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Paula Gilmore

Dear Members

CONTENTS

I hope you are all well and enjoying the beginning of
what will hopefully be a lovely summer.
Branch members travelled from all over the country
to our protest outside Leinster House. This attracted
unprecedented media coverage from national TV and
radio this year.
We were invited onto the Claire Byrne Live Show and
had twenty people in the audience from the Parkinson’s
community.
Local branch Unity Walks, for example in Mayo,
Wexford, Cork and Dublin, were well attended. There
was also a great variety of other events as listed in the
Awareness Week programme with stands in shopping
centres and pharmacies to raise awareness, at social
events and talks. Well done to everyone throughout the
country who helped organise an event, volunteered at
a stand, stewarded or attended.
We were particularly happy with the brochure
promoting branch activities all over the country. Almost
every branch got involved and we aim to develop the
national response next year. There was a lot of publicity
around the Dáil protest and thanks to everyone who
did interviews. Several HSE responses in relation to
the PAI’s funding submission and to Parliamentary
Questions have been received and responded to since
the Leinster House protest but still no commitment to
fund the association.
We are looking forward to the members’ social week
in the Hodson Bay Hotel on the 18th-20th September.
We have a packed schedule including four, one hour
nurse clinics where you can ask Nicola all the questions
you need to, in a small group. We have physiotherapy,
dance therapy and voice therapy sessions and two
nights of wonderful entertainment planned. We plan
on having the company AGM meeting at the social
gathering.
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A word from our CEO
Thank you to all who have supported the national
summer raffle and all who participated in the VHI
mini marathon. This event raises much needed
funds for the national office and the local branches.
As part of my work with the EPDA, I represented
PAI at the recent European event on the
challenges facing Parkinson’s carers. A report is
being compiled on their issues and the long-term
implications for carers of people with PD.
I will be attending the World Parkinson’s
Congress, June 4-7 in Japan. YPI are also sending
a delegation.
A number of new members have joined the board
this year and this group are working hard on your
behalf under the guidance of the acting chairman
Michael Burke. You might know Michael as the
chairman of the Tipperary branch. The board has
a good balance of talents, male/female, people
with PD/non PD, as well as medical and academic
expertise although additional member(s) from
outside Dublin would also be desirable.
We are delighted that the issues regarding Sinemet
have been addressed and this medication is now
fully available and the DBS lobbying is ongoing. We
are currently seeking reassurance that PD patients
will continue to have access to LCIG-Duodopa.
Following the cessation of reimbursement and
access to this medicine for new patients, since April
30th, Neurologists & Nurse Specialists requested
that the PAI lobby for this. As a result, the Board
agreed to send a letter to the Minister for Health
outlining the PAI’s concerns. This is an issue we will
continue to lobby for, on your behalf.
If you need to talk to a nurse, call the support line
on 1 800 359359.
Regards

Paula

Social Gathering
Adaptability Clothing
Choose Life
Self Care for Carers
Young Parkinson’s Ireland
Branch News

Front cover picture: Paula Gilmore,
CEO of Parkinson’s Association of
Ireland’s presentation to Minister for
Health outside Leinster House.
Marie Cahill, Chairperson Galway
Branch, Seamus Healy, Independent
TD, Michael Lowery, Independent TD,
Noel Grealish, Independent TD and
Jackie Cahill, TD (Tipperary)
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Parkinson’s
Summer
Raffle
Support our Summer Raffle and Help Raise Funds for People with
Parkinson’s
Our Annual Summer Raffle is a critical element of our annual fundraising calendar. This year’s raffle is
even bigger than last year with prizes to suit just about everyone’s tastes. Every ticket you buy gives you
a chance to win a super prize and helps us to assist people with Parkinson’s throughout Ireland. With
no Government funding the need for our services has never been greater. This makes us ever more
dependent on your generous support. We appreciate your help by selling and buying tickets.
Did you know?

Every ticket you buy or sell will make a positive
difference to the lives of people with Parkinson’s
in Ireland.

1 ticket (€5) would help pay the cost of
sending out an information pack to a newlydiagnosed person with Parkinson’s

Here are some of our fantastic prizes –

A book of 5 tickets (€20) would help pay for
providing our Parkinson’s helpline and nurse
support for 1 hour.

s 55” Walker Led Ultra Smart TV Value €600.00
s €250.00 cash prize
s €200.00 Lidl vouchers x 2
s 4 Green Fees Clontarf Golf Club
s €50.00 voucher Dunnes Stores
s €50.00 voucher Lidl

We have included two books of tickets with
this edition of our magazine and a freepost
envelope to return the ticket stubs and
payment.

inson’sd
Pasork
ciation of Irelan

n’nds
ParkinsoIrela

As

Association of

37
RCN 200282
ue no 10816
CHY reven

tional

Annual Na
Draw 2019
Name:
Address:

Phone No:
Email:
Sold By:

Ticket No:

ional
Annua l Nat
9
Dr aw 201

e
Top Prizes includ

.00
TV Value €600 2
d Ultra Smart
hers x
uc
vo
l
55” Walker Le
Lid
.00
prize • €200
Club
• €250.00 cash
Clontarf Golf
• 4 Green Fees
0 voucher Lidl
0.0
€5
•
s
re
Sto
r Dunnes
• €50.00 vouche
s
ize ★★★

y more pr
★★★ And man

michael Centre,

in Car
2019 @ 12 Noon
7.
place on 02/08/
Street, Dublin
Draw will take
16.
North Brunswick
revenue no 108
Y
CH
and
28237
nted - RCN 200
Permission Gra

€5
EACH OR
€20 FOR A
BOOK OF
5

HHH

Plus lots
more
prizes
HHH

Ticket No:

Parkinson’s Association of Ireland, Carmichael House, North Brunswick Street,
Dublin 7 Tel: 01 872 2234 Email: info@parkinsons.ie Web: www.parkinsons.ie
Freephone Helpline: 1800 359 359
Company registered in Ireland No. 123532, CHY No. 10816
Registered address as above

We make every effort to be as accurate as
possible, and in the event of a mistake being
made, it is our policy to acknowledge it in the
following quarter’s publication.
The material herein is for your information only,
and does not represent advice. No changes to
your treatment regime should be made without
the prior agreement of your consultant or GP.

//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Summer 2019 | 3

///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////

PARKINSON’S AWARENESS
WEEK AND DÁIL PROTEST
MEDIA COVERAGE
Our protest outside Leinster House, to
which branch members travelled from all
over the country, attracted unprecedented
media coverage from national TV and
radio this year.

The day of the protest began with a report on
Morning Ireland (Morning Ireland being the mostlistened-to radio show in the country) interviewing
members of our Cavan branch, and a clip on
Newstalk news bulletins. There was also a threequarter page article in the Irish Examiner. In the
afternoon on RTE Radio 1, Della Kilroy had a report
on Drivetime which included a range of voices
from the protest. Then Virgin Media’s 5.30 News
covered it as did RTEOne’s 6.1 news. The following
day there was a substantial write-up in the news
pages of the Irish Times.
We were invited onto the Claire Byrne Live Show
on RTE One on Monday night 15th April and asked
to bring along 30 people for the audience. During
a ten-minute segment, Claire Byrne spoke to Gary
Boyle, Martina Sinnott, CEO Paula Gilmore, and
OT Marion Slattery while Brian Donnellan bravely
demonstrated the dramatic difference in his

capacity for movement when he turned off his DBS
device. Video of Brian was subsequently Tweeted
and was picked up by numerous online outlets
from Breaking News to IrishCentral.com in the US,
receiving tens of thousands of views.
In the lead-up to Awareness Week, Gary Boyle had
a letter in the Irish Times and this was followed up
by two more on separate days. Martina Sinnott
and Professor Maeve Caldwell were guests on
the Pat Kenny Radio Show on Newstalk. Cork
Chairman Ted Horgan, was in conversation with
reporter Brenda Donohue on Countrywide, RTE
Radio 1 and part of his interview also went out on
Playback the following Saturday. Gary Boyle was
interviewed on Newstalk Breakfast on 13th April
and on Easter Monday, Claire Connolly featured
on the Ryan Tubridy Show.
Further coverage was given to Awareness
Week and branch events in local media outlets
including Tipp FM, MidWest Radio, KFM
(Kildare), WLR (Waterford), South East Radio, East
Coast Radio, Dublin City FM, NearFM, iRadio
and Blanchardstown Community Radio. Other
newspaper coverage included reports in the
Munster Express, the Leinster Express, Enniscorthy
Guardian and Anglo Celt.

LOCAL EVENTS
Local branch Unity Walks, for example in Mayo,
Wexford and Dublin, were well attended. There
was also a great variety of other events as listed
in the Awareness Week programme with stands
in shopping centres and pharmacies to raise
awareness, as well as social events and talks. There
was a charity auction in Tipperary and Young
Parkinson’s Ireland members walked the Skyline
in Croke Park. Arguably the most novel event was
the effort in Cork to walk a mile for each person
with Parkinson’s while Kevin Donovan ran around
every GAA pitch in Cork. Well done to everyone
throughout the country who helped organise
an event, volunteered at a stand, stewarded or
attended.

Parkinson’s Awareness Week events supported by
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Ireland to lead €7 million
Parkinson’s research project
RCSI-coordinated project to inform future Parkinson’s treatment development
Tuesday, 12 March 2019: A new research study
aims to deepen the understanding of Parkinson’s
so that better treatments can be developed in
the future. The project, which will be coordinated
by RCSI, has been awarded €7m by the Innovative
Medicines Initiative (IMI) with pharmaceutical
industry and patient advocacy partners.
The PD-MitoQUANT project aims to increase
understanding of how cells in the brain become
damaged in Parkinson’s so more effective treatments
can be developed for the one million people living
with Parkinson’s in Europe today, including 12,000
people in Ireland.
The researchers will focus on parts of the cell,
known as mitochondria, that malfunction in people
with Parkinson’s. Mitochondria contribute to cell
death and neurodegeneration and there is growing
evidence of their role in Parkinson’s, but no effective
treatments have been developed based on this
knowledge.
The EU public-private partnership funding health
research and innovation chose the project as it
recognises that new, more effective treatments are
urgently needed. The most common drug used to
treat Parkinson’s in Ireland is more than 50 years old,
and no current treatment can stop, slow or reverse
the condition.
The PD-MitoQUANT Coordinator is Professor
Jochen Prehn, RCSI Chair of Physiology, Director of
the RCSI Centre for Systems Medicine and Principal
Investigator at FutureNeuro, the SFI Research
Centre for Chronic and Rare Neurological Diseases.
Professor Prehn said: “This project will join forces
with top scientists in academia and industry to bring
a fresh look at how we identify and test novel drugs
for the treatment of this devastating movement
disorder.”
The key PD-MitoQUANT Investigators based at
RCSI are Dr Niamh Connolly and Dr Orla Watters,
Department of Physiology and Medical Physics and
Centre for Systems Medicine, who will be focusing
their research on Parkinson’s in the coming years.
Dr Niamh Connolly commented: “While there are
therapies currently available for Parkinson’s, they

do not improve all symptoms, nor do they slow or
prevent disease progression over time.
“We hope that a systematic understanding of
Parkinson’s developed from this project will lead
to improved tools for the early stages of drug
development, so pharmaceutical companies can
develop new treatments in the future.
Professor Raymond Stallings, Director of Research
and Innovation at RCSI said: “Research that informs
improved treatments for patients is at the core
of RCSI’s mission to lead impactful research that
addresses Irish and international health challenges
such as Parkinson’s. RCSI is proud to be the first Irish
Institution to lead an Innovative Medicines Initiative
project which is a testament to our strong expertise
in high quality neurological research that drives
advances to improve the lives of people with lifechanging conditions.”
The project involves 14 partners from nine
countries, including:
w academic experts from: RCSI (Royal College
of Surgeons in Ireland); Institut du Cerveau
et de la Moelle Epinière; German Center
for Neurodegenerative Diseases (DZNE);
Neuroscience Institute of the National Research
Council; University College London; Radboud
University Nijmegen Medical Centre; the Centre
National de la Recherche Scientifique
w SMEs: GeneXplain GmbH; Mimetas B.V.; Pintail
Limited
w pharmaceutical companies from the EFPIA
members: Teva Pharmaceutical Industries Ltd.;
H. Lundbeck A/S and UCB S.A.
w patient advocacy organisation: Parkinson’s UK
With the project kick-off meeting taking place this
month, the project will run for three years, receiving
€4.5m in funding from the EU’s Horizon 2020
programme and €2.46m in-kind from European
Federation of Pharmaceutical Industries and
Associations (EFPIA) members and Parkinson’s UK.
The project was announced to coincide with National
Brain Awareness Week which took place from 11-17
March. loveyourbrain.ie #LoveYourBrain2019
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18th to 20th September
Hodson Bay Hotel Athlone

Mid-week
Social Gathering

Please contact Hodson Bay
Hotel directly to book your
accommodation 090 644 2005

THIS YEAR OUR SOCIAL GATHERING TAKES
PLACE from 18th to 20th September 2019
The offer includes:
• Two nights Bed and Breakfast
• Lunch
• Two nights Gala Dinner and entertainment
• Full use of spa/pool/leisure facilities
Full day conference to include:
• Nurse clinic, Educational Talks, Set
Dancing, exercise, yoga, to name some
of the activities we hope to include.
Thursday 19th September 2019
1 Night B&B with Lunch and Dinner €110.00
per person sharing or €130.00 single
OR
Wednesday 18th and Thursday 19th
September 2019
2 Nights B&B with lunch and 2 Dinners€199.00 per person sharing or €239.99 single
All activities and entertainment included
Day attendee Rate is €30.00 per person
Rooms available from 3pm on 18th. Workshop
starts from 4pm
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Dressing Made Easy
My name is Maeve Donovan and along
with my son Paul we make clothing
designed to make life easier for anyone
who finds dressing difficult. We make
smart, fuss-free, coordinated clothes with
concealed easy fastenings for men and
women. We are the only Irish company
designing adaptive clothing specifically
for an Irish customer.
This all began because we spent a number of years
caring for relatives who suffered from illnesses
that made getting dressed a very challenging
process. In the search for a solution to the pain
and distress they experienced we came across a
number of garments in the US that made a really
significant difference. They were suitable for both
the independent self-dresser and also the person

who needs help. Functionally they were terrific,
although some of the styles were very different to
Irish taste!
Over the years we met so many other families
and carers struggling with similar problems that
we decided to produce a small range of clothing
for women and men that would help to solve this
problem. The result is our Adaptability Clothing
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online range at www.adaptabilityclothing.com
In the process of developing the range we met
with carers, doctors, consultants and many family
members as we refined the designs to ensure that
an Irish man or woman would be happy to wear
these clothes. One of the medical consultants we
met said ‘you must contact the Parkinson’s people.
They will find these clothes very useful’. We did
so and hence this article to tell you what we are
doing.
We set a few key criteria for our clothes s

They must be smart, comfortable, wash well, be
easy to put on and take off.

s

Fabric quality must be excellent and pricing
reasonable.

s

They should help people maintain the clothing
style they enjoyed wearing before their illness.
Colour and attractive design is critical.

s

The easy Velcro fastenings should be discreet
and only the wearer should know they are there.

s

Buying should be easy with clear measurements,
fast delivery, easy returns and changes and
prompt refunds if necessary.

The result is a very classic, simple set of pieces that
cater for dressing difficulties but look just like other
people’s clothes. We believe that looking well in
clothes you like is for all, not just for some. How we
look so often shapes how we feel and everbody
wants to feel good.
People living with any health issue that
compromises dexterity and movement have
enough difficulties to deal with in their daily life.
Getting dressed should not be one of them.
We will continue to introduce new colours and
patterns while sticking with the kind of classic,
comfortable clothing that most of us like to wear
on a daily basis.
www.adaptabilityclothing.com

Attention PAI Members – We need your participation:

The Dublin Branch has put together a short online survey and want as many PAI members as
possible to complete it. The survey, done anonymously, simply inquires which activities (i.e.
Pilates, dancing, yoga) members partake in to help with Parkinson’s, and how helpful each activity
is. It should take no longer than 5 minutes to do!
So why are we doing this and why do we need as many Parkinson’s Ireland Members to partake?
•
•
•
•

TO HAVE YOUR VOICE HEARD
To pro-actively allocate resources in the future
To identify areas of need for extracurricular activities
To help Parkinson’s Ireland obtain Government Funding

Please head over to the Parkinson’s Association of Ireland website at www.parkinsons.ie where
you will find the survey. Results of the study will be made openly available to each branch. We
cannot stress enough how incredibly important the information we gather from this study will be,
and how much of a step forward it will provide for the organisation.
*The study will be funded and managed by the Dublin Branch.
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Choose Life
Finding myself faced with a serious and
chronic neurological illness at the age of
forty qualified for the label ‘life changing’.
Life does not prepare you for illness. It
happens and each one of us has to find
their way through their personal yet
everyday tragedy. There was nothing
unique about mine. Hospitals and clinics,
care homes and family homes are full of
sick people and each one has to face up
to the fragility that ill health has heaped
on them.
Chronic Illness is an everyday occurrence and I am
one of the many millions who lives with one. It is
not dissimilar to losing a loved one. No one can
tell you how it feels, you can only know the pain
of grief when you experience it yourself. And with
a chronic illness there is loss of a different kind,
your loss of physical function, your lifestyle, your
livelihood, your expectations of a future without
health issues. The impact on your psychological
well-being is enormous.
Twenty one years, and half my adult life later, I cast
my gaze back on a very different life living with
Parkinson’s Disease. I am a wonder of modern
medicine. Fifty years ago there were no effective
treatments to help control the ‘Shaking Palsy’. No
Levodopa, no Apo-Go Morphine Infusion Pump
and no Deep Brain Stimulation surgical procedure.
Without these interventions I certainly would not
have lived the life I have.
Is medicine on its own enough to have enabled me
to live so successfully a life that fulfills me? I think
not. My own journey has shown me the strengths
and the limitations of a strictly medical approach
to living with Parkinson’s. Its strengths are its ability
to give me effective control and management of
the ever-increasing debilitating physical symptoms
of the disease. Doctors focus on the visible, they
make adjustments to the drug therapies and
the more advanced therapies such as DBS, like
technicians fine tuning an engine.

by Robin Simons,
a person living with Parkinson’s
which I could build a life. It does not address your
inner psychological state. This is its limitation.
During the first years of my illness, I hoped, rather
naively, that the drug therapy I was prescribed
would restore my health and return me my life.
I sat, strapped into the child’s seat in the back
while the medics tried to get my engine running.
It was not long before my engine started to stall
again. I began to realize there were far more
factors involved that influenced my functioning. I
embarked on a radical re-think of my approach to
my disease, to conventional medicine and its role
and to my way of life. I asked myself what could I
do? This simple question was to change my way
of thinking. Up to this point, my illness had been
defined for me by the medical model.
William James said: ‘One of the greatest discoveries
of my generation is that a human being can alter
the course of their life by altering their attitude of
mind.’
I realised this simple but profound fact, how I saw
myself deeply influenced my state of health. I never
saw myself as ‘sick’, or ‘ill’. I saw myself as a healthy
person despite the physical challenge with which
Parkinson’s presented me. My personal strength
grew enormously in response to the decision I
made to take responsibility for my psychological
well-being. This decision was the start of a process
informed by the necessity of experience and a
great deal of practical common sense
My response to Parkinson’s can be summed up
very simply. I did not choose my illness, but I have
chosen how I will live with it. This last statement

Modern medicine has given me the platform from
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is very important for two reasons. First, having an
illness does not mean that you have to become
passive or a victim to it, a role that stripped me of
any personal power. Second, to choose is to act
and that is always empowering.
Responsibility and Choice
Asking myself ‘what can I do?’ was my way of saying
to myself and those involved in my health care,
that I recognised my role in taking responsibility
for myself and I would make my own choices and
my own decisions, about my health, my condition
and ultimately about my life and the way I would
live it – with my Parkinson’s.
Acceptance
Coming to terms with a chronic illness that will
be your shadow and partner for the rest of your
life is tough to face and is different for everyone.
A person can invest and waste an enormous
amount of energy in fighting or denying the reality
of their problem. Or they can invest that energy

are engaging with life and that will give you energy
and drive.
How You See Yourself and How
Others See You
I make no attempt to disguise my Movement
Disorder, why should I? We often let the words and
reactions of others shape our self-image and our
thinking. I know what I look like and I do not give
weight to the opinions or thoughts of strangers.
We can discern between positive influences and
reject those that are demeaning and critical.
Don’t Hide – Live Life
I did not go into hiding from life, in fact getting my
diagnosis propelled me in the opposite direction. It
freed me to say OK, this is my personal tragedy but
look around and accept the facts, do what you can,
do what you enjoy. We all have moments of feeling
sorry for ourselves. That is natural. Recognise the
difference between self-pity and self-sympathy.
Poor-me steals your energy.
Mindfulness
Get to know your own body. Learn to listen to
it through awareness. Mindfulness is a simple
technique, you can still the mind through simply
sitting. Concentrate and focus on your breath to
achieve awareness. I also find it helpful when I am
having an ‘off’ phase and am ‘frozen’ or dealing
with pain. With regular practice, you can use this
technique in many beneficial ways.
Taking Control Of Your Day

more positively through accepting what is. This is
a critical point I cannot emphasise enough. You
have to recognise that it is within your capacity to
choose how you want to live.
Here in brief detail, I have identified the strategies
and ways of thinking that have helped me in living
with my Parkinson’s. Bear in mind that they are not
discrete entities but rather a gestalt.
Movement and Activity
Be it physical or mental, stay active. It takes
discipline and motivation to do this regularly and
make it a natural part of your daily routine. There
is an important principle at work here. Being active
is a strategy that will become second nature, you

With Parkinson’s there are many adaptations
to your daily routines. The changes to how you
manage your time and your energy being the
most significant factors. These issues can be very
frustrating for you and those you live with. It is a
challenge that can be met with the skills of Problem
Solving and Improvisation.
Stress
The link between stress and psychological
well-being is beyond dispute. Living with the
demands of a chronic illness places an increased
burden on the individual and their family. This is
often accompanied by a change in role within
relationships. These factors cannot be ignored
and can impact significantly on the physical and
psychological health of the person living with the
disease. Communication is a vital tool in managing
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stress and sometimes, in reducing its harmful
impact. Some of the factors you cannot change
and some you will be able to modify, or even
remove.
Doctor-Patient Relations
The Doctor is your ally and the gatekeeper to
access the medical services available to control
the disease. For me, the ideal relationship is one
of ‘partnership’. I take an ‘active’ role in engaging
with the medial professionals.
Communication
This is vital to ensuring your voice is heard. Ask
questions. I usually prepare and write these down
in advance before I visit the clinic or hospital. I
keep an accurate record of my medications taken,
the times and the effects. I transfer this to a chart.
This gives an immediate picture of how well or
not the medication regime is working. I e-mail this
and any significant details and questions to the
Neurology department a week in advance of my
appointment. Hospital doctors are working under
many constraints and pressures, especially time.

times when I have been confronted with my infirmity,
my fragility, my vulnerability. My Parkinson’s is a
part of me. I talk about my relationship to it but
essentially it is my relationship with me. Through
this act of relationship I have come to accept and
nurture this part of me. I don’t want to embody
something that is a source of anger, bitterness
or hatred within me. My love for my self has
transformed my way of thinking about illness
‘It is a tender night, the night when you love what
love cannot save.’

Passions And Challenges

Hilde Domin

Indulge your passions, they are a source of joy
and they energise you. They remind you that life
is worth living. They are the sunshine that pierces
through the clouds of daily struggles that can limit
your vision. Seek the positives!

The medical profession has begun to recognise
and acknowledge the psychological aspects of the
patient as not just a passive receptor of treatment.
The emergence of the concept of the expert
patient as

Challenges come in all shapes and sizes, some
are welcome and some are not. Finding my way
through a difficult day or period of ill health whilst
not letting myself get depressed is a challenge
and one I take more pride in than when I am well
and out hill walking.

‘…..a person who has been empowered with the
skills, confidence and knowledge needed to play
an active role in making informed decisions about
their own health care and management of their
chronic condition.’

Challenges have given me the opportunity to try
something new, or to extend a boundary. I draw
strength from the sense of having achieved a goal.
Self Love and Self-Care
My illness was the start of a very personal
relationship that I have with my self, a relationship
that has evolved and grown through living with
Parkinson’s, and the responsibility of taking care of
myself and managing my condition. I have gained
an emotional maturity.
This is most evident when I go through the very
difficult periods that come with Parkinson’s, the

British Medical Journal
‘The quality of life as a therapeutic goal is becoming
increasingly important. A study of lifestyle habits
and coping strategies has shown that those who
manage to look beyond their own situation and
who are aware of their human freedom of choice
despite illness can live better with the disease and
shape their everyday lives.’

Dr. Kathrin Brockman,
Head of Parkinson’s Outpatient, Tuebingen
‘I chose life and life has rewarded with so much in
return.’
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Self Care of Carers

Carers Week takes place from 10th-16th June 2019
Now you are a carer:

Take time for Yourself

Taking Care of Yourself

Getting in the habit of making time for yourself
as a regular part of the day is important. Don’t
feel guilty about this time as it is for you. Planning
ahead and pacing yourself will also help.
Although it can be easier said than done you
need time to yourself every day to relax.

The caring role makes many demands on you the
Carer, it is therefore extremely important to look
after your own physical and emotional health.
Below are some helpful tips on how
to take better care of yourself:
Getting Out
If it is possible, continue
with activities you enjoy
outside the home, as it is
important to follow your
own interests outside your
caring role. Some Carers
feel guilty when they leave
the house to enjoy an
activity without the person
they care for. If you are finding
it difficult to get out, talk to
other family members, your local
Carers Resource Centre Manager, your
Public Health Nurse or G.P.
Reduce the Isolation
It’s easy to become isolated when you are a
Carer. You may become too busy to keep up with
friends and family, people may visit you less and
thus loneliness often becomes the worst part of
being a Carer. Sometimes just talking to someone
who understands what you are going through
can be a great help. Your local Carers Resource
Centre and Support Groups can put you in touch
with other people who share similar experiences.
Keep Healthy

Take a Break from Caring
Situation
Breaks can be taken in your
home or away from it. They
might be for hours, a day,
or a week. You can use this
time to sleep, do shopping,
have a holiday yourself or
just to “do nothing” – a
luxury that Carers rarely if
ever enjoy.
Respite Care is provided by
many different organisations and
depends on the age and condition
of the person being cared for as well as
where you live. Contact your local resource centre
for information on respite available near you.
Most Carers will tell you that they have times
when they feel weighed down and unable to
cope. If you are feeling this way it is vital to speak
with someone about it such as family, friends, GP
or contact your local Carers Association Resource
Centre or call
Freefone Careline
1800 24 07 24
or visit www.
familycarers.ie

By taking time for regular exercise this will help
you feel more energetic and provide a break from
your daily activities. Always try to have healthy
and regular meals. It is not always easy to do but
in the long term it is important for your health
and well being. Exhaustion can often add to the
stresses of caring. It is vital to get enough sleep
and rest.
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Young Parkinson’s Ireland
SUCCESSFUL PARKINSON’S AWARENESS
WEEK The Young Parkinson’s Ireland branch
supported PAI’s challenge of increasing awareness
of our shared affliction through printed media,
television and radio. This was in addition to
participation events at which YPI members took
part in local PAI branch events and YPI events.
Successful media exposure included an excellent
letter from Garry Boyle in the Irish Times on the 7th
April and an article in the Sligo Champion.
The media campaign culminated in two significant
RTE media events where we appeared on Claire
Byrne Live on the 15th April and Ryan Tubridy’s
radio show on Easter Monday.
Clare Connelly was interviewed by Maggie Doyle on
Easter Monday morning. She confidently discussed
Parkinson’s services available or not within the HSE.
Participation events were also organised during
the week, the highlight of which was a tour of the
Ericsson Croke Park Skyline where participants
frightened themselves by looking down over the
pitch.
Upcoming Event
When: 29th June Where: Westport
WOMAN DIAGNOSED WITH PARKINSON’S
DISEASE AT 24 TELLS HER STORY
• The Sligo Champion • 12 Feb 2019
• Ciara GALVIN
Clare
Connolly
was
diagnosed with Parkinson’s
Disease at the age of 24.
Montessori teacher Clare
Connolly was determined
not to let the disease get
the better of her. After an
innocuous fall in college
at the age of 19, the Clare
native now living in Sligo
became more aware of her
body. “About a month or
two after the fall one of my toes started twitching,
my mother noticed and asked could I stop it and I
couldn’t, that’s when we got suspicious,” explained
the 29-year-old.
In and out of doctors appointments, it was a whole
five years later when Clare finally saw a neurologist

who informed her that the earlier fall had not
triggered her symptoms. In March 2014 Clare was
diagnosed with Juvenile Onset Parkinson’s Disease.
Clare admits that it took a number of days for the
news to sink in.
“It was only afterwards it hit me. And I thought,
‘What do I do now?’, but there and then I was
more fascinated looking at the scan of my brain
than the prognosis.” The prognosis wasn’t good.
After hearing that Clare worked in childcare, her
neurologist told her she would only have ten years
in her career due to the disease. Sitting in the car
after receiving the diagnosis, Clare showed her
steely resolve stating to her mother, ‘This won’t stop
me’. The amateur theatre enthusiast’s next thoughts
were focused on overcoming her symptoms. With
an upcoming show with her local musical society,
Clare was adamant to get rid of her tremor before
taking to the stage. “I thought, ‘How quick can
this medication work’. From 19 to 24 I deteriorated
with no treatment. My tremor was very visible, I was
shuffling, my legs were so heavy and weak and I
was very fatigued, walking with my knees and not
with my hips.” Accepting her diagnosis and coming
to terms with living with it, Clare attended World
Parkinson’s Day in Dublin which in turn introduced
her to Smovey, an exercise ring that vibrates.
The exercise tool was revolutionary for Clare and
helped bring her walk back to normal. Such was the
improvement that her neurologist told her she had
added a further ten years to her work span. A firm
believer in exercise, she explains that medication
can only do so much in terms of staving off the
progression of the disease “You have to do exercise.
That’s what I always tell anyone diagnosed, forget
about the medication you’re on, what exercise are
you doing? You have to do exercise.” Previously
not one for exercise, Clare now keeps fit with yoga
classes and cardio. “It kills me, but at the end of
the day, this is what my body needs.” Involved with
Young Parkinson’s Ireland (YPI), a support group
which offers advice, runs events and provides
talks, Clare says the group is highly beneficial for
anyone dealing with the disease, whether newlydiagnosed or not. The youngest member of the
group, she adds that the organisation is for people
under the age of 55 who have the disease. “We
have all sorts of talks and advice from insurance,
to work. “What’s the first thing you think of when
you’re diagnosed? What do I need help with?
We’ve listened to young people who have been
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diagnosed and what they are worried about,”
she explains. Each month YPI have a social event
inviting those with the disease to meet up and
chat. “The organisation also has a closed Facebook
page that people with the condition can join. “If
someone has a query or a question there’s advice
there.” Speaking about ongoing management
of the disease, the Clare native is positive and is
currently on as little medication as possible. “I’m
on a low dose of medication, I was on an average
dose but we cut it back because I was getting too
much medication for what I needed. I’m on the
bare minimum and I’m very stable on that and
I’m able to work full time.” Asked how it impacts
her life and whether her condition is noticeable to
others, the 29 year-old speaks candidly. Parents of
children she takes care of recently approached her
informing her they never knew about her condition,
which surprised her as she explains she does
have a noticeable tremor. “With Juvenile Onset
Parkinson’s a lot of people don’t see that you’re
sick and a lot of it is internal, fatigue, soreness and
stiffness and depression comes hand-in-hand when
you’re diagnosed, but you just have to keep your
head above water and keep a positive attitude.”
Meeting newly-diagnosed people often through
her work with Young Parkinson’s Ireland, Clare
makes it her business to chat to them and make
sure they’re doing okay . “I tell them they will be ok

and they will have a normal life, they’ ll just have to
alter it a little bit. “The first thing I say to them is,
‘It’s okay not to be okay’ and to make sure they’re
getting the right treatment. My door is always
open for any questions. Everyone has a different
experience with Parkinson’s.” A big message that
Clare is trying to communicate to people is people
younger than 55 get diagnosed with the disease.
“I don’t consider it an old age disease anymore. I
got it.” In order to get this message out, upcoming
awareness campaigns about the disease are being
rolled out, including TV ads and a feature film has
been released entitled ‘ The New Music’. The film
is available to view via Facebook and Twitter. Clare
emphasises that anyone in Sligo who has been
newly-diagnosed and is looking for information
can contact her directly. So, what about hopes for
the future living with the degenerative disorder?
For Clare it’s simple, ‘a cure’. “A cure, everybody
is hoping for a cure. Like Sinemet was the newest
medication invented and that’s 50 years old so
you’re hoping for something else. In terms of
research they’re getting on in ways. People have
longer life-expectancies than many years ago.” In
the short term however, the positive spokesperson
is focused on happier things as she prepares to
marry her partner Ronan later this year. For more
information about Parkinson’s Disease you can visit
www.ypi.ie or email ypisligoevents@parkinsons.ie.

Parkinson’s
Association of Ireland

Membership of the Parkinson’s Association of Ireland
THE PARKINSON’S ASSOCIATION WAS ESTABLISHED IN 1987.   
The association has grown over the years to now having 19 branches throughout the country.
It is estimated that approx. 12,000 people are living with Parkinson’s in Ireland.
We operate a Freephone helpline 1800 359 359, produce a quarterly magazine and now have a
Parkinson’s Nurse on staff two days per week.
Branches run meetings and classes in their localities and the National Office organises information
days and an annual social gathering. We also organise activities during Parkinson’s Awareness Week.
The Parkinson’s Association receive no Government funding and we rely on donations, sponsorships
and annual memberships to allow us to continue our work.
Membership of the association costs €25.00 per year.
Please contact your local branch to renew your membership.
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BRANCH NEWS
Northwest/Donegal Branch 

Michael and Mary
McGlynn along
with 2 directors
from B&S Credit
Union Ballybofey
presenting Ann
Foxe with a
cheque for €1000.
Sincere thanks to
Michael and Mary
for securing this donation for our branch and to
B&S Credit Union for selecting us. It is greatly
appreciated.
The Branch would like to thank Seamus McGinty
who presented us with a cheque for €1,005
recently. Seamus participated in a walk in
Glenveagh National Park on St. Stephen’s Day to
raise the money.
Contact Ann ph 074-9128063

Mayo Branch

The Mayo Branch is still very busy with our
weekly physiotherapy and speech therapy
sessions. These are going from strength to
strength. More people are becoming aware of
our branch and the referrals from GP’s and other
therapists is growing as are self referrals.
We held our Annual Walk on the 7th of April,
this was well attended by all able to partake and
those who weren’t provided us with the cheers
of support from our start/ finish line. Our voice
was heard over the local radio station “Midwest
Radio” where we highlighted the difficulties
facing people with Parkinsons and their families.
In June we are hoping to go for a three night

break to Belfast, we are busy with bookings and
the organisation of same.
We are also in the process of organising a series
of workshops to take place in October with
a wide variety of guest speakers, look out for
further information on same.
Wishing everyone a very happy, healthy summer.
Contact Caroline ph 087-9324646

Louth/Meath Branch 

It’s been a busy
season for the
Louth/Meath
Parkinson’s
Association. Each
Branch was asked
to organise an
event or events
for Parkinson’s
Awareness week
8-14 April, 2019
and with very
little support we
managed to organise a talk in the Boyne Valley
Hotel, Drogheda on Monday 8th April with well
known speaker, Dietitian and Nutritionist, Dr.
Conor Kerley. Dr. Kerley is a doctor of Nutrition,
award winning nutrition researcher, leading
dietition, consultant and lecturer so we were
very happy to be able to secure him for the talk.
Most people will be familiar with Dr. Kerley who
wrote so eloquently in the winter edition of the
Parkinsons magazine.
We advertised this talk in all the local papers
including the Meath Chronicle, the Argus,
Dundalk, Democrat and Drogheda Independent
and as Dr. Kerley is a native of Dundalk he was
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very happy to speak on “home ground”. Dr.
Kerley has a huge interest in nutrition and the
affect it has on neurological diseases including
Parkinson’s. We had a large number of people
attending this talk, almost 60 and those there
were well rewarded by the down-to-earth
approach Dr. Kerley takes to good nutrition in
our daily lives. Indeed those of us attending
who do not suffer with Parkinson’s learned so
much about good nutrition. We were honoured
to have Dr. Kerley speak at our public meeting
and hope to have him speak again at some point
in the future. His talk was followed by a very
energetic question and answer session.
Drogheda based TD Fergus O’Dowd also
addressed the meeting and was very well
received by the people attending.
Meantime the running of the Branch continues
with three support groups meetings. There is
one alternating monthly between Drogheda &
Dundalk on the last Monday of the month and
there is also a support group meeting for Meath
people in Navan on the last Friday of each
month. Everyone is welcome to attend these
meetings where we meet with a cup of tea or
coffee and exchange any up-to-date information
we may have gathered since the last meeting.
The meetings are, on the whole, well attended
and are free to everybody. It is important to keep
the attendance going so that people can support
and encourage each other.
Currently we are looking into starting a class for
Mature Movers and will keep you posted on this.
We are always overwhelmed when we are
approached out of the blue by someone who
has raised money for our Branch. This was the
case when Cait Beggan from Boyle Sports HQ
in Dundalk advised us that she had organised
a bake off competition among the staff in
Boyle Sports and as a result of this competition
they raised the princely sum of 500euro! Cait

was kind enough to attend our support group
meeting in February in the Crowne Plaza Dundalk
to hand over the cheque. A big thank-you to all
the staff in Boyle Sports, Dundalk.
If you wish to receive more information about
membership or the support group meetings
please do not hesitate to ring:
Eamonn Johnson, Chairperson, Louth/Meath
Parkinsons Assoc. 0851649985 or Fidelma Leahy
Secretary Louth/Meath 0872893685

Dublin Branch

Dublin Branch has had an eventful few months!
We held our AGM on 23rd of February which was
followed by a talk from Cathal Phelan, Speech
Therapist from Personal Health. Cathal was
excellent.
On Saturday 13th of April we held a mini Unity
Walk in Harold’s Cross. A crowd of more than 100
turned out for our walk. It was a blustery pleasant
day and everyone seemed to really enjoy the
walk.
We finished up in McGowan’s Pub for tea/coffee/
soft drink and sandwiches. Tina and staff looked
after us very well indeed. We were joined on the
walk by Senator Kevin Humphries who is a great
supporter of Parkinson’s. We also got a nice write
up in the local magazine ‘Harold’s Express’.
Members of the Dublin Branch were also present
at the protest outside Dáil Eireann on 11th April.
We are delighted that we now have 4 Siel Bleu
Exercise classes running in the Dublin area – one
in Swords, Portmarnock, Harold’s Cross and
Loughlinstown. Please see website for contact
details for all these classes. These are in addition
to our two exercise classes in Clontarf and
Donnybrook.
One of our members, Austin Hynes ( a member
of Harold’s Cross and Loughlinstown exercise
classes) will feature in the ‘I can’ campaign with
Siel Bleu shortly.

Members of the Dublin Branch
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Our Summer member’s meeting will take place
in the Marine Hotel in Sutton on the 9th June at
3pm and our speaker with be Isabelle Kelly, recently diagnosed with Parkinson’s, who will share
her knowledge and wisdom on the subjects of
Yoga, Meditation and Healing with us.
Dublin Branch have prepared a survey for
research - details on page 9 of this magazine.
We urge all members to fill it in.
We keep our members informed by email and a
quarterly bulletin which we are starting to send
by email and by post to those who have no
email.
Contact Sinead ph 087-2869173

WEXFORD BRANCH

The Wexford Branch are very active at the
moment with lots going on such as Chair Yoga
every Friday in Coolcotts Community Centre,
where you can do gentle exercise and have a
cuppa, some of Bettys’ Homemade cakes and
a catch up of the news. We’ve started a Choir
in The Presentation Centre in Enniscorthy on
Tuesday afternoons, and we are running Physio
classes in Murrintown on Thursday mornings
please contact us if you would like to join us.
Our 5th Birthday is coming up and we’re
planning to have a party to celebrate so please
keep an eye out for updates on that. We are also
planning our trip to Killarney this year, so we are
really looking forward to it again.

planning various activities and events through
out the County for Awareness Week. Indeed the
month of April was devoted to promoting our
organisation in Tipperary. The campaign kicked
off on Wednesday 3rd April with a recording
of Tipp FM’s Radio Programme “Down Your
Way” with host Eamon O’Dwyer. Venue was
the pastoral Centre, Church Rd., Nenagh The
Monday Club Sing along choir had rehearsed
under the direction of Sheelagh Chadwick MD.
This programme consists of music, singing and
interviews. Jim Barry performed the song ‘The
Lakes of Killaloe’ and Nora Butler, internationally
known Comhaltas performer, enthralled all
with a rendition of ‘Dear Old Newport Town’
(Tipp Village). Our own O.T. Marion Slattery
joined guest musicians and resident musicians,
Brendan Treacy, Rita Gleeson & Mary Shinnors
on Violin. Eamon O’Dwyer interviewed many
of the attendance and stated he was amazed
at the positive attitude and determination of
the members present. Following the hour long
recording music and song continued with a
party atmosphere and finger food etc.,Prior
to leaving Eamon complimented all present
who suffered from Parkinson’s Disease for their
ability to overcome their disability and enjoy and
participate in this marvellous occasion.

We held a Unity Walk on Wexford Quay during
Parkinson’s Awareness Week where we had
over 100 people attend on a very windy day
to highlight the need for neurological services
in the South East so remember to talk to your
local politicians when they call for your vote to
ask them what can they do for you to improve
services in South East and that it’s very important
to have a nurse specialist in our area.
If you would like any information about the group
please do not hesitate to contact us
Chairman: Pat Lacey
Treasurer: Breda Kennedy 087-0958984
Secretary: Betty Sweeney 089-4351103
Email: wexfordtreasurer@parkinsons.ie

Tipperary Branch

2019 is speedily moving on after a very busy
month of April promoting awareness of
Parkinson’s disease. Tipperary support groups
were training as hard as the Tipperary hurlers in

Official opening of Loreto House Nenagh.
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If you live in Clonmel and its environs and receive
a diagnosis of Parkinson’s, where would you
go for information and support? The same can
be said for Thurles and Nenagh. The Clonmel
Parkinson’s group was set up by a Parkinson’s
sufferer to help and support those newly
diagnosed with the disease. The group secured
a stand in The Bank of Ireland on Friday 5th
April which is one of the busiest days in the
Bank. Present at this stand were people who
face a huge struggle daily, often this struggle
is increased when the correct supports are
not in place. Some people were not aware of
the existence of the group or the Branch. The
response was overwhelming, there was available
information on the Clonmel support group, its
meetings, and real Parkinson’s sufferers who were
available to chat to those in need of an ear to
listen.
On Friday 12th April the Clonmel Support
Group held a fund-raising auction, which was a
resounding success. Social isolation, loneliness,
and depression are much defined problems
associated with Parkinson’s disease. The funds
raised at this auction will allow Parkinson’s
sufferers attend information days on the disease,
and allow the provision of Yoga, Art and exercise
programmes which are beneficial to those with
the disease. To obtain information on meetings
etc in Clonmel please contact Mary at 0861224283
or by email mrsmaryfinnegan@gmail.com.
Earlier in the day Thurles Support Group hosted
an information meeting with over 50 people
attending in The Anner Hotel, with Guest
Speaker Nicola Kavanagh Parkinson’s Nurse
Specialist at Tallaght Hospital & P.A.I. National
Helpline. Nicola was joined at this meeting
by two representatives Gary O’Flynn Quality
Manager & Stephen Carew Process Development
Manager from Boston Scientific manufacturers
in Clonmel of the Deep Brain Stimulation Unit
used in the Deep Brain Stimulation treatment.
Members had the opportunity to examine the
device whose battery is said to last for 15 years
and can be recharged.  
On Monday 15th April at the Monday Club we
had a surprise visit by three Easter Bunnies who
presented all present with a gift of an Easter Egg.
Our thanks to the Easter bunnies Alison, Jessica
and Melanie.
On Wednesday night 17th April Nenagh Support
Group organised a well attended information

meeting with guest speaker Dr. Helena Moore
Neurologist based in Tralee. A question and
answer session followed the meeting with Dr.
Moore speaking to some of the patients privately
as well. Friday 10th May was a historic day in the
history of Tipperary Branch P.A.I. when C.E.O.
Paula Gilmore officially opened and launched
our new Caring Programme and facilities in
Nenagh. Based at Loreto house, Kenyon St,
Nenagh, Nenagh Support Group with a team
of Volunteers are providing weekly facilities for
people suffering with Parkinson’s Disease and
their Carers. We understand that this is the
first time that a Parkinson’s Branch has its own
permanent base in Ireland. Parkinson’s carers
who may have a Dr’s appointment, or clinic apt.
or just require some quality time for themselves,
shopping etc., now have the opportunity to
access the care facility provided. We have a
relaxation room where you can chill out and a
general purpose room where the patients will be
looked after and they can play games of cards,
scrabble, colour books read etc. They will get
a cuppa and their meds on time which is very
important to Parkinson’s sufferers.
Surprise visitor Micheál Martin, leader of Fianna
Fail was on the Euro Election Campaign trail
and called in with Tipperary TD Jackie Cahill
and Sandra Farrell along with Malcolm Byrne,
Euro Candidate from Wexford, and the two local
Fianna Fail candidates for the local elections.
Also in attendance was Cllr. John Carroll Vice
Chair of HSE Health Committee. Fr, Des Hillary
PP Nenagh and Rector Rod Smyth performed
a short prayer & Blessing in our relaxation
room. Active members of the Parkinson’s family
are welcome to call in and enjoy the facilities
provided, have a cuppa and chat, read the paper
or book etc. The Monday Club will continue each
week (except bank Holidays) in The Pastoral
Centre, Church Rd, Nenagh from 2 pm until 4pm.
All Parkinson’s patients are welcome.
Thurles Support Group finish off their year’s
activities on Thursday 23rd May with mass at
5.30 pm in the Hospital of the Assumption,
Thurles, All are welcome to attend. Wishing all
our members a very happy Summer and keep on
exercising.
Best Wishes,
Marion Burke
PRO Tipperary Branch
0872967296.
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PLEASE ATTACH THIS FORM TO MY FILE
To be handed to your Doctor and used for planned or unplanned admission to hospital.
I am living with Parkinson’s Disease. I may have difficulty speaking or writing clearly. My
condition may deteriorate if my medication is not taken at the correct times prescribed for me.
I WILL NEED A FULL GLASS OF WATER PER PD TABLET
Name
Contact Number
Next of Kin		

Contact Number

Doctor/Neurologist		

Contact Number

Name of PD Medication

Dosage		

How Often

Other Medication
Don’t leave it until there is an emergency to fill out this form.
By asking your Health Care Professional to attach this to your file you
will be helping them to manage your condition while you are in hospital.
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