www.parkinsons.ie

Winter 2017

Parkinson’s Association of Ireland
Launch 5 year Strategic Plan

Dr Helena Moore, Neurologist and Grace McRae, Chairperson South Kerry Branch
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Dear Members
The 5 year Strategic Plan was launched in the Malton Hotel
Killarney in October. Over the next five years our overall
strategic goal is to develop the Parkinson’s Association
service to better 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. We intend to deliver on these ambitious
goals.
It is our goal that our National importance is recognised
and that our strong advocacy voice results in increased and
better services and greater awareness of issues, related to
Parkinson’s.
To ensure that we can deliver on our key strategic actions
of increasing nursing service provision and research, as
well as continuing our national phone-line, campaigning,
newsletters and array of other services, we need to diversify
and increase our income. We plan to do this through a
national fundraising strategy as well as engaging with the
state as a partner and funder. In order to engage the state
and continue our excellent record, we need to ensure our
governance and financial processes meet new guidance
and quality standards. To achieve our strategic goals we
have broken our work down into six strategic actions :
• Strengthen governance, regulation and membership.
• Campaign for better services for people with Parkinson’s
and promote information and awareness.
• Develop National fundraising strategy.
• Extend National nursing service.
• Develop multidisciplinary research network.
• Build evidence of effectiveness and value of our work.
For a copy of this plan call the National office or go to
the website.
A special thanks to all who pledged their support to the
campaign to access direct funding from Government. We
have received 4,500 signatures and will keep this campaign
going until the end of the year.
We have made a number of changes to our website and we
hope you find it much more user-friendly and informative.
I was delighted to see so many people attending the
members social weekend in the Hodson Bay Hotel. The
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A word from our CEO
feedback we received was excellent and a good time
was had by all. We will be sure to get a much larger room
next year for the evening entertainment and dancing.
The 3 patient conferences provided Nationally
were a great success and attendance has surpassed
expectations. Congratulations to all the branches
involved for all their hard work. We are actively seeking
sponsorship to deliver more education programmes
around the country in 2018 and aim to choose some new
locations. The success of each conference was down to
the hard work and commitment from each branch that
hosted the conferences. Well done to all the committee
members in Cork, Cavan and Kerry for an excellent
conference.
We are delighted to be nominated for the Irish
Healthcare Awards for our Device Aided Therapy
education campaign. We delivered a number of smaller
meetings around the country focusing on the Device
Aided Therapy. The National office provided Nurse
Specialist Paddy Brown to attend each area and facilitate
the showing of these DVDs. Thank you to our PAI Nurse
Nicola Kavanagh who delivered a number of clinics
around the country to branches and support groups as
well as one to one call backs.
We are getting great feedback from the “Get it on
Time Campaign”. Responding to an increase in calls we
received regarding not getting Parkinson’s medication
on time while in hospital, we launched the ‘Get it on
time campaign’. This campaign aims to highlight the
importance for people living with Parkinson’s getting
their medication on time every time. You can download
this document from our website. This poster was sent to
as many hospitals, nursing homes and GPs as possible.
The Nationwide media campaign as part of Parkinson’s
awareness week profiling people with Parkinson’s
and their lived experiences was well received. Special
thanks to all the branch members and everybody who
participated in our media campaign to raise awareness.
As part of the “Unite for Parkinson’s“global campaign,
we also used this opportunity to call on the Government
to put in place more resources and supports for the
Parkinson’s Association of Ireland. We highlighted the
need for the much-needed neurologists and nursing staff
to alleviate the long waiting times for access to diagnosis
and treatment.
The end of the year is a time for reflection and, with
this in mind, we have now commenced planning for
2018 to ensure we continue to raise awareness, provide
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information and work as closely as possible with local
branches that are doing great work ensuring the
presence of services for their local area.
I thank all those who have contributed in any way with
their time and expertise. Thank you to the Board of
Directors, staff of the National office, branch committees
and the hard working volunteers. All of you work so hard
to ensure the PAI remains dynamic and effective.
Finally, thanks to all the members for their support
throughout the year.
I wish you all a very happy Christmas and a healthy New
Year. Every good wish for 2018.

ticket

WE ARE HOLDING A TICKET AUCTION FOR THE
FOLLOWING CONCERTS.
Tickets will go to the highest bidder and closing date
for this auction will be 18th December 2017.

COUNTRY TO
COUNTRY
Kind regards
Paula

Presentation to PAI

3 Arena 9th March 2018
Seated

BRYAN ADAMS
3 Arena
21st May 2018
Seated

SHANIA TWAIN
3 Arena
27th September 2018
Standing

Call 01-8722234 to place your bid.
The highest bidder gets the tickets.

Denise Carney and Bernie Fleming organised a Pub
Quiz in aid of the Parkinson’s Association of Ireland.
They presented their cheque to Paula Gilmore in the
National Office in the amount of €2,125.00.
Well done ladies. Thank you so much for your
support in raising funds and awareness for the
association.

PAI Christmas OPENING TIMES
The office will close on 22nd December
2017 and re-open on 3rd January 2018.
Please see page 17 for ways to stay
well over the Christmas period.

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.

///////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
Winter 2017 | 3

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

Christmas RAFFLE 2017
Our Annual Christmas 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.

Top prize - e500
2nd Prize - e250
Harold Huberman Painting
3x €50 vouchers
Peter Mark Voucher

Did you know? 1 ticket
(€5) would help pay the cost of
sending an information pack to
newly diagnosed patients.
A book of 5 tickets (€20) would
help pay for providing our
Parkinson’s helpline and Nurse
support for 1 hour.
We have included two books of tickets with this
edition of our magazine and a freepost envelope
to return the ticket stubs and payment.
Tickets cost €5 each or a book of 5 for €20.
Draw takes place on Monday 18th December 2017,
Carmichael Centre at 12 noon

If you require additional tickets please
don’t hesitate to contact our National
Office on 01 872 2234 good luck to all
who enter.
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BioActive Q10 from Pharma Nord

Help your cells produce the energy that you
need to enjoy life – even when you grow older.
BioActive Q10 is the right choice for various reasons.

IE_Q10_100mg_AD_Parkinsons magazine_219x148,5_1017

• The product’s bio-availability and safety is documented in
more than 100 published scientific studies
• It was the product that was used in the two groundbreaking
quality-of-life studies – KiSel10 and Q-Symbio
• The International Coenzyme Q10 Association (ICQA) has
selected BioActive Q10 as the official scientific reference of
Q10 research

www.pharmanord.ie

Christmas ideas
Ideas from the parkinson’s
PARKINSON’S
christmas
ASSOCIATION of
OF ireland
IRELAND
association
This year we have a wonderful selection of Christmas
Cards. There are 15 cards and envelopes in each pack.
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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Have you had your Flu Vaccine?

flu
Flu is a highly infectious acute respiratory
illness caused by the influenza virus.
Influenza affects people of all ages.
Outbreaks of flu occur almost every year,
usually in winter. This is why it is also
known as seasonal flu.
Flu can be prevented by vaccination. Flu
vaccination is a safe, effective way to help prevent
flu infection, avoid hospitalisation and reduce flurelated deaths and illnesses.
GET THE VACCINE, NOT THE FLU!
The HSE is urging people in at-risk groups to get
vaccinated against influenza.
Vaccination is strongly recommended for:

•
•

persons aged 65 and older

•

people whose
immune system is
impaired due to
disease or treatment
including all cancer
patients

those with long term medical conditions such
as diabetes and chronic heart, kidney, lung or
neurological disease

•
•
•

persons with a Body Mass Index (BMI) over 40

•

people with regular close contact with poultry,
water fowl or pigs

•
•

pregnant women (at any stage in pregnancy)
residents of nursing homes and other long stay
institutions

health care workers
carers

If you are in one of the ‘at risk groups’ and
have not had your flu vaccine, contact your GP
or pharmacist to get the vaccine NOW
If you are 65 or over or have a long term medical
condition you should also ask your doctor about
the pneumococcal vaccine.
The HSE provides the flu and pneumococcal
vaccines free of charge for all those in the at-risk
groups.
Those aged 18 years or older in the at-risk groups
may attend either their GP or pharmacist for
vaccination and those under 18 years should
attend their GP.
The vaccine and consultation are free for those
with a Medical Card or GP Visit Card.
Those without a Medical Card or GP Visit Card will
be charged a consultation fee.
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Cavan

Cavan Conference
The Cavan conference was held on the 8th October and
was a great success. This conference was opened by
Niamh Smyth TD.

Parkinson’s Association

Parkinson’s

Patient Conf
erence
Ulster & M
idlands

There was a host of excellent speakers including Dr Richard Walsh
Consultant Neurologist, Paddy Browne Parkinson’s Nurse Specialist,
Michelle Hall Senior Physiotherapist, Ann Barr Speech and Language
Therapist, and Dee Daly Humanistic Integrative Psychotherapist.
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Kerry Conference
The Kerry Conference was held on Sunday 29th October in the Malton Hotel Killarney
with 100 attendees.
Parkinson’s

Dr. Helena Moore spoke gave a very
informative overview of PD. Followed by
Paddy Browne, PNS, Beats medical, Jess
O Donoghue and Dee Daly to round off
an excellent conference.
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Background on 		
new Board Members
DR RICHARD WALSH
Dr Richard Walsh is a Consultant
Neurologist based in Tallaght
Hospital and runs the Movement
Disorder Clinic there.
He has campaigned and lobbied
in conjunction with the Parkinson’s Association to
improve services for people living with Parkinson’s
Disease.
Two of his main initiatives in conjunction with PAI
have been a Research Study tracking the Treatment
of Parkinson’s Disease in which over 1,000 Irish
people living with Parkinson’s Disease participated
in, making it the largest study done in Europe to
date.
The second initiative is the Device Aided Therapy
videos, developed in collaboration with the
Parkinson’s Association of Ireland explaining the
advanced treatments available to people living
with PD.
DEE DALY
Dee Daly is the C.E.O, Director
and Accredited psychotherapist
with Paradigm Counselling &
Psychotherapy in County Limerick.
She has over 12 years of experience
providing psychotherapy to people
who have and are encountering a variety of mental
health issues; depression, anxiety, panic, compulsive/
impulsive behaviours and trauma to name but a
few. Dee provides training and consultation to
professionals who work with clients presenting with
various emotional health and support concerns
(whether therapeutically or within educational
and medical systems) Sometimes designing and
delivering tailor made courses for carers, spouses
and young adults.
Dee is recognised as having specialist knowledge
and expertise with regard to mental health and
behavioural issues associated with Parkinson’s
disease. Dee’s reputation as a lecturer, trainer and
speaker in the fields of Counselling Psychotherapy,
Educational Psychology and Care Programmes is
well established. In 2006 she was a guest speaker
on the Parkinson’s Awareness Campaign at various
conferences in Ireland.
Currently enjoying part-time lecturing within the
Department of Educational Psychology in Mary
Immaculate College in Limerick and is also a lecturer,
core tutor and moderator with PCI College in Ireland,

affiliated to Middlesex University delivering modules
at both cert and degree level in Counselling &
Psychotherapy. Dee’s work also takes her into the
ETB’s where she delivers psychology programmes
and modules in Child Development. Dee is a full
accredited member of the Irish Association for
Counselling Practitioners in Ireland and is a member
of the Teaching Counsel of Ireland. I have both a
professional and personal interest in Parkinson’s
Disease, as past and present members of my family
lived and are living with the condition.
Dee is married with three children and relaxes
through reading, dancing and music.
DAVE DONEGAN
Dave Donegan is a Dublin native
who now lives in Mornington, Co.
Meath. He has served with the Irish
Defence Forces logistics unit for
more than 21 years and has served
in both Lebanon and Somalia. He
retired from this position in 2001. Dave subsequently
started his own carpentry business and has been
involved for more than 18 years with ANSAC Credit
Union, where he was a Director and Treasurer. He
is currently volunteering as a member of the Credit
Union’s Credit Control Committee. Dave is married
with two children one of whom has special needs.
Dave has also been involved in fundraising for many
good causes including the Parkinson’s Association
(Kilimanjaro 2011) and Camphill Communities of
Ireland where he has completed 4 stages of the
Camino walk.
He is also a volunteer with special Olympics
Drogheda
GARY BOYLE
Gary is a Committee member of
Young Parkinson’s Ireland. Last
year Gary attended the WPC2016
(World Parkinson’s Congress) in
Portland, Oregon and contributed
to several discussions throughout
the event. Gary is also a founder member of the
Speech & Language therapy PD support group
‘Can You Hear Me Now’, set up by the HSE in 2016.
Gary enjoyed a highly successful career in Human
Resources, achieving several senior Leadership
positions in the HR discipline of Salaries and
Benefits. During an almost 20-year career with a
large Silicon Valley based U.S. multi-national, Gary
held senior roles in Ireland and the U.S.
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MY IMPULSES
ARE
COMPULSIVE,
HELP!
This article is about highlighting and
defining Impulsive Compulsive Disorder,
and exploring its negative presence in
Parkinson’s Disease. Looking at the
symptomatology and emotional effect
on both sufferer and family members;
to explore practical interventions
that if entered into in an appropriate
and committed way, will facilitate the
emancipation of change for the sufferer,
family and relationships who as a side
effect also become victimised to the ICD
behavioural consequences.
Lastly, I feel through information and
understanding of the issues involved a constant
stigma associated with such behaviours will cease
to exist in the shadows, exposure will ensure the
creation of positive strategy support mechanisms
for all affected. Anxiety, depression, and substance
abuse commonly co-occur with impulse control
disorders. Impulse control disorders are closely
tied to conduct and disruptive disorders, and
considered in the same chapter in the newest
Diagnostic and Statistical Manual of Mental
Disorders (DSM). Just like every individual with
Parkinson’s will not have the condition in the same
way, neither will the individual suffering from an
impulsive compulsive disorder act in the very same
way either, so interventions are tailor made with the
client. I would like to bring the reader’s attention
to the fact, there are no real figures collected
to ascertain exactly the amount of ICD sufferers
among the Parkinson’s community in Ireland, as

suffers are slow to get
support, not realising
they are dealing
with a very difficult
disorder as opposed
to a personality trait.
Sometimes shame also
keeps individuals from
getting support from GP’s
or other professionals.
To act out and do something without thinking
about it, is an impulsive act, and becomes
compulsive when on a regular basis the urge and
desire to have something is outside of my control
to resist doing or having the desire fulfilled in the
first instance, leading to stressful patterns being
a constant in everyday life. Such disorders, not
only affect the individual but create disharmony
and worry for the individual’s family members
and other relationships. Individuals with impulse
control disorders frequently engage in repetitive,
destructive behaviours despite the adverse
consequences that arise from the participation in
those behaviours.
According to the
American Parkinson
Disease Association,
Impulsive Compulsive Disorders (ICDs) in
Parkinson’s ‘commonly include pathological
gambling, excessive spending and hypersexuality’.
From my Psychotherapy practice, I have noticed
that individuals who present with one ICD discover
they often have more than one playing havoc
with their emotions and life and anxiety is nearly
always present. Dysfunctional anxiety alters
behaviour and mind-set and can be caused by
disease pathological changes in the body which
indeed can be the case in PD sufferers. The
second aspect to anxiety being pathological
is when the resulting behaviours and thinking
become extreme, excessive and are irrationally
fear based. The behaviours are not just isolated
to anxiety, hypersexuality or gambling either but
may include excessive eating, watching porn,
hoarding and the obsession with collecting items
to name but a few. A survey conducted in Ireland
in 2015 into Parkinson’s reported and documented
the following statistics Fig 1. in relation to (ICD’s)
among 955 respondents.
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Fig.1
Firstly it was stated that ‘Impulse control
disorder is increasingly recognised as a
complication of levodopa and dopamine
agonist therapy

the case then the majority of them are completely
unsupported to deal with their behavioural issues,
as are their families, siblings, partners, carers,
children and extended relationships.
Fig.2

28% of all respondents recognised at least
one of these patterns.

PARTNERS

35% of those taking a dopamine agonist
(ropinirole, pramipexole, rotigotine), reported
one of these behavioural changes
Pathological eating, reported by 15%

CARERS

3600

CHILDREN

Hypersexuality was reported by 11%
9% reported excessive shopping
4% gambling (which included playing the
lottery or buying scratch cards)
The APDA website have acknowledged that in
reality we do not know exactly how much of the
Parkinson’s population suffer ICD’s, and this is also
true in Ireland. However, based on data collected
from a study conducted at Johns Hopkins Hospital
in Baltimore, Maryland USA, ICDs were present
in ‘9% of patients in a research study involving
PD patients younger than 65. Studies looking at
rates of specific ICDs in clinic populations found
that pathological gambling and hypersexuality,
individually, affected 2-5% of patients’. The
Irish survey conducted in Fig.1 was given to a
sample of the Parkinson population. Compulsive
sexual behaviour accounted for 11% of impulsive
compulsive behaviour. Hypersexuality involves
the production of excessive and uncontrollable
thoughts about sexual activity or an insatiable
drive to act out on behaviours of a sexual nature.
Examples of compulsive sexual behaviours can
include things such as promiscuity, excessive
masturbation, exhibitionism, voyeurism, excessive
use of pornography, and extreme fetishes that
become so powerful that the desires to participate
in such behaviours begin to overrule a person’s
ability to function appropriately on a daily basis.
Individuals can leave work to avail of sexual
services during the day, telling their employer they
have to go for various reasons, but never the truth.
If we consider that there are approximately 12,000
persons diagnosed with PD in Ireland and imagine
then that 28% of them were to disclose having an
ICD behavioural issue, then approximately 3,360
persons could currently be dealing with stress,
anxiety, panic distress and emotional fallout as a
result of ICD behavioural patterns. If the latter is

FAMILY

Individuals can and are slow to seek help, as
some individuals are ashamed of their behaviours,
especially those linked to hypersexuality and
abuse. Clients have told me that they have felt
angry, confused and ashamed of themselves,
trying to control what they felt was also impossible
to control. I have heard Individuals with PD say
that it is because I have PD that I am eating too
much, and that unless I get rid of Parkinson’s I
won’t be able to stop my excessive behaviour,
this is not true. Sufferers are not telling their
GP’s or consultants about their behavioural
problems. Some are not aware of how their
behaviours are negatively affecting others
such as carers, family members and extended
relationships and ultimately feel the behaviour
is outside of their control which most of time it
is, and will remain so unless the sufferer enters
into treatment. Sufferers do not know how to
deal with compulsive impulsive aspects of their
lives as they feel incorrectly that their behaviours
are not pathological, and therefore will not seek
professional support to facilitate recovery. Falsely
thinking they will overcome the behavioural
issues themselves. Not addressing behaviours
such as gambling and hypersexuality with a
trained professional can only serve to perpetuate
turbulence in life and in relationships with others.
Disclosure of the issues is far more likely to happen
when the sufferer can trust the professional
they attend. In general most families don’t
understand the nature of the ICD behaviour and
in my experience will often make judgements that
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continue to shame the individual sufferer, and in
fairness it is very difficult for families not to judge
their loved one, when the savings are gambled
away, or the partner is constantly sneaking off to
watch porn. Marriages have been left broken and
in some cases the ICD have left homes filled with
endless retail products from online shopping. In
some cases I have worked with individuals left in
isolation, filled with anxiety and emotional pain
exasperating the impulsive compulsive behaviour.
Often the person comes for treatment, when the
issue has become extremely serious. Gambling,
sex and shopping, the most frequently reported
ICDs, are usually all within the normal repertoire
of human behaviourism, they become a problem
when they are acted upon in excess and are
outside of the control of the individual to resist
entering into the behaviour in the first place, the
result is chaos in life.
A key feature of Impulsive Compulsive Disorders
is the human being trying to ease pain, and create
pleasure in existence, usually trying to escape
from something, but the desire to have pleasure
or lessen painful anxieties is often greater than
the actual sense of satisfaction. Often the one
thing the individual is trying to escape from is
deeply embedded in memory and body. In this
instance it is fair to note the ICD behaviours are
used to even out stress, anxiety, distress, panic
and manage emotional triggers present in the
individual from the start. Even though the person
knows right from wrong the maladaptive responses
are manifested as the sufferer is responding to
underlying thoughts and feelings that may exist in
the subconscious mind and trauma remembered
as mentioned already, only in the body. Until
such triggers are consciously recognised and
explored the behaviours will continue to control
the individual. As these emotional triggers
continue to exist and seep, negative behaviour
is repeated as the individual continues to strive
towards a satisfaction that is never achieved.
Typically an individual will spend a lot of time
engaged in the pursuit of winning, maybe romance
if sex is the issue, or thinking about buying on
line, the consumption of food products late at
night or at unusual times of the day. The thinking
about indulgence can be far more exciting
than the actual act and in worst case scenario’s
when the act is entered into the prevalence
of the maladaptive behaviour, has led to legal
prosecutions, family breakdown, career problems,
physical health problems, accompanying

addictions and failed promises purporting to stop
the life limiting behaviour. Pathological lies can
become a feature of the individual’s personality,
only to sever trust in close relationships.
Fig. 3 ICD Behaviours Common to PD
Patients
Over Eating
Over Shopping
Over Gambling
Over Sexualised Behaviours
Limiting Ritual Routines
Any Limiting and Unique Behaviour to the
individual
In Parkinson’s specifically there is evidence to
suggest the onset of ICD can happen as a result
of some medications, and therefore treatment
will include a change of medication and therapy.
According to Wolters, van der Werf and den
Heuvel in 2008 ‘there is in Parkinson’s disease
(PD), increasing evidence for disorders in the
impulsive-compulsive spectrum, related to the
disease itself, to the pharmacological management
of this disease or to both. They go on to say that
such disorders comprise dopamine deficiency
syndrome (with immediate reward seeking
behaviour), dopamine dependency syndrome
(with addictive behaviour), dopamine dysregulation
syndrome (with both addictive behaviour and
stereotyped behaviour)’. These disorders are
especially seen in PD patients with young
onset Parkinson’s, suggesting that early
intervention is key.
Of course intervention or change cannot happen
unless individuals seek the correct support and
stop detaching from, and denying the presence of
negative compulsive behaviour, regardless of how
personally ashamed they feel about themselves.
This takes courage, a process that will also require
support. Getting the right information to support
families who are often ill equipped to deal with
this pressure. The individual sufferer has to reach
out to the professional environment and prevent
the feelings of shame being engulfed by fear.
The first most basic intervention is to examine if
medication is responsible for exasperating the
ICD presence. Only the medical team involved
will be able to identify this issue appropriately. A
continued ICD manifestation to overcome the
pain of shame, leads into a continued cyclical
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process of gambling, over eating, hypersexuality,
and sometimes an over reliance on medication,
alcohol and many other crippling behaviours that
go on to only permit self-destruction.
The ICD sufferer is a person who in general terms
is able to distinguish between right and wrong;
which makes the whole process even harder
for them to deal with, the person is inept to
behave to any personally designed right actions
or acceptable standards. The pathological
gambler knows only too well that spending the
life savings or household income on endless
gambling is wrong, the individual who seeks out
sexual favours and leaves themselves open to
disease cannot resist the desire and urge to do
so. Knowing what is not right in their behaviour
and then effecting change on one’s own is too
difficult a mission, for example biologically, a
person becomes addicted to the neurochemicals
and dissociative highs when thinking intensively
of sexual fantasies, life and ritualistic behaviours.
A good behavioural therapist can work with
individuals to effect change in how they think
to lessen the neurochemical consequences and
especially if the pharmacology of the individual
case has been explored and rectified.
Impulsive Compulsive Disorder may have
been present in the individual’s biological and
developmental makeup ever before being
diagnosed with Parkinson’s. In the latter situation
the drugs given to support PD may act as a
catalyst to further exasperate the ICD. This may
occur for many reasons and again unique to
the individual. Our old friend trauma in early
development can facilitate the presence of
hypersexuality and gambling. Trauma often is
linked to addictions and avoidance behaviours
and in this way individuals can abuse substances
such as drugs and alcohol. They use substances
in order to kill the trauma pain. I have seen
this evident in persons who present to my clinic

having been physically, sexually and emotionally
abused as children. The Harvard Centre for the
developing child discusses the negative impact of
toxic stress in our early development, they illicit
that toxic stress and trauma can lead to difficulties
with emotional regulation (ultimately changing
brain chemistry -ACE research) this in turn can
impact on how we think, feel and then act out in
our behaviourisms. The very traumatised young
child can as an adult have embedded a deep felt
sense of rejection and will go on to create coping
skills to deal with not being good enough. Erik
Erikson (1950, 1963) looked at our psychosocial
development comprising eight stages from infancy
to adulthood. During each stage, the person
experiences a psychosocial crisis which could have
a positive or negative outcome for personality
development, how they think and act in society.
According to Erikson our first relationship with
shame, is learned when as early as 18 months
and our ability to assert independence is met
with hostility or a mistrust in our abilities from
our primary caregivers. Our self-worth becomes
undermined and will remain so until we revisit that
time in our life and change the impact with new
thinking and awareness. Impulsive Compulsive
Behaviours can be rooted in low self-esteem.
Trauma and abuse of any nature will undermine
self-esteem. Another reason for the existence of
ICD’s we have inherited the traits in our very own
DNA. Passed on from a previous generation.
Fig. 4 Some identified Reasons for the
presence of Impulsive Compulsive Disorders
Reaction to early attachment issues with
primary caregivers
Abuse
Trauma
Further compounded through the use of
alcohol, drugs etc.
Physical
Psychological
Pharmacological
What should a person do if suffering from ICD
in PD?
Talk to your partner if they can be there to support
you, it is important that you feel someone can
listen and understand, however sometimes in
family situations this can be difficult when family
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members don’t understand
and make unprofessional
judgements. Especially
around hypersexuality
and abuse issues. Partner
support is very important
and sometimes the partner
who has become the carer
will also need to have
therapy and other supports
extended to them. Family
can without realising it,
enable the behaviour of
the sufferer to manifest.
Especially if pathological
lying is present as a symptom of the Impulsive
Compulsive Disorder. Shame and denial will
facilitate the sufferer to manipulate members,
who will sympathise with the individual and
without realisation enable the behaviour to
continue often blaming the presence of PD
and incorrectly feeling nothing can be done.
Sometimes families cannot bear the behaviour
to be exposed into the general community,
feeling the shame themselves, if they realised
the pathological reasons for the behaviour in the
first instance, they would realise keeping secrets
and not getting the correct professional supports
only facilities the shame and denial process.
This way a person will never get a chance to be
supported into change.
Call to a professional immediately who can
remain objective and has the knowledge
and empathy to work with the issues being
presented. The GP will firstly listen and also
check the impact of medications or refer the ICD
sufferer back to the consultant to look at the
medications involved, secondly the GP can refer
the sufferer to a therapist who can help.
The therapist will have the expertise to work
with a client who is experiencing excessive

gambling, hypesexuality and
other manifesting compulsive
behaviours. However, always
check with the therapist that
they have the expertise to
work with you on these issues.
Go to the clinical nurse for
PD, who will also be able to
suggest how one might get
the support required in the
first place.
A good idea is to have
an effective Care Plan
put into place that will
reflect the needs of the individual with ICD
and their family needs.
Being open minded is very important, harsh
judgements of self and others can keep
one isolated and evasive when getting the
appropriate help required.
In Summary
Acting out on a continual basis without
investment in thinking about one’s action, is
an impulsive act, and becomes compulsive
when on a regular basis the urge and desire
to have something is impossible to resist.
In PD the causation or increase in such acts
can be due to medications, brain changes
and lack of early childhood emotional
regulation due to stress and trauma among
other reasons. The behaviours can and do
destroy whole families. Professional support
is required and needs to be employed sooner
rather than later.
Dee Daly
CEO of Paradigm Counselling &
Psychotherapy Limerick
http://www.paradigmcounselling.ie/
087 6219260
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BRANCH NEWS
Wexford BRANCH
We at the Wexford Branch continue to welcome
new members at our Coffee Mornings/Support
meetings. Our Chair Yoga Classes are doing great
with an excellent attendance every Friday
32 members of our
group travelled to
Clonakilty Co. Cork
in September for
2 nights where we
visited the Model
Railway Village, the
Michael Collins Centre and took a trip on the Suir
Valley Railway on our way home, we have already
started planning another trip to County Kerry next
year
We really would like to hear from you with any
queries you might have and we welcome and
encourage members to attend our Coffee
Mornings/Support meetings to meet other
members and have a cuppa & a chat.
Please contact us if you would like to be included
on the Parkinson’s Course that is run by Wexford
General Hospital where you will receive lots of
information, support and you will be in contact
with a nurse and have access to physiotherapists
occupational and speech therapists please contact
us for details
Chairman: Gerry Peake 053-9367638
Email: paiwexford@gmail.com

Tipperary BRANCH
Ophelia & Brian have departed leaving a trail of
destruction in their wake. Trusting all our members
came through this frightening experience safely.
Our Monday Club was cancelled as the members
were not enthused with Ophelia as a guest.
Thurles Support Group opened their Autumn
Ha
meeting with Brid Harty Recki &
Brid rty
Louise Hay Practitioner. Brid held a
support group based on forgiveness
which was very well attended. Their
recent guest speaker at the monthly
meeting was Mags Richardson,
HSE Nurse Specialist at University
Hospital, Limerick where over 30 members, some

new attended. On Thursday 23rd November
Senior H.S.E. Speech Therapist Evelyn Norton
is guest speaker at the Community Hospital of
the Assumption at 2 p m. Date for Christmas
Activities yet to be finalised, but Carol Singing
will be included. Contact Mary Carey Secretary
on 086 3916726.
Paula Gilmore CEO attended a recent Branch
Committee meeting in Thurles and provided
us with up to date reports on P.A.I. activities
nationally, and the continued campaign for a
Parkinson Nurse Specialist in Waterford/Clonmel
covering Clonmel and Waterford Hospitals.
Clonmel support Group, under the guidance of
facilitator Mary Finnegan, held a very beneficial
information night recently with Neurologist Dr.
Helena Moore as guest speaker. They held a
grand social evening in Kilcoran Lodge Hotel,
Cahir on Friday 3rd November. Brilliant musical
line up with Billy Fitzgerald and Anna Walsh
and their backing groups. The groups Annual
Vintage Tea morning took place on Friday 10th
November in Place 4 U Clonmel. There was Tea/
coffee and a chat in a lovely atmosphere plus
nice cream cakes. Christmas lunch takes place in
Hotel Minella on Tuesday December 5th at 2pm.
Yoga Sinead O’Donnell & Art Classes with
Winnie Looby are currently in progress in Hotel
Minella, Clonmel and are funded by Tipperary
Education Training Board. Dance & Smovey
classes are held on Mondays in Slievenamon
Golf Club from 11am to 12pm Tutor Tina Whyte.
Clonmel Support Group get together on the
first Tuesday of the month and November Guest
Speaker is Andrew Phelan from Beats Medical
on “Metronic Therapy”. Prior to the Christmas
rush with all the activities the Season brings
December Guest Speaker is Brid Harty Reiki and
Louise Hay Practitioner. Interested in an outing
before Christmas (1) Will we go to a show, (2) Go
shopping and have lunch out? i.e Kildare Village?
Jury is out on this presently. These activities are
for the benefit of all. Get well wishes are sent to
all our members who are unwell at this time.
Christmas wishes too are winging their way to
Michael & Marion, Mary & John, and all in the
Tipperary Branch, whose support is invaluable
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during the year. Not forgetting Headquarters ,
Paula, Pauline & Sabrina. Thanks for the listening
ear, and the dispatch of leaflets etc., at short
notice. Again May the goodwill and peace of
Christmas be yours throughout the year 2018
and so say all of us in Tipperary. Mary Finnegan,
Clonmel Support Group Facilitator 086 1224283.
Nenagh Support Group Monday Club continues
weekly in The Pastoral Centre, Church Rd, Nenagh
2 to 3 pm Marion Slattery OT. PD Combat Warrior
Exercises for various stages of Parkinson’s Disease.
Programme also includes opening and closing
buttons, cutting food, handwriting, getting in
and out of car, closing seat belt etc., 3 to 4pm
Sing Along Choir with Musical Director Sheelagh
Chadwick and musicians Mary and Rita. This also
involves Breathing Exercises which the members
are encouraged to repeat and practice daily. 4.pm
to 4.30 pm the most important period Cuppa &
chat. The Monday Club has a relaxed, enjoyable
and friendly atmosphere following in the tradition
set down by Tipperary Branch founders John &
Mary Carey. The spirit of comradeship and care for
one another in the Parkinson’s family is utmost in
our words and actions. At the recent Roscrea Age
Action Wellness Day The Tipperary Branch had
an information stand in The Rackett Hall Hotel,
Roscrea. PRO Marion Burke together with Seamus
Loughman and Leslie Blackwell, John & Nora
Donnelly & Noel & Margaret McMahon who reside
in the hinterland of Roscrea distributed information
leaflets on request and advised only on activities
provided by the Branch and Carmichael House
HQ. It proved an excellent venue for awareness of
Parkinson’s with over seventy related stands and a
huge footfall all day.
The Pastoral Centre Nenagh is the venue for a very
special Annual occasion on Friday 1st December
commencing at 7pm. Nenagh Support Group
hosts an Ecumenical Candle Lighting Ceremony
in memory of members who have been called to
their eternal rewards. Family members who have
lost a loved one are invited to participate in the
ceremony with Mass and prayers and lighting of
a candle in their memory. Please contact Marion
Burke 087 296 7296 if you wish to participate.
Following the ceremony refreshments will be
served. We then celebrate and remember the
happier times and memories of our departed loved
ones, with chat, supper, music song and story. A
welcome is extended to all in the Parkinson’s family
in Tipperary and beyond to attend this very special
Annual Occasion.

Wishing all our members a Happy & Peaceful
Christmas and every good wish for the New Year.
Marion Burke 087 2967296

Mid-West Branch
Attendance at our monthly meeting continues
to increase. It is held on the first Tuesday of each
month in the Greenhills hotel at 2.30pm. Each
month we have a speaker on a topic relevant to
people with Parkinson’s. You can also have a cup
of tea/coffee and chat with Parkinson’s nurse, other
patients, friends and their families. The social aspect
of the meeting is very important.
Hydrotherapy session on a Wednesday is at full
capacity. A lot of members attend “set dancing” on
a Monday and find it very positive.
We have also set-up a new social committee who
are tasked with identifying opportunities to enhance
the social activities available in the Mid West region.
We are eager to provide social opportunities such
as singing, group speech therapy, games afternoon
(scrabble,monopoly) and maybe mini golf.
Our association chairperson, Billy Rice has stepped
down from his role. Over the years Billy has led
significant fund raising events in support of the
Parkinson’s association. We are very grateful to Billy
and his family for all their support through the years.
Kathleen Conran is acting as Chair in the interim
and the position will be ratified at the Branch AGM
shortly.
Contact Billy Right 061 228003

EAST MIDLANDS Branch
East Midlands Parkinson’s provides support for
people with Parkinson’s and their families in the
counties of Kildare, Laois, Offaly, Westmeath, Meath,
Wicklow as well as parts of Carlow and Kilkenny.
We also strive to help to get services for people with
Parkinson’s in these areas.
The group has come a long way since its foundation
20 years ago this year when the first meeting was
held at 42 The Gables, Kill, Co Kildare – the home
of one of the founder members Mr. Michael Brady
who has now sadly passed away. Three or four
couples attended this meeting and Kildare and
District Parkinson’s Association as it was known
back then was formed. As time went by and
the association grew and gained members from
surrounding counties it was decided to change the
name to East Midlands thus including all members.
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We hold about four general meetings per year
in the Day care Centre in Naas and the Parish
Centre Portlaoise. We have had many health
professionals speak at our meetings providing
us with up to date information on all areas of
treatment and therapies. Over the years through
the hard work and initiative of some of our
members I am glad to say that there are now
Parkinson’s exercise classes up and running in the
physiotherapy departments of both Abbeyleix
and Naas hospitals. East Midlands also provide
yoga and movement to music classes in both The
Curragh Co. Kildare and Abbeyleix Co. Laois twice
yearly for our members which compliments the
great work being done in the physio departments.
We also provide speech therapy classes in both
centres mentioned above.
One of the most important things we have learned
over the years is the need for short meetings and
long tea breaks. Over tea our members interact
with each other and share stories and information.
Here many friendships have been formed and the
swapping of phone numbers is commonplace.
As well as these meetings the group also have an
annual summer outing which took place in early
September 2017. Ennis was our destination and a
group of 40 spent two very enjoyable nights at The

West County Hotel taking in many of the tourist
attractions Clare has to offer. On December 2nd
our annual Christmas party will take place in The
Castle Arms Hotel Durrow, Co. Laois and it is fair to
say that all our members look forward to a fabulous
meal followed by music song and dance each year.
Finally a special word of thanks to the many people
who have given freely of their time and talents
over the last 20 years to nurture and develop East
Midlands Parkinson’s into the successful branch we
enjoy today.
Contact John Sinnott 087 271 2448
The Parkinson’s Association of Ireland have
been short listed for an Irish
Healthcare Award.

IRISH

Our entry was for our
project on device aided
HEALTHCARE
therapies. We have
produced three dvd’s
to assist and alleviate
SHORTLISTED
concerns patients may have
when considering any of
the three device aided therapies.

AWARDS

2017

Today we have 80 members of all ages and from
all walks of life who have become great friends and
are a great support to each other.

The award ceremony takes place in the Mansion
House, Dublin on 16th November. Please visit
our website www.parkinsons.ie for details.
These dvd’s are available from the National
Office. Telephone 1800 359 359.
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Living Well with Parkinson’s Disease
over the Christmas Period and BeyonD
The Christmas Season can be both a relaxing and a stressful time of year.
Here are some tips and tricks to help people living with Parkinson’s enjoy the festive
celebrations with family and friends.
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STRATEGIC PLAN LAUNCHED AT
KERRY CONFERENCE
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PARKINSON’S ASSOCIATION OF IRELAND
ABOUT US

Our aim is to assist people with Parkinson’s, their families
and carers, health professionals and other interested
people by offering support, a listening ear and information
on any aspect of living with Parkinson’s
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The PAI has become a strong and effective organisation on behalf of
people with Parkinson’s and their families. Over 12,000 people in Ireland have Parkinson’s
Disease and The PAI represents the Parkinson’s community through its 2,000 members.
Our Strategic Plan highlights the fantastic work that is done, largely on a voluntary basis across the
country. This work is done by volunteers, many of whom have Parkinson’s or have a family member or a
loved one with Parkinson’s - often family members can also be working in caring roles. The commitment,
community spirit, and care that these members show is the life force that drives The PAI. Supporting these
members across the country is a small team of three dedicated staff based in head office.
The work highlighted in our Strategic Plan and the achievements over the last number of years could
be that of an organisation many times the size of PAI. Collectively we have achieved this by using our
resources carefully and by working in partnership with other agencies who have common goals to our
own, be they health providers, researchers, pharmaceutical companies or business. We plan to build on
our great strength for partnership over these next five years.
Over the next strategic period, 2017-2022, we would also like to focus on our sustainability by ensuring
the essentials required by contemporary charities are as good as they can be – governance, showing
impact and building a diversity of fundraising sources are all key to this.
The PAI is often a lifeline - providing support, community and health services when these are most
needed, and often when there are no other accessible supports. We know that what we do contributes
to people with Parkinson’s having a better quality of life and of feeling supported through all stages of
Parkinson’s. This plan is about understanding the responsibility that we have to protect and grow the
association on behalf of its members and for its members. We intend to continue the excellent work that
is core to Parkinson’s and to grow and develop the organisation.
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STRATEGIC ACTIONS
To reach our overall goal of a better, stronger Parkinson’s Association we will work towards achieving the
following six ambitious strategic actions.
1.

Strengthen Governance, Regulation and Membership of the Parkinson’s Association ensuring
compliance with the Charities Regulator, Code of Governance and Fundraising Principles, working
towards recruitment of regional officers and to extend the branch network to support this work.

2.

Campaign for Better Services for People with Parkinson’s and Promote Information and Awareness at
national and international levels.

3.

Develop National Fundraising Strategy, and full time fundraising role to support organisational
development, namely research, nursing strategic and governance goals.

4.

Extend National Nursing Service at National Office and lobby for better access to nursing, locally.

5.

Develop Multidisciplinary Research Network, research strategy and increase funding raised for
research.

6.

Build Evidence of Effectiveness and Value of Our Work through a targeted programme of research and
data collection.

Strengthen
Governance and
regulation

Extend National
Nursing Services

Develop National
Fundraising
Strategy

Establish a
Multidisciplinary
Research Network

Build Evidence of the
Effectiveness and
Value of our work

Campaign for
Better Services
for People with
Parkinson’s

Figure 1: diagram showing the relationship between the strategic actions
Thank you to the Board of Directors, Members of Staff of The PAI, Branch Committees, Branch Members, Committee
Members, Volunteers and all our Funders for their continuous commitment to The PAI.
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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.

