated delivery of endoplasmic
reticulum stress-altering siRNA to
oligodendroyctes in a cerebellar rat brain
slice model of de- and remyelination, Dr.
Una Fitzgerald, National University of

Ireland

Dr. Fitzgerald's team has discovered that
there are certain cells in the body that are

THE ATLAS OF MS

In 2013 the Multiple Sclerosis International Federation (MSIF) launched their revised Atlas
of MS. The tool provides an overview of MS across the world pulling data from as many
countries as possible. From epidemiology to state services and non-profit support, the atlas
gives an insight info where Ireland stands internationally. MS Ireland would like to thank the
team at St. Vincent's Hospital for assisting us with the completion of the Irish data.

= e e e e e e e e e ]

Of the 106 countries providing data on
prevalence, only 12 other countries have
a prevalence rate higher than Ireland.

Of the 102 countries providing
information on the number of
neurologists, Ireland is placed at number
64, beside Thailand, Columbia and
Bolivia. Iran and Tunisia have twice as
many neurologists as Ireland.

Of the 32 European countries
providing information on the number
of neurologists, Ireland is last place.
Lithuania is number one, Spain is at 11
and the UK is at 31.

Ireland is among the 72 out of 102
countries fo have a website, one of 79 to
have a helpline and one of 82 to have a
patient organisation.

Ireland is one of 53 countries out of
104 that provides disability payments,
and one of only 26 that provides
compensation to carers

Ireland is one of 73 out of 102 countries
to have anti-discrimination or equality
laws for people with disabilities.
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ACHIEVING IN RESEARCH

MEDICAL ADVISOR For many years Dr. Coote has been actively

involved with MS Ireland and currently sits
APPOINTED on our Board. Susan and her reseorcﬁ\/feom
continue to conduct exciting collaborative
projects exploring the benefits of exercise
for people with MS, the outcomes of which
continue to influence physiotherapy practice.
We congratulate Susan and look forward to
the seeing this project develop in 2014.

A long ti ter of MS Ireland and ASSISTING

ong time supporter o reland an

currer?t chair ol?Fc))ur Research Committee, RESEARCHERS

Professor Hutchinson will assist with research  Throughout 2013 we assisted a number

funding and advocacy, research translation  of researchers in their own work related to

and will help to improve medical information  MS or disability. This included the use of

offered by MS Ireland. smartphone technology with the University
of Limerick; safe evacuation procedures

SUSAN COOTE with the University of Ulster; and a variety

of projects with various pharmaceutical

AWARDED HRB GRANT companies.

INVESTING IN SOCIAL
SCIENCES

In late 2013 we established a fund with

a generous donor interested in funding
research which would address the practical
needs of people with MS. The donor, who
wishes to remain anonymous, is working
with us to establish a number of projects
focusing on exercise, physiotherapy and
physical activity.

In 2013 MS Ireland formally appointed
Professor Michael Hutchinson as MS
Ireland’s Medical Advisor. Professor
Hutchinson is a Consultant Neurologist at St.
Vincent's University Hospital and Newman
Clinical Research Professor at University

College Dublin.

MS Ireland’s research committee, board

In De.cember.201_3 Dr. Susan Coote, member Dr. Susan Coote (The University
physiotherapist with our research partner of Limerick’s Physiotherapy Department),
the University of Limerick, was awarded people with MS and staff members of

€270,000 by the Health Research Board MS Ireland will be guiding the projects

(HRB) to investigate the benefits of physical throughout 2014 in collaboration with the
activity for people with MS. donor.

o e e e e e -
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“The integrated meetings have provided participants with
the opportunity to improve communications and strengthen
relationships which has, in turn, improved the overall
capacity of the organisation. ”

Olga Estridge, MS Ireland

ACHIEVING IN
ORGANISATIONAL
CAPACITY & PROFILE

IN 2013, THIS IS WHAT WE ACHIEVED IN ORGANISATIONAL
CAPACITY AND PROFILE



. ACHIEVING IN ORGANISATIONAL CAPACITY & PROFILE

WORKING SMARTER FOR PEOPLE
AFFECTED BY MS

2013 was the second year of MS Ireland’s Strategic Plan, Moving Forward. As with the
previous year the key challenge to MS Ireland was the continuance of valuable, appropriate
services in the face of diminished financial and human resources. Finding and sustaining
ways to work smarter was a significant strategic and operational concern for all staff and
volunteers in 2013. Our work in this area concentrated on three areas:

WELFARE
REGULATIONS

RESOURCE INTEGRATED MODEL
ALIGNMENT OF SERVICES

RESOURCE ALIGNMENT

Fundraising and statutory funds continued to diminish in 2013 resulting in sustained or
additional reductions in some areas of our work. This was a regrettable situation for the
Society but fo sustain the organisation into the future tough decisions were made.

» Reduced opening hours at the MS Care Centre remained.

» Budgets were again reduced and monitored closely. Additional reporting on regional
and national level of the costs of service delivery supported efforts.

» Local Branches were asked to continue their contribution of 15% of net assets the end

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
i » Staff hours remained curtailed across the organisation.
1
1
1
1
1
1
1
1
1
1
1
1
1
i of year accounts to support local services.

1

1

INTEGRATED MODEL OF SERVICE

2013 was the second year of the integrated model of working whereby local voluntary
Branches and regional staff worked together to plan, organise and fund services for their
respective areas. Significant developments occurred this year as more Branches than ever
participated in meetings and contributed financially to the provision of services.

i
1
1
1
1
i
1
1
1
1
1
i
1
1
1
i
i In each of our 10 regional areas joint meetings took place at least twice a year between all
i the voluntary Branches in the region and the staff working there. These meetings led to a

i number of improvements:
5 o
i » Better use of monies available as resources are pooled
i » More targeted services as service users are more involved in planning
1

i » Improved planning as skills, materials and equipment are pooled
1

: » Improvement in communications
i » Improved team spirit
1

1
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ACHIEVING IN ORGANISATIONAL CAPACITY & PROFILE

WELFARE REGULATIONS

After a period of consultation
with many stakeholders a
new set of national Welfare
Regulations were introduced
in 2013. The regulations
ensure that the processing

of welfare requests would

be conducted in a uniform
way while being cognisant

of legislation like the Data
Protection Act and the
Freedom of Information Act.

New features of the
regulations include a
standard form, inclusion of
the local Regional Community
Worker in decisions and

improved communication

to the applicants. A series

of training sessions were
organised around the country
to assist voluntary Branches
in adopting the regulations.
A review of the regulations

will happen in 2014.

WORLD MS DAY

World MS Day 2013
coincided with the European
Month of the Brain and
came at the end of a month
of activities across Ireland,
Europe and the World.

(See page 20 for details

on MS Ireland’s activities

RAISE AWARENESS

We organised a national
Young People with MS
Gathering in Dublin on 11th
May. The day focused on
achieving goals, employment,
education, entitlements

and living life to the full.

(See page 16 for more
information)

What's your motto? Across
the world people were asked
to share their words of
encouragement and strength
with the MS community by
adding a motto to the official
World MS Day website

Local events and activities
happened around the country
include the launch of a new
voluntary Branch, fancy dress

during European Month

of the Brain.) The Multiple
Sclerosis International
Federation (MSIF) sets the
theme for World MS Day
and encourages countries to
adopt and adapt planned
activities.

night, information days and
coffee mornings.

RAISE THE ISSUES

We joined with the NAI and
our associated organisations
to once again campaign

for the improvement of
neurological services

and neurorehabilitation
services. Activities included
participation in a strategic
ocus seminar; speaking at
a European conference; and
encouraging our members
to send a red card to the
government. (See page 35
for more information)

RAISE FUNDS

MS Ireland works in every
county in Ireland providing
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The 2013 theme was ‘Young
People with MS’. MS Ireland
organised a number of local
and national activities to
raise awareness, raise the
issues and raise funds:

one-to-one support,
programmes and workshops,
counselling, social events and
therapies. We encouraged
people to support their local
services by:

» Organising a Tea Party in
their home, community or
workplace.

» Bidding on a limited
selection of signed and
framed photographs from
such musical stars as The
Script, Damien Dempsey,
Imelda May, Bressie, Lisa
Hannigan and Steve Van

Zandt

» Volunteering at a
local collection, selling
some MSI pins in their
workplace or organising
their own event.



ACHIEVING IN ORGANISATIONAL CAPACITY & PROFILE

VODAFONE WORLD OF DIFFERENCE AWARD

Each year the Vodafone Foundation supports  process. From November 2012 to November
five Irish professionals to work with a charity 2013 Emma worked on developing MS

of their choice for a year. In 2012 MS Ireland’s advocacy work and information
Ireland Board member, volunteer and person  tools. (See page 18 for Emma’s recap of the
with MS, Emma Rogan was selected as an year.)

awardee, beating over 500 people in the

POLICY & BEST PRACTICE

i As a legally and socially conscious organisation MS Ireland adopted two key pieces of

i policy this year, the Governance Code and the Guiding Principles for Fundraising. These
i policies protect the people we work with and make our work transparent and above

i reproach.

THE GOVERNANCE CODE THE GUIDING PRINCIPLES
The governance code is a national set of FOR FUNDRAISING

princip|es.a|| community and voluntary s a guide to best practice developed by
organisations are asked to adopt. They set a steering group set up in response to the

out clear guidelines on how organisations of Charities Act 2009. It exists o improve
any size should run, direct and control their

activities. Key elements include commitments
to abide by legislation, managing risks and <</ rances to donors and prospective

consulting with stakeholders. MS Ire.|onc| donors about the organisations they support.
whole-heartedly adopted the Code in 2013.  \i |reland whole-heartedly adopted the

Principles in 2013.

NATIONAL AWARDS

fundraising practice, promote high levels
of accountability and provide clarity and

Our national awards are a way of recognising the contribution the MS community makes in
towns and villages across Ireland. Each year volunteers and staff nominate those who make
a difference in their own lives and the lives of others. In 2013 three worthy winners were
picked from the many wonderful applications. Congratulations to them, their families and
the MS communities they work in.

MS Carer of the Year: MS Person of the Year: MS Volunteer of the Year:
Catherine Carey, Cork City Elsie Ryan, Wicklow Jerona Jackson, Louth

MS IRELAND ANNUAL REPORT & ACCOUNTS 2013

910111213 1415161718 1920 21 22 23 24 25 26 27 28 29 30 31 32 33 34 35 36 37 38 39 40 41



ACHIEVING IN ORGANISATIONAL CAPACITY & PROFILE

VOLUNTEERING

MS Ireland would not exist without the invaluable support of volunteers around the country.
The majority of our volunteers work within our voluntary Branch Network, directly supporting
people affected by MS. And many more volunteers support us at fundraising events,
administration work and increasingly through workplace volunteering schemes.

on World MS Day. The Branch will work
closely with the South East regional staff and
other Branches in the region to support and
provide services to people affected by MS in
Tipperary South. We wish the Branch every

success in their work.

With regret, the Bandon/Kinsale Branch of
MS Ireland decided to close its doors in May

VOLUNTARY BRANCHES 2013. Difficulties in recruiting volunteers and

raising money forced the Branch members

In 2013 we were delighted to welcome a to wind up operations. We wish to thank all
new voluntary Branch to the MS Ireland the volunteers and supporters of the Branch
family. The new Tipperary South Branch was  for their hard work and commitment over the
formally launched at a special ceremony years.

CORPORATE VOLUNTEERS marketing, we are indebted to the generosity

OF emp|oyers and emp|oyees a|i|<e.

The growfh in corporate vo|unteering

has had a wonderful impact as many NATIONAL VOLUNTEER WEEK

organisations actively support their

employees volunteering work time to MS National Volunteer Week took place between
Ireland and other charities. In 2013 we the 18-24th of May 2013. We marked
benefited from the time and talents of many  the week by taking the time to thank our
emp|oyees from a number of big and volunteers for their wonderful support in the
small workplaces throughout the country. year gone by.

From administration to gordening to online
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ACHIEVING IN ORGANISATIONAL CAPACITY & PROFILE

CORPORATE SERVICES
HUMAN RESOURCES

Recruitment during 2013 concentrated on Employee Relations: The organisational
replacing necessary unfilled or retiring posts.  wide pay freeze continued in 2013 whilst a
number of staff continued to work reduced

» In 2013 we recruited for rep|acemen’r hours. As a|ways we are extreme|y gra’refu|
fundraising staff to join our team. We to all our staff and their representatives for
partnered with Enclude IT, a technology ~  their overall commitment and continued good
agency providing free software and will and understanding in this regard.
support to non-profits, to emp|oy a
database administrator. Internships: MS Ireland utilised a number

of interns across the organisation which
proved to be cost effective whilst making a
significant contribution to our work.

» We recruited two interns from the
Jobsbridge scheme to support our
fundraising and communications work.

»  Through our work with the Governance  Company Pension Scheme: The trustees of
Code we began a process of Garda the scheme met in July to review scheme
vetting all our staff members. In recent performonce and to review the trustee
years all new community based staff were  annual and administration reports. No issues
vetted but some long-term employees and  arising.
administrative staff needed to go through
the process.

INFORMATION & COMMUNICATIONS TECHNOLOGY

In 2013 we invested in our ICT servers cleansing and streamlining our data as well
and hardware after a number of years of as migrating many of our legacy databases
maximizing current equipment. The new onto a common platform.
servers have improved speed and efficiencies
and reduced down time and the need for Significant developments occurred in our
technical support. customer relations management database,
Salesforce. The large scale data clean-up
MS Ireland entered a commercial continued and the merging of regional
relationship with Enclude IT to further data to the more secure, streamlined and
develop and assist with mainstreaming accessible platform was a major piece of
our unified database for the organisation. work in 2013.

There were significant developments in
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ACHIEVING IN ORGANISATIONAL CAPACITY & PROFILE

MEMBERSHIP

At the end of 2013 our membership stood
at 4,661. We made concerted efforts

this year to clean up information on the
membership database and to establish
preferences in relation to methods and
frequency of communication.

PUBLIC RELATIONS

Creating awareness of MS and the services
of MS Ireland is an important part of our
work to educate and support the public
and the MS community about life with

MS. Significant media coverage this year

included:

»  All media outlets covered the Marie
Fleming case and her challenge to the
courts on her right to die

» Many media outlets covered the Evelyn
Joel case and the prosecution of her
daughter for neglect

» Newstalk provided us with a platform
to talk about our work with people with
MS and our success at the Vodafone
World of Difference Award

» TV3's Martin and Sybil show featured
person with MS Emma Rogan as she
spoke about inadequate neurological
services

» A number of regional papers provided
information around World MS Day and
interviewed local people living with MS

» The Sunday Business Post and The
Irish Independent covered inadequate
neurological services

» The Irish Times featured MS in article
looking at employment and people with
disabilities

PARTNERSHIPS &
COLLABORATIONS

Working in partnership with those who
share a common interest is an essential
part of MS Ireland’s work. To provide,
change and develop services and
practices we are proud fo collaborate with
the following organisations to achieve
what we do for people with MS.

SIGNIFICANT PARTNERSHIPS IN 2013:

» The HSE and other state bodies such
as FAS and Pobal, regarding funding

» The University of Limerick (UL),
the National University of Ireland,
Galway (NUIG), the Medical Research
Charities Group (MRCG) and Health
Research Board (HRB) regarding
research and professional information

» The Neurological Alliance of
Ireland regarding the campaign for
neurological care, neurorehabilitation
and Brain Awareness Week.

» The European Multiple Sclerosis
Platform (EMSP) and the Multiple
Sclerosis International Federation
(MSIF) in the areas of policy, common
goal-setting and governance.
Throughout 2013 former MS Ireland
chief executive Anne Winslow served
as Vice President of EMSP.

» The Disability Federation of Ireland
(DFI) in the areas of health sector
cuts, governance, rehabilitation and
neurological funding.

» Each of the six pharmaceutical
companies; Bayer Healthcare, Biogen
Idec, Merck Serono, Novartis, TEVA
and Genzyme regarding funding and
educational projects and activities






. ACHIEVING IN FUNDING & GOVERNANCE

THE BOARD

MS Ireland is governed by a board of 12 voluntary members. These members have a
wide range of experience and skills. Some have MS themselves or have family members
with MS. Others have long careers in business, social services and other areas. The Board
promotes the vision and aims of the Society and charges the Chief Executive to meet these
aims through the various departments, services and resources of the Society. In 2013, the
Board met five times. Significant work was carried out in the areas of finance and funding,
governance and strategy.

@ CURRENT BOARD

[ REE

BOARD MEMBER BOARD MEMBER
2012/2013 2013/2014

©® Manfred Patrick @ Margaret @ Dr. Susan @ Dara Sarah ® Joe ® lorna
Huschka Bannon Burke Coote Deering Dempsey Cahill Mitchell

1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
. DEPUTY
! CHAIRMAN
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1
1

@ Paddy Marcella @ Bryan ® Mark Edel ® Dr. Killion @ Sean ® Emma
Stronge Flood Harty Mitchell O'Kelly Smith Murphy Rogan *

*Emma Rogan resigned as a board member in November 2012.

BOARD COMMITTEES : BOARD ATTENDANCE 2013
A number of Board committees ! 16FEB  4MAY 13JUL 28 SEP 30 NOV
inform and complement the work | \anfred Huschka [ v 7 " / .
of the Board. Each committee i
. i Paddy Bannon n/a n/a n/a x
is made up of Board members
. : i Margaret Burke v v v v X
who have particular interests, ‘
experiences and knowledge. { Joe Cahil . N - . n/a
1 Susan Coote v v x x v
Finance / Strategy / Structural | porg Deering v v v v v
/ Nominating / .Scientific.: ! Bryan Harly ” - v - w
Advisory, including medical and ! .
. . i Lorna Mitchell x v x x n/a
social research / Remuneration ! ,
1 Mark Mitchell v v v v
As the need arises, a number of } Sean Murphy v v v v n/a
staff and external professionals | Edel O'kelly n/a | nfa | n/a | n/a x
will be asked to sit on these ' Kilian Smith v v v v v
committees. | Paddy Stronge % v . v v
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ACHIEVING IN FUNDING & GOVERNANCE

GOVERNANCE/ADMINISTRATIVE DETAILS

MS Ireland is the only national organisation working for people and families living with MS.
It is a limited company with charitable status. It is governed by a Board of Directors, which
is accountable for the financial dealings and overall execution of the Society’s vision. MS
Ireland’s structure enables it to develop as an organisation that continuously meets the needs
of the MS community in a professional and accountable manner.

THE COUNCIL

MS Ireland’s Council is a representative body of the Voluntary Branch network. It encourages
communication on a range of issues and enhances co-operation between all structures of the
Society. In 2013 the Council met twice nationally. Regionally, local representation improved
in 2013 as the integrated model increased the number of meetings between regions and
Branches.

All Branches are represented on the Council. Three Council members are elected by Council
representatives and sit on the Board of Directors.

VOLUNTARY BRANCHES

At the end of 2013 we had 38 voluntary Branches operating across Ireland. See page 10,
11 and 12 for more information on the wonderful work of our Branches.

PATRON

MS Ireland is delighted to have Micheal D Higgins, President of Ireland, as sole patron.

MANAGEMENT & STAFF

The management and staff carry out the day-to-day activities of the Society through various

services, departments and facilities. These are directed by the Senior Management Team,
headed by the Chief Executive.

Just under 100 people work for MS Ireland on a permanent basis in a number of locations
around Ireland. A further 44 people work with MS Ireland in a number of community
employment projects operated by FAS. MS Ireland’s work is supported by committed
volunteers around the country.

MS. AVA BATTLES, CHIEF EXECUTIVE

SERVICES DEVELOPMENT

FINANCIAL ACCOUNTANT SERVICES MANAGER MANAGER

CORPORATE SERVICES COMMUNICATIONS
MANAGER MANAGER (UNTIL NOV 2013)
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INCOME 2013:

Donations & Fundraising

Grants

Government Schemes

Fees Received

Other Income

TOTAL

2013 W 2012

3,500,000
3,250,000
3,000,000
2,750,000
2,500,000
2,250,000
2,000,000
1,750,000
1,500,000
1,250,000
1,000,000

750,000

500,000

250,000

2013 2012
2,882,039 3,394,467
2,730,664 2,714,844
745,427 749,283
244,351 241,877
115,702 204,898
6,718,183 7,305,369
Other

Fees  Income

Received 2%

3% /
Government \
Schemes
11%

Donations &
Fundraising
43%

Grants
41%

Donations &
Fundraising

Grants

Government Fees Received Other Income
Schemes
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Research

TOTAL

Community Services

Respite Care Services
Fundraising Costs
Government Schemes

Governance Costs

2013 M 2012

Local & Branch Services

2013 2012
2,878,908 2,925,722
789,525 1,090,490
1,243,887 1,268,596
880,490 983,436
752,084 759,451
59,720 60,562
38,419 42,215
6,643,031 7,130,472
Fundraising

12%

3,000,000
Community
2,750,000 Government Services
Schemes 44%
2,500,000 12% o
2,250,000
2,000,000
1,750,000 Respifg Care
Services
1,500,000 19%
1,250,000 Local Branch
& MS Services
1,000,000 13%
750,000
500,000
250,000
I e
Community Local & Respite Fundraising Government  Governance Research
Services Branch Care Costs Schemes Costs
Services Services
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MS READATHON

TREKS

FRIENDS OF THE MS CARE CENTRE



SKYDIVE

FLORA WOMEN'S MINI
MARATHON

DUBLIN CITY MARATHON

CORPORATE LUNCH




2014 CALENDAR

A 1T 1OANC C 1 ACION S Qur first national image
B | q VISIONS VISIONS ; VISIONS competition ran in 20?3 to
VISIONS VISIONS VISIO NS find 12 beautiful images
3 for our 2014 calendar.
Nearly 100 people sent
us images from their local
amvoTa= W community, showcasing
/1"3;‘::5":- - the wonderful island we

live on.

WORLD MS DAY

Around the country
we had people
shaking buckets,
selling pins, holding
tea parties and up
to all sorts to raise
money for their
local community.
Nationally we also
ran an auction of
printed and signed
images for various
bands and artists.

AND SO MUCH MORE.....

» Our annual Raffle took place in June and ~ »  The boutique Vantastival was a fundraising
was supported by thousands of people destination for MS Ireland this year as
around the country. festival patrons donated generously.

» St. Patrick’s Day was celebrated in style as  »  Dad with MS, Liam Delahunty from
supporters ran Shamrockin’ events in their Wexford, set up Run with Liam in 2013
offices and homes. aiming to complete 24 marathons, runs

» Throughout the year 55 fabulous supports and challenges by the end of 2014.
took part in various marathons, run and » The Malin to Mizen travelling route proved
challenges. a beatable challenge Steve Broekhuizen,

Claire Coughlan and Cathy Duggan as

W delighted to b Done Dedl’
» € were delighied fo become Lone L'eals they completed the challenge in August.

chosen chority for the month of August.



HAPPY CHRISTMAS

AFFILIATES & PARTNERSHIPS
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