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Paula Gilmore

Dear Members,

I hope you have all had a wonderful summer and are
looking forward to getting back to your classes and
activities.
The Parkinson’s Association of Ireland held our
first General Assembly in June over two action
packed days. There was representation from
sixteen branches, National Office and the Board
of Directors in attendance. Each branch had two
or three representatives. This was an excellent
opportunity for branch committee members to get
together, share experiences and learn from each
other. The agenda for the weekend was built around
the 5 year Strategic Plan that was launched last year.
Over the next five years our overall strategic goal is
to develop the Parkinson’s Association services to
meet the needs of people with Parkinson’s and their
family members. A better and stronger Parkinson’s
Association means responding to the emerging
needs of our membership. A number of proposals
came out of the weekend and your committee will
be discussing these with you in the coming weeks.
The feedback we received was very positive and all
branches want to have a yearly meeting. This will
enable us to grow as an organisation while learning
and supporting each other.
We are looking forward to the members’ social
weekend in the Hudson Bay Hotel from 5th-7th
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

A word from our CEO
group. We have physiotherapy, dance therapy
and voice therapy sessions and two nights
of wonderful entertainment planned. We are
also planning on having the company AGM
meeting at the social weekend.
Thank you to all who have supported the
national summer raffle and all who participated
in the VHI Mini Marathon raising much needed
funds for the national office and the local
branches.
Preparation is underway for the Camino de
Santiago fundraising walk in October. We have
participants from many parts of the country.
Thank you for supporting this initiative. Nurse
Nicola and myself are also planning on doing
the walk.
We have made a number of changes to our
website and we hope you find it much more
user-friendly and informative.
We are delighted to welcome Siobhán Ryan,
the new Parkinson’s nurse in Vincent’s hospital
and we look forward to working closely with
her in the future. Just a reminder that the
PAI nurse Nicola is available to talk to you on
Wednesdays and Fridays. This is a country
wide service.
If you need to talk to a nurse, call the support
line 1800 359359.
Regards

Paula

FRONT COVER PICTURE: Margaret Chapman, Ken, Bobby and Amy who ran the VHI mini marathon in June in
memory of Margaret’s dad, John Keane who passed away recently.
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.
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NATIONAL
SUMMER
RAFFLE
We would like to say a huge thank you to everyone who supported our
National Summer Raffle.
All winners have been contacted.
We would also like to thank TLC Nursing Homes for their generous support.

VHI MINI
MARATHON
A big thank you to all the
ladies who supported the
Parkinson’s Association of
Ireland by participating in the
VHI Women’s Mini Marathon in
June. Please remember to send
in your sponsorship as soon as
possible. Thank You.
Lynn Dunne and Friends
participated in the VHI Women’s
Mini Marathon. Lynn took part
in the marathon along with
some friends to raise awareness
and much needed funds for
the Parkinson’s Association in
memory of her late husband
Cormac. Thank you Lynn for
doing this for the association.

Text

PA R K I N S O N S

to 50300 to donate €2
Parkinson’s Association of Ireland has moved with
the times and embraced mobile technology to offer
you the option of SMS Text Donation, a smart way
to give, where you can donate €2 to us by texting
PARKINSONS to 50300. It’s as easy as that.
(Service provider Likecharity 01-4433890)

100% of your donation
goes directly to Parkinson’s!
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Parkinson’s General

L to R: Eugene Cashell, Dublin Branch, Joe
Condon, YPI, Bernadette Driscoll, Waterford
Branch, Cathy Pollard, YPI.

The Parkinson’s Association of Ireland held
its first General Assembly in the Sheraton
Hotel Athlone on 9th/10th June.
There were 16 branches represented and a range of
topics covered over the two days. We hope by now
that your branch committee members have brought
back to your branch the issues that were discussed
at this weekend.
The assembly had a full schedule covering data
protection, team building, networking, research,
nursing, financial accountability, branches sharing
their experiences around support groups, young
Parkinson’s, keeping documents and lottery funding.

L to R: Mary Finnegan, Tipperary Support Group,
Al Shannon, Longford Branch, Marion Burke,
Tipperary Branch, Mr Finnegan, Tipp Support
Group, Gerry Collins, Louth/Meath Branch.

L to R: Mr & Mrs Conran, Midwest Branch, Eddie
Butler, Midwest Branch.
The feedback we have received has been very positive
and all branches have received a report from the
assembly with a particular emphasis on the setting up
of a research fellowship.
This assembly will now be a yearly event as was
requested by committees who attended.

L to R: Sabrina, National Office, Sinead O’Kane,
Dublin Branch, Tony Wilkinson, Cork Branch.
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Assembly 2018

Parkinson’s

Parkinson’s Association
ofAssociation
Ireland of Ireland
w w w. p a r k i n s o n s . i e

TO KEEP IN LINE WITH THE NEW GDPR all branch committee members
have been given new email addresses.
To contact your branch please visit our website www.parkinsons.ie.
Under the heading ‘Branches’ you can see all new email addresses.
THE NATIONAL OFFICE ALSO HAVE NEW EMAIL ADDRESSES. You can
contact the National Office at nationaloffice@parkinsons.ie or to contact
the office regarding fundraising, please email fundraising@parkinsons.ie
Below are drawings and lists showing the work that branches are involved
in throughout the country. They were drawn up as part of the team-building
exercise that branches participated in at the General Assembly.
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Long Term Illness Book
Parkinson’s Patients are entitled to a Long Term Illness Book

People suffering from certain conditions
can get free drugs, medicines and medical
and surgical appliances for the treatment
of that condition. These are provided
under the Long Term Illness Scheme. This
scheme is administered by the Health
Service Executive (HSE), under Section 59
of the Health Act 1970.
The Long Term Illness Scheme does not depend
on your income or other circumstances. You may
also be eligible for a Medical Card or GP visit card,
depending on your circumstances.

Rules
The medical conditions that qualify under the Long
Term Illness Scheme are:
F
F
F
F
F
F

Intellectual disability
Mental illness (for people under 16 only)
Diabetes insipidus
Diabetes mellitus
Haemophilia
Cerebral palsy

F
F
F
F
F
F
F
F
F
F

Phenylketonuria
Epilepsy
Cystic fibrosis
Multiple sclerosis
Spina bifida
Muscular dystrophies
Hydrocephalus
Parkinsonism
Acute leukaemia
Conditions arising from use of Thalidomide

If you qualify, you will get a long-term illness book.
This book lists the drugs and medicines for the
treatment of your condition, which will be provided
to you free of charge through your pharmacist. You
do not have to pay a prescription charge for drugs
covered by your long-term illness book. Other drugs
and medicines not related to the specified condition
must be paid for in the normal way.
If your doctor or occupational therapist prescribes
a medical or surgical appliance, it will be supplied to
you from your Local Health Office.
Non-medical card holders, non-GP visit card holders
and conditions not covered under Long Term Illness
If you have neither a medical card, nor a GP visit card
nor a medical condition listed above, you can use
the Drugs Payment Scheme to limit your expenses
on prescription drugs.

How to apply
You can get an application form from your Local
Health Office or download a form from HSE website
hse.ie and return it to your Local Health Office.

St Vincent’s Hospital New Parkinson’s Nurse
Heather Kevelighan, who was the Parkinson’s Nurse Specialist at St. Vincent’s
Hospital, retired after many years of service.
Siobhán Ryan (pictured right) is the new Parkinson’s nurse in St Vincent’s
University hospital.
“I started in the new role in April and I am very excited and enthusiastic to be
in this position.
I look forward to meeting my patients in the coming months in St Vincent’s and
getting the Parkinson’s nurse service up and running.”
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VHI WOMEN’S
MINI MARATHON
Margaret Chapman participated in the VHI Women’s Mini
Marathon in memory of her father, John, who passed away
recently. She said “My Dad, John Keane, died on Jan 28, 2018.
He had Parkinson’s since 1995, he was an inspiration to us all,
he never let his condition hold him back and lived his life right
to the end. He attended many events and services provided by
the Parkinson’s Association of Ireland and found great support
in the group. To honour his memory and give a little back, Ken,
Bobby, Amy and myself did the VHI Mini Marathon in June. We
had a fantastic day and wore our Parkinson’s t-shirts with pride”.

Christmas ideas
Ideas from the parkinson’s
PARKINSON’S
christmas
ASSOCIATION of
OF ireland
IRELAND
association
With Christmas fast approaching we have Christmas
cards now in stock and also some jewellery gift ideas.
These bright cheerful cards are on offer for €10.00
per pack of 15 cards

We have teamed up with
Newbridge Silverware
to produce these
beautiful Newbridge
pieces showcasing the
Parkinson’s logo.
Newbridge Pendant €35.00
Newbridge Pins €20.00
Parkinson’s Lapel
Badges €3.00
PRICES DO NOT INCLUDE P&P

Parkinson’s
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Progress in Parkinson’s

An article by Jake McDonnell

Welcome to the inaugural
instalment
of “Progress in Parkinson’s” – a segment
that will focus on keeping our members
up-to-date with substantial research that
is taking place in relation to Parkinson’s
Disease. The objective is to convey the
information in a comprehensible manner,
with more emphasis on the functional
outcomes than the scientific nitty-gritty of
the research. Some instalments may focus
extensively on one particular study, while
others may provide a brief summary of
numerous studies. For our first discussion,
we need look no further than Galway,
where a group of Neuroscientists at NUIG
are making ground-breaking discoveries
in the world of regenerative medicine in
regards to Parkinson’s.
Over the last thirty years or so, researchers
and healthcare professionals have discussed
intensively the possibility of regenerative medicine
for Parkinson’s Disease (PD). A characteristic of
PD includes the degeneration of dopaminergic
neurons (dopamine is the main organic chemical
associated with PD) in the nigrostriatal pathway.
This pathway in particular is rich in dopamine and
connects two areas of the brain, the substantia
nigra and corpus striatum, and is involved in
production of movement as it is a component
of the basal ganglia motor loop. A number of
studies (e.g. M.Caiazzo et al; Direct generation of
functional dopaminergic neurons from mouse and
human fibroblasts. August 2011) over the last three
decades have demonstrated the possibility of
transplanting donated dopaminergic neurons into
the adult Parkinsonian brain and functioning posttransplantation. Yet functionality was not overly
efficient as the majority of dopaminergic neurons
would die as a result of the transplantation process
via a variety of mechanisms, including the immune
response of the Parkinson patient attacking the
transplanted neurons.
The local Neuroscientists in Galway sought to
determine the impact of enclosing the dopaminergic
neurons in a hydrogel pre-transplantation as a form

of protection (demonstrated on rodents). A hydrogel
is a substance that is highly absorbent and flexible
and is used in a variety of medical circumstances,
most commonly wound care. Throughout the
study, it was discovered that a collagen (a structural
protein found in various connective tissues e.g.
bone, tendon, skin) hydrogel was well tolerated in
the brain, reducing the host’s immune response and
facilitating survival of the primary dopaminergic
neurons and re-innervation of neurons in the corpus
striatum. The results seen were significant, with a
3-fold increase in striatal re-innervation and a 5-fold
increase in primary dopaminergic neuron survival.
So how do hydrogels protect neurons posttransplantation? Numerous studies (pre-dating
the one being discussed) suggest that most
dopaminergic neurons (90%) died within four days
post-transplantation. Initially the reason for this was
postulated to be the detachment of the extracellular
matrix (a component of the neural cell) during
preparation for transplantation. Coincidentally, the
collagen hydrogel has a structural sequence similar
to that of the extracellular matrix. Essentially, the
scaffolding to support the neurons, is organized
the same way in the collagen hydrogel as in the
extracellular matrix. The hydrogels therefore

///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
www.parkinsons.ie

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

facilitated the transplantation process and caused
a direct reduction in the immune response to the
neurons, and an increased survival rate and reinnervation rate. As a result, the study is ‘proof-ofprinciple’ of the significant potential of biomaterials
as a means of improving regenerative cell
therapies in Parkinson’s Disease, as well as other
neurodegenerative diseases, warranting further
investigation.
It’s rare for anything to develop rapidly in science.
Nevertheless, there is undeniable optimism from
studies such as this, and it shall be interesting to
witness the progress of the principle aforementioned
throughout the article. Should you wish to read the
entire study, the title is: “Encapsulation of primary
neurons in a GDNF-loaded collagen hydrogel
increases survival, re-innervation, and function after
intra-striatal transplantation”- by Niamh Moriarty,
Eilís Dowd, and Abhay Pandit. For those of you with
RTE player, the study is also featured in a shortdocumentary: “Feats of Modest Valour”, which is
worth watching.

Assistive Devices for Parkinson’s Patients:
* No product mentioned below is endorsed by the
Parkinson’s Association of Ireland. The intention is
simply to inform readers about the existence of
certain devices.
For some, dealing with the motor symptoms of
Parkinson’s Disease can be an overwhelming aspect
of their condition. Fortunately, some people can
take steps to manage their symptoms, for example
by using a walking aid or buying slip-on shoes or
ones with Velcro straps instead of laces. There are
also more products on the market which may be
helpful to some Parkinson’s patients in terms of
their daily activities.
l Assistive Devices for eating: As a result of tremor,

common activities such as eating can become
difficult. Certain companies manufacture
utensils that have an altered weight distribution
that can facilitate the transfer of food from
the plate to the mouth (e.g. Keatlery). Other
products possess the ability to counteract the
tremor experienced in PD by initiating their
own vibrations that reduce the exacerbations
of tremor (e.g. Liftware Utensils). Several “nonspill” cups also exist that some may find useful.

l Assistive

Devices for writing: Difficulties
experienced with motor functionality when
attempting to write is one of the most common
complaints from PD patients. Several writing
devices exist that are directed at those who
experience such difficulty – such as pens that
are easier to grip (e.g. Ergo-Sof PenAgain) and
weighted universal holders that are designed to
fit around a pen, pencil, or toothbrush. Others
focus on counteracting tremor specifically and
aim to improve shaky penmanship (e.g. Steady
Write Pen).

l Assistive Devices for dressing: Several companies

nowadays manufacture clothing with magnetic
buttons to assist those who experience difficulties
negotiating traditional buttons, a population
far greater than just those with Parkinson’s. An
example of such a company is ‘MagnaReady’. An
additional concept that many may find helpful is
that of zipper pulls – a device that attaches to
zippers, making it easier to unzip/zip clothing.
As previously mentioned, all the above products
are named purely for information purposes and not
because we are recommending any of them As actual
scientific research regarding the efficiency of such
products is scarce, individual research of consumer
reviews (of all companies and not simply those used
in the above examples) is advised before making a
purchase.

JAKE MCDONNELL
Jake McDonnell is a medical student
in Beaumont Hospital and the
Royal College of Surgeons Ireland.
He is an executive member of the
neuroscience society of RCSI. Jake
is a volunteer at the DBS clinic in
the Dublin Neurological Institute.
He is passionate about leading and
being involved in Parkinson’s Disease
research. Jake’s Mother was diagnosed
with early onset Parkinson’s Disease.
Jake has put himself forward to
become a Board Member of PAI
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YOUNG PARKINSON’s
MY BROKEN BRAIN
BY GARY BOYLE

PD flipping thing’. Well actually, maybe I use slightly
stronger language when I’m talking to myself!

About 700,000 people in Ireland are living
with some form of neurological condition. ‘My
Broken Brain’, a one-off documentary was
broadcast on RTÉ 1 on July 17 and attempted
to give some insight into what
life is like for people living
with Motor Neurone Disease,
Alzheimer’s Disease, Epilepsy
and Parkinson’s Disease. Of
course there are other diseases
that fall into this category, such
as Huntington’s Disease and
Multiple Sclerosis, that could
also have been included.

It seems that there was a huge number of viewers
watching ‘My Broken Brain’ and I think many of us
received countless texts, tweets and messages about
the show. One or two comments I received were along
the lines of ‘thank God you don’t
have Motor Neurone disease’. True,
as we saw on television that night,
it’s an awful diagnosis. But I think
the reality is that each diagnosis has
its own distinct challenges.

I was one of two people with
Parkinson’s Disease featured in
the documentary. Just by way completeness I’d like
to share some brief thoughts on the experience of
making the documentary and what we can do now
to build on the exposure of Parkinson’s that the
documentary has generated.
When I was asked about being involved in making
this programme the producer and director told me to
expect that the camera crew would be ‘everywhere’
while filming was going on. They weren’t kidding. It
takes a while to get used to having a camera literally
in your face for hours and hours, which is amazing
in itself as in the end barely 10 minutes of all that
filming ended up in the final version of what was
broadcast. Regarding the camera looking at you
forever, I think you do get used to this because
suddenly, it seems, you are talking to the director
as if there is no one else in the room. You relax a
little, you become more aware that you’re talking at
length about something that is ever-present in your
life, and your emotions come through as you realise
that PD will be ever-present for the rest of your life.
I’ve known this for years of course, but it’s only every
now and then that I sit up and say ‘flip this flipping

Which leads me to my last few
comments, and what we can do
to build on the attention that has
been created by this show. What I
wanted to get across to people who
may have been watching and who
know Parkinson’s only as a degenerative, incurable
condition, is that PD doesn’t mean that life is over.
What I’ve come to realise and also experience is
that PD is a life sentence, not a death sentence. I
received my diagnosis in 2009. For the last 3 years
I’ve fought an ongoing battle with PD, using regular
exercise, a balanced diet, regular medication, sleep
and a positive attitude that has brought me to the
point of being the fittest I’ve ever been in my life degenerative neurological condition aside! Seriously,
regular exercise has become so important to me in
keeping PD at bay. So whether it’s Irish Set Dancing
with the amazing Pat O’Dea, or going for a brisk walk
on the beach or through the town, or swimming or
cycling - whatever it may be, but whatever works
for you - start it up! You don’t have to become an
Olympic athlete, just a run or walk in the park will get
you started!  And I want to build on this message
and try and make it a reality that every Consultant will
refer PD patients immediately on diagnosis from now
on, as this ‘multidisciplinary’ approach is one of best
ways to beat this flipping PD thing!
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IRELAND
The Day I declared WAAR on Parkinson’s
I decided to declare
WAAR on Parkinson’s
on Saturday May 12th
2018! WAAR is a multidisciplinary
adventure
race consisting of a mix of
running, cycling, hiking &
kayaking giving a grand
total distance of 55.5km
check http://www.waar.ie
for more details. You get
to run down an airport
runway, cycle on part of
the scenic Wild Atlantic Way and compete
to be king of mountains as you ascend from
sea level up a gradual 3km climb topping out
at Thor school. Did I mention the views are
breathtaking? So what’s there to lose other
than a few pounds!
I got into adventure racing five years ago through
my father-in-law who has been sports mad all his life
and I haven’t looked back since. About four years
ago in May 2014 I was diagnosed with Parkinson’s
and the racing became a real adventure then!
Every year I like to compete in at least two races
and performances have varied over the years but I
always finish. I always seem to be able to overcome
any obstacles that I encounter and go through the
pain barrier even if it takes me 40 mins to get off the
mountain because my right leg has given up and I
have to drag it along!
Living with Parkinson’s and actually competing with
Parkinson’s has its own set of challenges. I knew I
would struggle with the running section of the race
as my right arm is more or less stationary and I end
up running at somewhat of an angle after a while.
Actually I got 3km in before the right knee started to
buckle inwards and was fully psyched up to hop on
my left foot for the remainder of the run if necessary.
As it turned out a combination of walking and
running gave my right knee a break and I managed
to stay with some of the field and 7km later finally
got to the bike transition stage.

I hopped on the bike and took
on some fuel as I cycled along on
a glorious day. The spectators
were brilliant along the way and
people were almost willing you
up the climbs and there were
quite a few challenging ones.
As I ascended towards the next
transition stage and the start
of the hike there were plenty
of cups of water and sweets
to be had. After summiting at
Thor school it was a short fast
descent to the start of the hike. The mountain was
reasonably dry so I had no bother with that stage
and the knee was fine as my mid-morning dose of
meds had kicked in by then. I knew once I got back
down off the mountain I would have the hard yards
done and I would power on and finish the race. A
quick refuel before getting back on the bike and a
sharp descent into Loughanure village, followed by
a few medium climbs back to the clubhouse. The
finish line was in touching distance and all that stood
between me was a 1km kayak on a choppy lake and a
short jog around the football pitch for the spectators
which I sprinted before crashing over the finish line
and nearly pulling down the woman handing out the
medals with me! The soup and sandwiches after the
race were the best I ever had and I tore into a load of
jelly beans and biscuits!
Anyone can do WAAR. All you need is the right
mindset, the perseverance to power on when the
going gets tough and the self belief that no matter
how long it takes, by continuing to put one foot in
front of the other you will eventually cross the finish
line. I started racing before my diagnosis but now I
secretly get a kick out of the fact that despite having
Parkinson’s I am able to compete and I really enjoy
the adrenaline rush when I cross the line. I don’t
really care about time as I feel I have already beaten
the odds by finishing anyway. I am already looking
forward and training for WAAR 2019. Bring it on!
Article written by Domhall Egan
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Bladder and Bowel Problems
to the toilet, and you may find
that you cannot squeeze the
sphincter muscles in your bottom
very well to stop you leaking on the
way to the toilet. This means that if you
have diarrhoea, you may be more likely than
other people to have an accidental leakage.
Also, please note if you are taking entacapone (Comtess
or Stalevo), you can develop persistent diarrhoea at
any time, and this may result in you having to change
medications.

Bladder and bowel problems are common to people of all
ages in the general population. People with Parkinson’s
disease are more likely to suffer from some of these
problems, particularly constipation. The problems which can
affect people with Parkinson’s are discussed below.
You should tell your GP, Consultant or Parkinson’s Disease
Nurse Specialist (PDNS) about your problems and they will
be able to provide advice on any additional support available
to you.

Bowel problems

The most common bowel problem in Parkinson’s is
constipation. Other problems which can occur include
diarrhoea and leakage due to a weak anal sphincter.
Constipation is the number one reason why a person’s
Parkinson’s has become suddenly worse – the levodopa
medications used to treat Parkinson’s (Sinemet, Stalevo
and Madopar) are absorbed by the bowel, so if it is filled to
capacity, you are unlikely to get the full benefit from these
drugs.
−

Constipation
Constipation is when the stools are hard and difficult
to pass. Ideally, you should be going every day, and
a good amount, but it is not crucial. Many people go
every other day and are not constipated. As long as the
stool is soft and easy to pass without undue straining,
there is nothing to worry about. Constipation has several
different causes in Parkinson’s. As with other muscles in
the body, the muscles of the bowel wall can be affected
by Parkinson’s, with slowing and poverty of movement
and rigidity. In addition, the relative lack of movement
and exercise generally experienced by people with
Parkinson’s means that the bowel does not get these
stimuli to function properly.

Also, people with Parkinson’s often have a delay in gastric
emptying, meaning that the contents take longer to leave
the stomach and enter the bowel. This is another reason to
ensure levodopa medication is taken without food.
Another cause of constipation is the medication itself
– levodopa medication can cause constipation, so it is
essential that you monitor your bowels, and manage a
sluggish bowel.
Inadequate fluid intake or dehydration will result in stools
being hard and difficult to pass. Fibre (found in many
vegetables, fruits and grains) helps form soft bulky stools
that are easy to pass.
If severe, it may make you feel unwell, lethargic and even
nauseated. Some older people may become restless and
confused if constipated. It can also disturb the bladder,
either by increasing bladder urgency, or by making bladder
emptying more difficult. If the bowel becomes very loaded
with hard stools this is called ‘impaction’ and it can become
impossible to pass anything. Speak to your GP, Consultant,
or PDNS if you have concerns about your bowels.
−

Diarrhoea
If you have Parkinson’s, you can still get diarrhoea for
the same reasons as anyone else, such as food reaction,
‘holiday tummy’ or infection. This may be difficult to
cope with if you have Parkinson’s – it is not easy to hurry

−

Weak sphincter
This can cause a difficulty in holding onto stool once the
urge to empty the bowel is felt. Urge incontinence of
stool may result if the toilet is not reached quickly.

How can I prevent bowel problems or
help myself?

As with Parkinson’s generally, the more healthy your lifestyle,
and the more active and mobile you can keep yourself, the
better.
With bowel problems, it is important to make sure that you
drink enough and eat a diet with plenty of fibre, such as fruit,
vegetables and wholemeal bread and cereals. Drink plenty of
fluids throughout the day to help the fibre work.
For more information, see the Parkinson’s Association’s
Information Sheet: “Diet and Nutrition in Parkinson’s”.
Try to keep your bowels in a routine, especially if you are away
from home and your usual environment. Many people find
that 20 minutes after breakfast or after a hot drink is a good
time to empty the bowel.
As stated earlier, a daily bowel motion is not crucial, so try not
to become obsessed by your bowels. However, it is important
not to let yourself become badly constipated.
You may find that you need to use a laxative regularly to stop
yourself from becoming constipated. Speak to your GP, PDNS,
consultant or pharmacist about a suitable laxative for you.

Bladder Problems

There are two main problems that can occur with the bladder
in Parkinson’s– an overactive bladder, and difficulty in
emptying. Other problems that can occur include difficulties
in getting to or using the toilet due to the movement
problems in Parkinson’s which can make coping with bladder
problems more difficult, stress incontinence and prostate
problems.
−

The overactive bladder
This is caused when messages from the brain telling the
bladder to hang on and relax are not getting through
properly. Instead of being able to delay finding a toilet,
urgency is experienced – when you’ve got to go, you’ve
got to go!
If a toilet is not reached in time, incontinence may result.
This is called urgency incontinence. The bladder may also
need emptying more often than before (frequency), and
may wake you up at night (nocturia). Increased frequency
of urination may also lead to light-headedness while
attempting to stand up. This is due to an abnormal fall in
blood pressure when standing and is known as postural
hypotension.

−

Difficulty emptying
Parkinson’s can cause difficulty with starting to empty
the bladder, either because the bladder does not start to
contract when you want it to, or the sphincter does not relax
to allow urine out, or a combination of these. On the other
hand, there may be difficulty in keeping a bladder contraction
going until the bladder is completely empty.
Either way, a residual amount of urine is often left in the
bladder all the time. This can cause a feeling of needing to
empty the bladder very often and, if the residue becomes
large enough, it may ‘overflow’ as a dribbling incontinence
that you cannot control.
A person whose bladder does not empty completely may
get urine infections as the residue of urine acts as a sort of
stagnant pond which is ideal for growing bacteria.

−

Practical problems getting to or using toilets
Often the problems which people with Parkinson’s have in
coping with the bladder are caused by difficulties in getting
to or using the toilet rather than by incontinence. The physical
difficulties with mobility and the slowness of movement which
often occur in Parkinson’s can make getting to, or onto, the
toilet a slow process. For example, it may be difficult to get
to an upstairs toilet when downstairs. The height of the toilet
may be a problem, or grab rails may be needed to make the
toilet safer and easier to use. If there are problems in getting
to or using the toilet in addition to urgency, it may simply
take too long and the bladder may start to empty before
reaching the toilet.

At night, people with Parkinson’s often experience reduced
dopamine levels, and so are “Off” which can make it even more
difficult to get out of bed. It can be very frustrating to struggle to
the toilet and then not be able to start once there. Sleep may be
interrupted by several fruitless trips to the toilet.

What specialist help is available for
bladder problems?

Depending on the problems you are experiencing it may
be helpful to seek advice from an Occupational Therapist
(OT), Physiotherapist, PDNS, Public Health Nurse (PHN) or
Continence Nurse. Some of the HSE areas and large hospitals
offer continence advisory services run by continence nurses with
special knowledge and expertise in continence problems and
their management. This service can be contacted directly through
the local HSE office or via a referral from a GP or PHN. The
services are for people who have all types of incontinence. Where
appropriate, the continence nurse may refer you to a consultant
for specialist advice.

What can someone with Parkinson’s do to
help deal with bladder problems?

It is important not to cut down too much on the amount of fluid
you drink as this will not help and may lead to bladder infections.
It may help to cut out caffeine, fizzy drinks and some types of
alcohol. This is very individual, so it is worth experimenting to see
what helps you.

Clothing should not be too tight-fitting and should have as few
fastenings and layers as possible.
Consider modifying your clothing to make it easier to remove:
− Avoid button fly openings or fiddly zips;
− Try simple adaptation such as adding a tab to the zip may
help;
− Adding thumb loops on to pants and choosing styles that
are not too tight (such as boxer shorts for men) can make it
quicker and easier to pull them up and down;
− A wraparound skirt can be tucked into the waistband so
that both hands are free for use with grab rails;
− Special braces can enable trousers to be lowered without
losing them completely;
− Tracksuit trousers are found useful by many people.
If you have stress incontinence, doing pelvic floor exercises
may help. It may be beneficial to seek assistance from a
physiotherapist to ensure you are doing pelvic floor exercises
correctly as they are quite tricky to do correctly.
There are medicines available to treat an overactive bladder.
Discuss with your GP if drug treatment may help your specific
problems.
It is worth thinking carefully about how to make independent
use of the toilet as easy as possible. If the toilet is too low it can
be very difficult to get down onto it, and even more difficult to
get up again afterwards, especially if you have stiff hips. If the
seat is too high, it can put you in a poor position to empty your
bowels completely.
There is a wide variety of grab rails and toilet frames designed
to assist independent use of the toilet. Rails can be fixed to
the walls or floor. Horizontal rails help with pushing up, while
vertical rails can help you to pull yourself up. It is important
that the right design is chosen to help with each individual’s
difficulties.
Any changes to aid you in the bathroom should be made under
the direction of an Occupational Therapist (OT) as they are
qualified to advise on the most appropriate equipment for your
specific needs. Referral to an OT working in the HSE is usually
via a GP, Consultant, PDNS or PHN. Self-referral to a private OT
is also possible. Details of OT’s with private practices can be
obtained from the Association of Occupational Therapists in
Ireland (see end of info sheet for contact details).
Consider using a bedside commode or portable urinal. Some
designs look like normal furniture when not in use.
Occasionally a condom catheter can be used to prevent the
soiling of bedclothes with urine.
If you have severe difficulties in getting to the toilet it may be
possible to get a grant to build a new one, perhaps downstairs.
Your OT can advise on this.
Special incontinence pads, pants or sheath appliances (for
men) are available if you still have problems. There are also bed
protection products available. A PHN or Continence Nurse will
be able to provide further information on products available.
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Other Relevant Information Sheets:

EX1: Exercise in Parkinson’s
Exercise Chart Illustrating Parkinson’s Flexibility Programme
G8: Diet and Nutrition in Parkinson’s

Further Information:

Association of Occupational Therapists of Ireland, PO Box 11555, Ground Floor Office, Bow Bridge House, Bow Lane,
Kilmainham, Dublin 8. Tel: 01 6337222 • Website: www.aoti.ie • Email - aoti@eircom.net
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BRANCH NEWS
Tipperary Branch

The Summer activities of Tipperary Branch were
both interesting, active and varied. Thurles Support
Group ended their activities for the Summer with
their Annual Mass in the Community Hospital of
the Assumption attended by a large crowd and
hymns by the Upperchurch Youth Choir which really
added to the mass and made it more meaningful.
Refreshments were served after the Mass and we all
had a chat afterwards and exchanged our plans for
the Summer months.
Newtown, Nenagh Clay Pigeon Club organised a
fundraising charity shoot at their Club grounds in
aid of our Branch on the 16th/17th June. A special
4 person Sub-Committee under the Chairmanship
of Jim Barry, his daughter Heather, Helen
Mooney & Marion Burke planned and organised
a most successful and enjoyable event. Set in the
picturesque setting overlooking Youghal Quay
on Lough Derg and the spire of St. Mary’s of the
Rosary Church and adjoining Nenagh Castle rose
majestically in the distance against a clear blue
sky. The Club was a hive of activity. The Hospitality
Marquee also hosted Tea/Coffee days with a
delicious array of sandwiches, cakes and buns etc.,
The generosity of the Business Community and
general public knew no bounds with sponsorship,
donations and Raffle Prizes. We also express our
thanks and appreciation to all who participated in
the various Clay Pigeon Competitions and to all the
volunteers who helped out over the two days. The
Club organised a Presentation night in Jim Barry’s
Pub, Newtown, Nenagh on Saturday 11th August.
A night of music song with a special invitation to all
who made donations and assisted or participated
in making this charity event such a success. The
Monday Club held its Summer party on Friday 13th
July in the Pastoral Centre, Church Rd, Nenagh and
a most enjoyable night of story, music and song
with finger food etc., was had by all present. A
major “Thank You” to all the voluntary entertainers
who gave of their time. The Monday Club reduced
its activities for July & August to four dates due to
holidays etc.,
The Club resumes each Monday (with exception of
Bank Holidays) on Monday 10th September from

2 pm to 3 pm with exercises by Marion Slattery OT
and from 3 pm to 4 pm Voice exercises and sing
along with Sheelagh Chadwick, and at 4 pm our cup
of tea and chat.
Clonmel Support Group were invited to a concert
in the Town Hall Youghal by Anna Walsh, one of
their members, to celebrate Bealtaine Festival.
6 of our group travelled to Youghal and enjoyed
an afternoon of music and song and some of us
even had a dance. Tea, sandwiches and buns were
served. A warm word of thanks is extended to Anna
Walsh & Billy Fitzgerald and their combined band.
On May 29th we visited Coolmore Stud and we had
an excellent time there. Arriving at the entrance
to Coolmore we were met by Jason Walsh, our
guide for the morning. We were introduced to race
horses worth millions, earning millions and treated
like millionaires. In fact by the end of the tour I was
wishing I was a race horse. ( Mary Finnegan saying
this.) 10 of the group enjoyed lunch in McCarthy’s
served by Collette and her lovely waitresses. It was
a very pleasant day enjoyed by all, there was a jovial
atmosphere, and a demonstration of the odd trick
or two with matches, fork, spoon and a glass. We are
having a flag day in Clonmel on Friday 3rd August.
We are planning an overnight stay in Kilkenny on
Wednesday September 5th returning on the 6th
in The Ormond Hotel. Our Calender of events for
the Autumn is as follows:- September 4th Guest
Speaker is a Solicitor, October 2nd A Librarian, &
on November 6th Dr. Sabrine Agars. Our Christmas
lunch is December 4th more details re this later.
Contact Mary Finnegan on 0861224283
Activities for Thurles contact Mary Carey
0863916726 and Nenagh yet to be announced.
We are happy to announce that we have a new
contact for the Cashel area in Mary Kennedy
0872104001. Contact in Roscrea/Templemore is
Seamus Loughman on 087 0545349. This is part of
the branch’s aim to take the organisation closer to
all in the Parkinson’s family. Tipperary Branch has
just received from the printers our new headed
note paper and business cards with our up to
date area contacts. Our new up to date posters
and information leaflets and fridge magnets are in
preparation for the printer. These will be distributed
to GP’s and pharmacies, clinics etc.,
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Our branch was represented at the two day
conference in The Sheraton Hotel, Athlone by John
& Mary Carey, Michael & Marion Burke, Dan & Mary
Finnegan, Seamus & Phyllis Loughman and Leslie &
Ina Blackwell. Members are looking forward to the
Annual 2 day Mid Week Break in the Hodson Bay
Hotel on the 5th & 6th September.
Marion Burke PRO Tipperary Branch. 0872967296.

Dublin Branch
Dublin Branch have been busy over the last few
months!
In June we had a very successful and well attended
meeting in the Marine Hotel in Sutton where Dr
David Bradley, Consultant Neurologist, spoke to
us. He gave a well informed and very interesting talk
and answered lots of our questions!
In July we organised a collection and Parkinson’s
awareness stand in the Ashleaf Shopping Centre in
Crumlin over 2 days. Many of our members gave
their time to help man the stand. We are very
grateful to all of them. Apart from being a great
success financially it was a wonderful way to raise
awareness about Parkinson’s and we had visits from
many people who had been diagnosed and didn’t
know where to turn for help.
On the 22nd of September we intend to run
a workshop for Carers in the Avila Centre in
Donnybrook.
The Dublin Branch are working with Personal

Health in Rathmines to help provide an increased
service for people with Parkinson’s. Personal Health
offer Parkinson’s specific occupational therapy,
physiotherapy and dietary advice on an individual
and group basis. We are sponsoring an initial
hour long consultation with Marion Slattery, an
occupational therapist trained in the Parkinson’s
specific exercise and lifestyle programmes LSVT
BIG and PD Warrior. The initial consultation involves
an assessment of mobility, balance and upper
limb, and the impact of Parkinson’s symptoms on
everyday activities and independence. For more
information please ring 01 4964002.
Our exercise classes will be resuming again in early
September with Adrienne in Clontarf and Christine
in Donnybrook .
Our support group in Swords which is run by Dublin
Branch member, Noel Ryan wants to spread the word
about his group. They meet on the first Tuesday of
every month from 10.30 in the Pastoral Centre in St
Cronan’s Church, Brackenstown Road, Swords. They
have members from Balbriggan, Skerries, Rush,
Donabate and Swords and he would welcome new
members from September (when they meet again).
Please contact Noel on 087 9314507. They also
intend to start exercise classes with Siel Bleu from
September. Also we will be running exercise classes
with Siel Bleu in Harold’s Cross Support group and
Portmarnock Support Group.

We keep our members informed by email and a
quarterly bulletin which we post out to them.

Wexford Branch members enjoyed a trip to Killarney recently, which was well attended and enjoyed by all.
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WEXFORD BRANCH

Upcoming Diary dates:

The Wexford Branch has had a great summer. Our
trip to Killarney was a great success with fun &
laughter all the way.

s

Our AGM was held in Coolcotts Community Centre
on July 17th where we elected our new Chairman Mr.
Pat Lacey. Unfortunately due to other commitments
Mr Gerry Peake had to step down, we would really
like to thank him for all his hard work, suggestions
and the commitment he has put into our group
over the last year. We wish both Gerry and his wife
Jackie all the best in the future and continued good
health.

s

We are planning a day trip for later in the year so
keep an eye out for that, we have lots of things in
the pipeline and really hope you will attend and
support any events that are coming up to help our
branch to grow and improve.

s

Just a reminder to talk to your local TD and ask
them what can they do to improve services in our
hospitals and also, there are only 4 Parkinson’s
nurses in this country and we need to change this.

A charity abseil will
take place involving
people with Young
Onset
Parkinson’s
along
with
their
families and friends.

Chairman: Pat Lacey
Treasurer: Breda Kennedy 087-0958984
Email: wexfordtreasurer@parkinsons.ie

YOUNG PARKINSON’S IRELAND
BRANCH
Young Parkinson’s Ireland 2018 plans
Young Parkinson’s Ireland (YPI) is looking forward to
a busy second half to 2018 with regular events to
support its members. The committee has committed
to help its members by being a source of information,
by providing support and by advocating for better
services for people with young onset Parkinson’s.
We will do this by hosting events and promoting
our ideals. Our monthly informal meeting provides
a setting for members and family members to get
together and share information and experiences in
a relaxed social setting. At our speaker events we
invite a speaker who can provide insight to living
well with Parkinson’s. We especially welcome new
members, keep an eye out for our events on the
website, we look forward to seeing you!
You can follow YPI events:
Web: www.parkinsons.ie
Twitter: #ypievents2018

YPI Social Event Cork
Clayton Hotel Silverspring Hotel Cork.
Second Wednesday Every Month.
YPI Insight Event Dublin
Clayton Hotel Liffey Valley
Friday the 21st of September @ 19:30
Guest Speakers Aisling Kerr Registered Pharmacy
and Yvonne Browne from EmployAbility Service

s

Abseil for Young Parkinson’s Ireland
Dalkey Co. Dublin
Saturday 1st September
Causeway Coast Challenge
Northern Ireland
Saturday 8th September

Abseil with Adell and Peter 1st Sept

The aim of this venture
is to raise awareness
for ‘Young Parkinson’s
Ireland group.
The Abseil will take
place
in
Dalkey
Adventure Centre, on
Sept 1st from 12pm5pm
Each participant will be trained and given two
opportunities to Abseil 100ft on the day. The cost
per person will be €45. All who are interested in
doing this will need to register with adventure.
ie, all details can be found on the event page on
Facebook.
https://www.adventure.ie/young-onset-parkinsonsdisease-abseil/
Or the Young Parkinson’s Ireland Facebook page.
https://www.facebook.com/ypi.ireland.96
The Abseil will be a distance of 100ft with spectacular
views of Dublin.
Our passion for doing this venture is to raise as
much awareness for Young People with Parkinson’s
as possible.
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If you feel that perhaps you are not in a position to
join us and take part on the day but would like to
support us, any family members or friend willing to
do it would be very welcome.

Thanks to the Sunrise Up Croagh team for an excellent
event which brought three charities together. We
look forward to working with Huntingdon’s.

We would be grateful for the support, even come
along to cheer us on.

Young
Parkinson’s
Ireland have teamed
up with The New
Music, a new Irish film
about a classical pianist
with
Young
Onset
Parkinson’s Disease. It is
believed that in Ireland
there may be as many as five hundred undiagnosed
sufferers of the disease which affects those under
fifty. The film aims to dispel the stigma and shine a
light on this rare condition.

We hope that everyone involved will enjoy a really
great experience and a fun day out.
https://www.idonate.ie/fundraiser/11368647_peterand-adells----charity-abseil-for-young-parkinsonsireland.html
SELF DEFENCE CLASS
We are planning to run a 2 hour
self defence class for persons
suffering from Young Onset
Parkinson’s and their families (over
16 years old only) in September
2018. The event will take place in a dedicated
martial arts centre in Deansgrange in Dublin.
We will use the martial art of Jiu Jitsu as our basis
for the self defence course. Jiu-Jitsu is the “Gentle
Art” and uses opponents’ strength and momentum
against themselves. So it’s something that may suit
people with YOP.
The cost for the course is €1 (for insurance purposes
you need to join the club). You don’t have to be
overly fit or strong to do this and it’s a bit of fun
learning from some qualified black belts.
Further details will be posted on Facebook and an
email sent to members with details.
Young Parkinson’s Ireland event: Taking on
Croagh Patrick
Beautiful Clew Bay with
its sparkling collection of
islands, the town of Westport
glistening on the horizon, and
the Western Atlantic Ocean
lapping up gently on the
rugged Mayo coast. There is
nowhere else to view this panoramic vista other than
the challenging slopes of Croagh Patrick, Ireland’s
‘holy mountain’; a place of pilgrimage for centuries.
Of course, all of these spectacular sights were visible
to everybody that joined Young Parkinson’s Ireland
on June 30th when we assembled for what was a
lovely summer’s walk to the summit on a beautiful
sunny day.

The New Music and YPI

“The New Music” follows the struggles of Adrian, a
gifted classical musician, who discovers he has Young
Onset Parkinson’s. Despite this debilitating condition,
Adrian (played by Dublin actor Cilléin Mc Evoy) joins
a punk band as a keyboard player and rediscovers his
life through music and friendship
Young Parkinson’s Ireland has been heavily involved
with the film, having consulted on the script and they
will also have the opportunity to approve the final
cut of the film. The film is in the final stages of post
production and a crowd-funding campaign has been
launched to raise money to get the film to its release.
They are halfway there so any donations big or small
would be gratefully received.
Italian writer/director Chiara Viale was inspired to
write the story after her father passed away having
suffering from Multiple System Atrophy, a rare
degenerative neurological disorder with symptoms
similar to Parkinson’s.
It is her aim that The New Music will help to dispel
any stigma around Young Onset Parkinson’s. It is
believed that there may be as many as five hundred
unaccounted for sufferers in Ireland.
Donations can be made here on Gofundme: www.
gofundme.com/thenewmusic and regular updates
will be posted on the following social platforms.
Facebook: www.facebook.com/
thenewmusicfeature/
Instagram: www.instagram.com/
thenewmusicfeaturefilm/
Twitter: twitter.com/thenewmusicfilm
YouTube: The New Music on You Tube
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MIDWEST BRANCH

MIDWEST PARKINSON’S INFORMATION AFTERNOON
16th September 2018
LONGCOURT HOUSE HOTEL, NEWCASTLEWEST CO LIMERICK.

2pm to 6pm
Tea and Sandwiches served Mid afternoon.
Registration fee e5.
Forms will be sent out shortly.

GUEST SPEAKERS
Dr. Elijah Chaila, Consultant Neurologist, Limerick University Hospital.
Mr Padraig Barry, Parkinson’s patient.
Ms. Dee Daly, Humanistic Integrative Psychotherapist.
Mags Richardson, PDNS, Midwest Region.
Mr. Pat O’Dea, Movement Therapy to Irish Music, Limerick.
For more information please contact Ms Una Anderson Ryan 087 251 1156
This event is the first of its kind in the midwest region and we hope, if successful, we will
introduce a winter programme for patients and their carers in this area.
Mr Padraig Barry, a PD patient from Adare, very courageously cycled from
Mizon to Malin and raised almost e6,000. This was a marvellous achievement
for a PD patient. Well done Padraig.
Our usual activities will resume in September.
Movement therapy to Irish Music with Pat O’Dea out in Drumkeen. Further details call
Kathleen 0876344023
Hydrotherapy in St Gabriels. For dates and times call Eddie on 087 6776446
Voice therapy in the Church Hall in Raheen every Tuesday at 10.30. We start on 11th
September. For details call Una on 087 2511156.
Our monthly information afternoons resume in September in the Greenhills Hotel Ennis
Road. Notification will be sent out by Mags Richardson shortly.
We would like to wish the Clare patients every success in the formation of their new branch.
We are always close by if you need any assistance.
We hope you all enjoyed the lovely summer and we look forward to meeting you all in the
Autumn at one event or the other.
Una Anderson Ryan (Acting secretary) 087 251 1156
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Campaign for better
quality of life
Interested in participating in an online survey ?
Please visit www.epda.eu.com. Click ‘Get
Involved’ and this will bring you to the
survey. The EPDA website is an excellent
site full of up to date information on
Parkinson’s disease.
An EPDA-UCB survey to help campaign for
improvements in healthcare management
In July 2018, the EPDA, in partnership with longterm industry partner UCB, created a short online
survey to better understand some of the issues
people with Parkinson’s and their families/carers
across Europe face on a daily basis.

•

The survey, which is aimed at people living with
Parkinson’s, their partners and/or carers, consists of
14 questions and takes approximately 10 minutes
to complete.

How to help people with Parkinson’s find
appropriate support, and to feel reassured,
confident and better able to cope with everyday
challenges

•

It is available in eight languages: English, French,
German, Greek, Hungarian, Italian, Spanish and
Swedish.

How to enable people living with Parkinson’s and
their families/carers to maintain their respective
identities and to live a full life.

•

The analysis of the answers we receive will be
used to design and propose solutions that can be
used to campaign for improvements in healthcare
management to enhance people’s everyday
quality of life.

The survey’s goal is to understand:
•

How to meet a person with Parkinson’s individual
needs in a tailored and holistic way, enabling
them to live a full life

The survey will be live until 5 October 2018.

Parkinson’s Camino Walk

13th - 20
th
October

We wish all our Camino participants the very best as
they embark on the wonderful experience as they
raise much needed funds and awareness for the
Parkinson’s Association of Ireland.
Best of luck with your training and
fundraising - keep up the hard work.
Thank you
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Parkinson’s
Association of Ireland

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.

