D
\

SERINGE2

202208
A

= st f:;-ea'/ A3 ; Wi

IR|SH KIDNEY ASSOCIATION CLG 1 O X €50
(Com Limited by Guarantee)

DONOR HOUSE, BLOCK 434, PARKWEST, D12 P5V. GIET CARDS FOR

TEL: 0818-543639 (KIDNEY) OR 01-6205306 « WWW.IKA.IE o

FOR ORGAN DONOR CARDS FREE TEXT TO SEE PAGE 25
CHARITY REGISTRATION NUMBER 20011260




s | wrote previously, the only
I'] constant is this pandemic is
1 uncertainty. Despite the
000 concerns that the Irish Kidney

Association and other patient
: organisations raised, the mask

i seeing a higher level of cases again.
i We continue to advocate for

: improved COVID-19 treatments for
i renal patients and you may have

i seen TV, radio and press coverage

i on this issue. One result of this

i campaigning is an official patient

i information leaflet from the HSE

{ which is shown in this magazine, on
i page 14-15. We participated in a

i joint IPPOSI letter to key-decision

i makers requesting a meeting and

i setting out the key priorities to be

i addressed. Our press release can

i also be seen on our website.

i treatments is included in this issue
i and we continue to advocate for

i clearer pathways for renal patients
i to these treatments (page 16).

i InJanuary, the Board reviewed

i the holding of face-to-face

i meetings and, at the time of writing,
i decided due to the risks involved,

i to continue with online meetings.

¢ While this is very disappointing, we
i do not want to put people at risk.

i Other charities, such as Diabetes

i Ireland, have decided not to have

. the year, so the IKA Board will keep
i this issue under review.

i We now face the uncertainty of
i the Ukrainian-= war, and our

i thoughts are with all those who

i have died or have been forced out
i of their homes. It's a very difficult

: situation, particularly for those

® @@ : patients on dialysis. We are playing

FRONTCOVER 2 EDITORIAL

Twins Amy and Harry : 4  WORLD KIDNEY DAY

(9) and their sister |
Isabel O'Brien (11) | 9 SOCIAL MEDIA

i asmall role in connecting European
i groups to help deliver a directory of
i key contacts for dialysis services

i and we are supporting the Cork

: Branch in helping one refugee

i family.

i mandate was lifted and now we are :
: homes in Tramore are reopening
i on April 30th. Tralee and Killarney
: homes remain open for bookings.
i See page 54-55 for more details.

In happier news, our holiday

On the Cork Support Centre, the

i disappointing response from Cork
¢ City Council was to request a

i further re-publishing of the

i planning permission notices. While
i we believe this was incorrect, after
i discussion, it was agreed that

i rather than challenge the decision,
i it would be quicker to simply re-

i publicise as requested by the

i Council.

An article on the latest COVID-19
i Department of Health, requesting
i submissions for new health

i screening programmes. We called
i for screening for people at risk of
i kidney disease.

We responded to a call by the

On World Kidney Day, we

! launched a major campaign on

i preventing and slowing down the

i progression of kidney disease by a
i simple blood and urine test. As so
i many of you are personally aware,
i the early stages of kidney disease

i have few warning signs. So, raising
i face-to-face meetings for the rest of :
i screening is vital.

awareness of the need for

We were delighted to work with

i the HSE National Renal Office and

i Diabetes Ireland to make this

¢ significant public health

¢ contribution. You can read all about
i our work on this on page 4-8.

Another significant development

is the launch of the Medication Sick

from Salthill, Galway : 10 ORGAN DONOR AWARENESS WEEK
(whose father - 12 JACK RAISES THE BAR IN FIVE-A-SIDE FUNDRAISER
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Bridget Langton

Day Guidance pilot project in Tallaght
University Hospital. This aims to
guide patients and doctors on what
medications to stop taking when
they have diarrhoea or vomiting to
prevent further kidney injury. Full
details on page 17.

We are planning a further meeting
with management in Beaumont

Hospital to discuss arrangements for

the Renal Support Centre which the
hospital sequestered on the arrival
of COVID-19 in Spring 2020.

The independent investigation
into a transplant operation which
was postponed due to the lack of an
ICU bed in the Mater Hospital
continues. A useful report,
highlighting the difficulties of organ
donation, was issued by the National
Office for Clinical Audit (NOCA) and
we will be following up on these
recommendations during Organ
Donor Awareness Week (ODAW),
April 23rd-30th.

We are working hard on
preparing for ODAW. Given the
Ukrainiar’_- war, we believe it will be
difficult to obtain our usual publicity,
but please do watch RTE Nationwide
during the week, as it is likely to

25 SPRING GIVEAWAY

26 A ‘GOOD ENOUGH’ RECIPIENT?
28 IT'S OKTO SAYNO

30 PLAY YOUR PART IN THE IKA’S FUTURE
32 CROSS-BORDER KIDNEY TRANSPLANT SWAP

34 ANNUAL GENERAL MEETING

35 SUPPORT MAGAZINE SURVEY
39 THE GREATNESS WITHIN

42 MYTH BUSTING HOME DIALYSIS

45 ARE YOU WORRIED ABOUT ENERGY COSTS?
45 MONEY ADVICE AND BUDGETING SERVICE (MABS)

46 SPORTS UPDATE

On RTE Primetime “Shielders’,
kidney transplant recipient

i feature some very special people.

i Due to the restrictions on physical
i meet-ups, we are asking Branch

i members to take photos of

i themselves outside public sites and

{ buildings which will have been lit-up
i in green in support to the campaign
i and share them with us. More details
i on page 10-11.

i We had two lively Branch forums,
i and these are invaluable for making
i sure we meet the needs of our

i members. We are also planning

i several member events, so, please

i make sure you are on our email list

i by emailing info@ika.ie. One such

i members event will be a webinar on
i the 'paired-exchange programme'

i which a Galway couple successfully

i underwent at Belfast City Hospital in
i early January. See page 32-34.

i of the Directors hard work are now
i more obvious as a number of key

i policies have been approved by the
i Board. A survey of the skills needed
i at Board and Branch level is also

i underway.

i The Board were also delighted to
i accept funding from Punchestown
i Kidney Research Fund (PKRF) which

. 48 COMMUNITY GIVES FOR ORGAN DONOR AWARENESS
50 KIDNEY DIET RESOURCES AVAILABLE ONLINE

¢ will allow us to commence a new

i exciting formal peer support pilot

i project which will help more patients.
{ For more details, please see 25.

The Board also decided, in the

! interests of member safety, to hold

¢ postal elections for all Branch Officer
i and National Director positions. We

i will be holding an online member

i session to let people know how they
i can make sure their voice is heard.

The IKA is a member led charity

i and to build on past successes we
Bridget Langton from Kilkenny .need Strong memberShlp

i involvement. So, please vote or even
i consider getting involved in the

¢ running of your local Branch if your
i life situation permits. You can find

: out more on page 30-31.

It is becoming more and more

¢ difficult to engage in society without
i digital skills. While it can seem

¢ difficult, once you have a

i smartphone it is possible to use the
i internet.

Free lessons are available from

Age Action Ireland (call them on
01-4756989 to find out more).

Take the opportunity to learn how

! to engage with friends, family and
i wider society online. You can even
i take part in one of our members'
i Zoom sessions.

Our thoughts are with our long-

i serving holiday co-ordinator

i Deborah Cervi and her family. Her
At National Board level, the results | father Martin died suddenly and

i unexpectedly, whilst on holiday in

Cyprus. May he rest in peace.

Finally, we want to know your

views on SUPPORT Magazine and
i how we can make it better, see
i pages 35-38.

CAROL MOORE
CHIEF EXECUTIVE OFFICER

52 FAMILY’S MEMORIES TREASURED

. 55 BRAVEMAN

. 54 HOLIDAY HOMES

56 OFFALY FAMILY COUNTS ITS BLESSINGS

58 LONG AND WINDING ROAD

61 MEMBERSHIP FORM

62 AROUND THE BRANCHES

71 BRANCH SECRETARIES

72 ORGAN DONOR AWARENESS WEEK POSTER
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WORLD KIDNEY DAY

WE RE

COUNTING
ON YOU!

EARLY
mmwm

EARLY

PREVEHTIOII
¢

Chronic Kidney Disease (CKD) affects 1in 10 people.

Often described as ‘a silent illness hiding in plain sight’, it usually
develops slowly over time and can progress to total kidney failure.

It is estimated that CKD will become the fifth leading cause of death
globally by 2040.

Early diagnosis of Chronic Kidney Disease (CKD) through screening is key
to better health outcomes.

World Kidney Day which was
celebrated on Thursday, March 10th
2022 aimed to bridge the knowledge
gap to better kidney care. To mark
World Kidney Day, the Irish Kidney
Association (IKA), in association with
the HSE's National Renal Office
(NRO), launched an awareness
campaign entitled ‘We’re Counting
on You’ to highlight to the general
public the importance of early
screening for Chronic Kidney
Disease (CKD), a condition
characterised by a gradual loss of
kidney function. Early stages can be
asymptomatic. Disease progression
occurs slowly over a period of time.

Diabetes Ireland supported the
campaign to ensure that the core
messaging about looking after your
kidneys was heard in one of the
most common at-risk groups, i.e.,
people living with diabetes.

The ‘We’re Counting on You’

Chronic Kidney Disease
affects 1in 10 people

Could it be you?

: message sought to reach beyond

- the people the IKA usually

. represents in its patients’ advocacy
- role i.e,, the five thousand people in
¢ Ireland living with End Stage Kidney
© Disease and their families and

- carers.

: CKD significantly increases the

© risk of negative outcomes in people
¢ living with diabetes, cardiovascular

59-30*

Normal function if over 60% Moderate to Severe loss
unless other signs present severe loss of function
(eg. Albumin in the urine) of function
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. disease, and high blood pressure

- (hypertension), amongst other

: health conditions. The focus of the

¢ IKA's campaign is to highlight that it
© is possible to prevent or slow down
© the progression of kidney disease

: through lifestyle changes and

- medication and that it all starts with
: simple blood and urine tests that

¢ can be done through your GP to

© measure and monitor your kidney

© health.

The tagline message for the IKAs

© campaign was ‘We’re Counting on
- You'. This represents the importance
. for the public to be proactive in

: managing their kidney health and

- that they are being ‘counted on’to

© get a simple blood test and urine

- test which will reveal their kidney

- function ‘numbers’. These ‘numbers’
. represent how well the kidneys are
¢ functioning in filtering blood and

- removing waste from the body. If

" STAGE 5

Kidney failure
need dialysis/treatment



By GWEN 0’DONOGHUE

Right: Coming together to mark World Kidney Day were

Prof. George Mellotte, Clinical Lead, Renal Services, National Renal
Office, Carol Moore, Chief Executive, Irish Kidney A: tion, and
Tess Clinch, Events and Marketing, Diabetes Ireland.

Photo: Conor McCabe.

CKD is detected early enough, its
progression, through the five stages
of CKD, can be slowed down
supporting better patient outcomes.

In order to help prevent or delay
the progression of CKD, it is
important to eat a healthy balanced
diet, take regular physical activity
and have a weight that is normal for
your height. It is important for
everyone in the high-risk groups for
CKD to maintain these healthy
lifestyle choices as taking these
steps will help to control diabetes,
blood pressure and cholesterol
which will go a long way towards
protecting the kidneys now and in
the future.

A photocall was held to mark
World Kidney Day with Prof. George
Mellotte, National Clinical Lead of
Renal Services, National Renal Office,
Carol Moore, Chief Executive, IKA
and Tess Clinch, Events and
Marketing, Diabetes Ireland.

Also attending was teacher Rachel
O'Hora, who is living in Dublin and a
proud Mayo native. For close to
eight years Rachel has been awaiting
a combined kidney and pancreas
transplant. Her health story is
featured on Dlabetes Ireland
website diabetes.ie/rachels-story/

Just like Rachel, Raymond O'Brien
from Galway continues to live with
Type 1 Diabetes, but he has
undergone a life-changing kidney
transplant, thanks to his donor sister
Denise.

Attending the photocall with
Raymond were his wife Ethna and
their three children Isabel (11) and
twins Amy and Harry (9).

Carol Moore, the IKAs Chief
Executive, explained the reasons for
the ‘Counting on You’ campaign, “as
there is no public health screening
programme for kidney disease in
Ireland, the IKA hopes that the
‘Counting on You’ awareness
campaign to mark World Kidney Day
will encourage the public to take
action to look after their kidney
health.”

“We are pleased that the National
Renal Office is endorsing the
campaign and are delighted to be

N A

¢ working closely with Diabetes Ireland
i to highlight the importance of kidney
¢ health screening as diabetes is one
: of the main risk factors for chronic
{ kidney disease”.

In backing the IKA's campaign for

¢ kidney health screening Prof.

i Mellotte stated, “People with CKD
i are medically vulnerable to the

. effects of high blood pressure,

i diabetes and cardiovascular disease.
: Itis important that people with CKD
: are identified so that they can seek
i the appropriate treatment in a

: timely manner".

“Diabetes, which affects in excess

i of 250,000 people in Ireland is one
i of the leading causes of CKD.

i Diabetes check-ups should include
i the routine monitoring of kidney

¢ function so that changes can be

: picked up early.

"It is easily done with routine

: kidney blood and urine tests.

i Diabetes Ireland is urging all people
: with diabetes to attend for their

i routine diabetes check-ups with

i their GP or diabetes team, to ask for
: a kidney function test, and ensure

KA SuPPORT SPRING 2022

- ups”.
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ﬁ ireland
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that a discussion of kidney health
becomes an integral part of check-

Diabetes Ireland encourages

: patients to find out the results of the
: test and regularly discuss their

¢ kidney health with their doctor.

i Diabetes Ireland has adapted the

i CKD acronym to help remind people
i what to do, Check, Know, Discuss”.

As well as the photocall, the IKA

© activities to mark World Kidney Day

i included a media campaign involving
i print and social media as well as

i radio advertising on the days around
:  Inexplaining why Diabetes Ireland | World Kidney Day.
: was supporting the IKAin its 5

¢ campaign, Clair Naughton, Diabetes
: Nurse and Regional Development

: Officer with Diabetes Ireland said,

: "Diabetes Ireland welcomes the

: opportunity to highlight the

i importance of screening for CKD, a
: condition that can go undetected in
¢ the early stages as it doesn't cause

: symptoms.

The Smart Group, provided

© creative, design and print support to
: the IKA for the ‘We’re Counting on

¢ You’ campaign. An information

i leaflet and poster were produced

¢ and are available digitally to

i download from the IKA's website

: www.ika.ie/kidneyhealth

The IKA also hosted a free

i webinar which was open to the

: public on the evening of World

i Kidney Day, March 10th, which was
i led by Prof. George Mellotte.

Kidney transplant recipient,

i Raymond O'Brien who had taken

i part in the photocall the day before,
i and Juliette Duff, shared their very

i different health experiences.

The recorded webinar is now

available to view on the IKA's website
. www.ika.ie/kidneyhealth

There was a strong emphasis on

social media on World Kidney Day to

continued next page...
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WORLD KIDNEY DAY conta...

reach the public who might not have :
considered their kidney health
previously.

Media platforms employed
included Instagram, Facebook,
Twitter and LinkedIn with the theme
‘We’re Counting on You’ carrying
through on a number of online
videos. Some videos targeted the
general public whilst others were
specific to health care professionals.

The on-going success of the
campaign is reliant on the valued
support of healthcare professionals
including GPs and Pharmacists. The
Irish Pharmacy Union shared the
campaign message on its digital and
print platforms including inserting
the campaign poster in the March
issue of its magazine IPU Review
which is circulated to every

¢ awide geographical spread across
i the country, including Lloyds,

© CarePlus, Stay Well, Life, and All

i Care, also promoted the campaign
: to their customers and the poster
: was displayed on their instore digital
i screens and they shared videoson
i social media platforms.

- play in medication safety for :
© patients. In cases where patients are
i being prescribed medications by '
i more than one doctor, the

i pharmacist ensures that there are
i no unwanted drug interactions as
i they have an overview of all drugs
i being prescribed.

{ interest groups in supporting the
i campaign is an indicator of the

i importance of monitoring kidney
i health.

pharmacy in Ireland. Several
independent pharmacy chains with

Pharmacists have a key role to

i World Kidney Day is held

i annually on the second Thursday in
i March. Itis a global awareness

i campaign aimed at raising

i awareness of the importance of our
¢ kidneys to our overall health and to
© reduce the frequency and impact of
i kidney disease and its associated

© health problems worldwide.

The collaboration between all the

WEBINAR - Kidney Health and

Chronic Kidney Disease

he Irish Kidney Association (IKA) hosted a
Tvvebinar on the evening of World Kidney

Day entitled ‘Kidney Health and Chronic
Kidney Disease".

It included presentations by three guest
speakers including Prof. George Mellotte, and
kidney transplant recipients Juliette Duff and
Raymond O'Brien. Juliette's kidney disease had
developed to end stage kidney failure before it
was diagnosed, whereas Raymond is a shining example of how
early detection can make a real difference in significantly slowing
down its progression.

The webinar was introduced by the IKA's Chief Executive Carol
Moore, she then encouraged participants to complete a quick
poll to determine the reasons for delegates tuning into the

i webinar. This revealed an even spread of interest
: groups including healthcare professionals and

i students, people living with diabetes, high blood
- pressure, underlying iliness, people diagnosed

t with chronic kidney disease, and some with end

| stage kidney disease.

PROF. GEORGE MELLOTTE, coNSULTANT NEPHROLOGIST, AND CLINICAL LEAD OF RENAL SERVICES AT THE HSE NATIONAL RENAL OFFICE

rof. Mellotte gave a very
informative half-hour

i minimising alcohol intake, getting
. BMI under control, and also the

: checked and being proactive in
: managing your health, following

presentation on the role of the

ways to protect them. He also spoke
about ways to test for kidney
disease. The key message to take

through following medical advice
and self-management it is possible
to protect your kidneys and slow
down the progression of chronic
kidney disease. He encouraged
people not to be afraid to get to
know their kidney numbers as he
asserted 'knowledge is power’. He
spoke about diet and avoiding salt,

- importance of getting both blood
kidneys, threats to kidney health and
- regularly as these can provide early
© signs of trouble and allow

- for interventions which can
away from it was reassurance in that !
. of kidney disease. Getting
. either blood pressure or :
- protein urea down will help, §
- but getting both down, is
- key to seeing improvement.

pressure and protein urea checked

slow down the progression

Collectively the three

guest speakers gave a clear oS
: message about the '
i importance of getting

KA SuPPORT SPRING 2022

medical advice and this can have a
: positive impact on your health
- outcomes and quality of life.

Rachel.@Hora at the phoftall with Prof. George Mellotte



RAYMOND 0’BRIEN

aymond O'Brien, a father of
Rthree from Salthill, Co. Galway,

had been living with Type 1 :
Diabetes which was diagnosed in
1987 when he was 21-years-old.
Regular check-ups for his diabetes
led to the diagnosis of chronic
kidney disease about fifteen years
later. :

He was advised that it would
likely be only a year or two before
he would progress to end stage
kidney failure and commence
dialysis treatment.

Under the care of Prof.

Mellotte, he diligently followed his
consultant’s advice with priority
given to his diet and getting his :
blood pressure down. By doing so
he managed to delay end stage
kidney disease for 15 years by
which time his sister Denise was
waiting in the wings to donate a
kidney to him in 2017.

He described how he felt like a
new man straight away after his
kidney transplant. He said that if
you follow the advice, doing the
right things, ‘it does work’
summarising that it was ‘early
detection’ that got him to this
positive point in his life.

JULIETTE DUFF

uliette Duff, a kidney transplant
Jrecipient, from Dublin's
: southside is now in her first
- year working as a junior doctor at
: Beaumont Hospital. Juliette was
- displaying signs of Chronic Kidney
. Disease including high blood
. pressure from the time she was in
. her Leaving Certificate exam year,
- but symptoms were being
- incorrectly attributed to stress of
: exams and ‘white coat syndrome’.
| ¢ She finished her exams and
: secured a place in medicine in
: UCD. By this time, she was
- enjoying college life and didn't
: want to think about her health.
: Her mother was still concerned
- about her and persuaded her to
. go back to the GP on New Year's
' Eve. .
' Her CKD remained undiagnosed
- until eventually an astute GP, on '
J  realising that Juliette’s father had
wealllh  undergone two kidney transplants

KA SuPPORT SPRING 2022

i many years before, concluded that
. there was a strong likelihood that

¢ Juliette had kidney disease. He

: asked her to do a urine test which
- quickly confirmed his suspicions

- were correct. She was sent straight
: to St. Vincent's Hospital where

- further tests were done, and they

. confirmed that Juliette was in end

: stage kidney failure and she soon

. began dialysis treatment.

Raymond O’Brien and his
wife Ethna with their
children Isabel and twins
Amy and Harry.

Juliette described how it was a

- huge relief to finally get a diagnosis
- and how knowing made her feel so
. much better. She saw how good a

i quality of life her father could live

- post-transplant.

She began dialysis treatment a

year later. Juliette has since had a
- successful kidney transplant.

Juliette reflected on how a
simple urine test was all that was

: required to lead to her diagnosis.

continued next page...
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WEBINAR CONCLUSION

questions and answers
Asession followed the three

guest presentations which was
facilitated by Colin White, the IKA's
National Advocacy and Projects
Manager. The questions revolved
around how family can support a
family member who has CKD, diet
and alcohol, as well as the role of
sports and an active lifestyle.

He explained how Transplant
Team Ireland offers an outlet for
people to engage with physical
activity at their own level and how
it is also a very positive peer
support network that promotes
the physical and emotional
wellbeing of people on dialysis
and transplant recipients,
including kidney, heart, lung, liver,
pancreas and bone marrow.

Concluding the webinar was
Colin Mackenzie, the IKA's National
Honorary Chairman, who Carol
Moore described as ‘a long-time
champion and volunteer of the
organisation’. He gave an uplifting
appraisal of the event and he
thanked everyone for attending.

A second online poll was taken
at the very end of the webinar
with positive feedback that 96% of
people were very satisfied with
the webinar event and the other
4% were somewhat satisfied.

The recorded webinar is
available to view on the IKAs
website www.ika.ie/kidneyhealth

UCC MARKS

WORLD KIDNEY DAY

n information event on
Akidney disease was held at
University College Cork,

Brookfield Health Sciences
Centre on World Kidney Day,
March 10th.

The event was organised by

third-year medical student Mark ﬁ(,

Vesey, who is Educational Officer
for the Translational Medicine |
Society. Kidney transplant
recipient Sheenagh MacDonagh,
who is Secretary of the IKA Cork
Branch, was a guest speaker at the
event along with Dr Sarah Moran,
Consultant Nephrologist at Cork
University Hospital.

At the event Sheenagh, from
Rochestown, in Cork, described her
health experience and how her
kidneys failed after she experienced
severe pre-eclampsia in 1997 when

pregnancy.

Her kidney function improved
but didn't recover fully. Her
condition was carefully managed
for over a decade while all the time
her kidney function gradually
declined until the point when she
needed to commence dialysis in
2008.

She tried two forms of peritoneal

Sheenagh MacDonagh, Dr. Sarah Moran and Mark Vesey .

¢ dialysis treatment which she

: underwent in her home, her first

: CAPD dialysis which she underwent
: four times daily and then she was

© switched to APD, nightly dialysis

: treatment for 8-9 hours at a time.

Following four years of dialysis

. treatment she was called for a

- kidney transplant in Spring 2012.
her son was born 27 weeks into the
- deceased donor kidney transplant

: Sheenagh is now a facilitator as part
. of the HSE's Living Well Programme

¢ providing guidance, counselling and
. support to other patients with

: chronic kidney failure.

Ten years on from her successful

Sheenagh also did an interview

on Cork's 96FM radio and with the
. Irish Examiner and Evening Echo to
: mark World Kidney Day.

FOR MORE INFORMATION

www.ike.ie/kidneyhealth « www.worldkidneyday.org *+ www.diabetes.ie

AstraZeneca provided an unrestricted grant to the Irish Kidney Association for its
‘We're Counting on You' campaign to mark World Kidney Day.

Want to send Easter greetings to

your friends and family in an

eco-friendly way that also supports

the Irish Kidney Association?

OUR E-CARD OPTION
IS PERFECT FOR YOU!

After purchasing the e-Card from
www.ika.ie/onlineshop it is yours
to send to whomever you like.
You can email it to your friends
and family, or simply share on
your social media pages.

Don't forget to tag us!

IN LIEU OF
SENDING A CARD

A DONATION WAS MADE

TO THE

Y A
o 3&%

RISH

.Q¢4no\‘°€
IRISH KIDNEY ASSOCIATION
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When you are a charity, your year is built around various ‘set in stone events. The dates themselves might change ever so
slightly, but mostly the thinking behind ours goes a little something like:
“World Kidney Day and Organ Donor Awareness Week in Spring, which leads us into Run for A Life. Then the
Transplant Games will be due. After that we better start thinking about the Service of Remembrance &
Thanksgiving. Then there’s Christmas to think about, we need to check Christmas card stock.”

Il these plans start to formulate,
probably before January is even
out. But what happens when
the world comes screeching to
a halt, and all the plans you rely on
cannot go ahead?
In March 2020, our plans for

Organ Donor Awareness Week were
: some new ideas like asking City and
¢ County Councils to light-up public

¢ buildings in the colour green.

cancelled at the eleventh hour; our
volunteers were called off and our
staff were sent to work from their
kitchen tables.

Soon afterwards, more events
were cancelled including our much-
anticipated hosting of the European
Transplant & Dialysis Sports
Championships in Dublin in August
2020. The annual Run for A Life
family fun run and the Annual
Service of Remembrance and
Thanksgiving evolved into ‘virtual’
events. The disappointment was
high, but we got through on the
strong support from volunteers and

fundraisers up and down the country

who got creative with their events,
taking things online.

We reassured ourselves with the
thought that “next year will be bigger
and better than ever”. Unfortunately,
that wasn't to be as March 2021
rolled around and we found
ourselves in a lockdown that had

n @IrishKidneyAssociation

i lasted even longer than the first one.
© With a little bit more notice this time,
: we ventured into the world of virtual
i campaigning for Organ Donor

i Awareness Week - we held our

i launch over Zoom, asked transplant

¢ recipients to send videos from all

over the world and it even sparked

So, where does that leave us, and

our dedicated volunteers, in 20227

We aren't officially in any

i lockdown, but virus numbers are still
i high and our focus on protecting our
: volunteers hasn't changed since that
 first cancellation in 2020.

The word we are using is ‘hybrid".

{ Whilst there will be a small launch,

: the event will be tightly controlled

: with just a small number of

i attendees, and we've been sure to

i pick a venue with plenty of outdoor
space and room for social distancing.
:  To make sure everyone can still be !
i part of the day, we are planningto
i stream the launch online for anyone
i who wants to watch it, so keep an

i eye on our social media pages for

i those details!

We are also asking City and

County Councils to light-up public

g @IrishKidneyAs
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¢ buildings and sites in green again,

i and we would love if people could

i help us spread awareness by getting
: photos outside these buildings and

: sharing them online. We'll be

i publishing a full list of all the

i locations on the website soon

i (www.ika.ie/donorweek2022).

Don't forget to tag us and use the

hashtags #DonorWeek22
- #ShareYourWishes.

Speaking of social media, share

: our posts, your own stories, details

i on how to get an organ donor card,

i and anything you can think of to

i promote awareness during the week.

Check if your local pharmacy has

i stock of organ donor cards and a

i poster and ask them to contact us if
i they would like some more. If you

i can think of somewhere impactful to
i put up our lovely Organ Donor

: Awareness poster, you can get a

i copy from our website and pop it up.

The louder we all shout, the more
impact we will have!
Circumstances outside of our

: control continue to play a large role

! in dictating what we do, but we have
: been creative and can continue to do
i so if each of us does our bit.

Please contact me if | can help in

i any way at alll

. @IrishKidneyA




Grateful transplant
recipients from around
the country are backing
the Organ Donor
Awareness Week 2022
campaign which will take
place from 23-30 April and
is organised by the Irish
Kidney Association in
association with the
HSE’s Organ Donation
Transplant Ireland.

eaturing on the campaign poster

DONOR 0 50050

are photos of 32 people from all
walks of life and of all ages, who

between them are enjoying over
i Donor Card' free to download from

i the App Store and the Google

410 years of extra life made possible
by the families of deceased organ
donors who gifted them organs
including hearts, lungs, livers,
kidneys, and pancreas.

This year's awareness campaign is
built around the theme of Share
your wishes about organ donation,
#ShareYourWishes.

The key message is that members
of the public can play their partin
supporting organ donation for
transplantation by ensuring that
their families know their wishes. i.e.,
have the conversation.

The words Share Your Wishes
represents the importance of
discussion with loved ones about
organ donation and sharing your
wishes is the cornerstone of the
campaign.

Many independent pharmacies
and pharmacy chains have pledged
their support for the campaign by
agreeing to display the campaign
poster on their digital screens or
putting the printed version up in
store. They are also taking
countertop boxes of free organ
donor cards which are accompanied
by information fact files. Pharmacies

are also leveraging their social media

presence to get the message across

about having the family conversation.

ORGAN DONOR
AWARENESS WEEK

SATURDAV 23RD APRIL - SATURDAV 30TH APRIL
7]

410+ YEARSEE.
3 OF EXTIIA LIFE

ORGAN DONOR
AWARENESS WEEK

DE SATHAIRN 23 AIBREAN -

The Irish Kidney Association (IKA)
also provides their ‘Digital Organ

Playstore.
All campaign posters are available

i in English, Irish and Polish. Digital
i copies can be downloaded

from the IKA's website

i www.ika.ie/donorweek2022

The IKA is encouraging the wider

public to show their support for the

campaign by organising their own

i awareness activities and challenges

¢ while observing all appropriate

i COVID-19 safety measures. Whether

i it is getting organ donor cards to
share with your family, giving an

AN TSEACHTAIN FEASACHTA
| LEITH DEﬂNTﬂIRI ORGAN %

DE SATHAIRN 30 AIBREAN

NII]S Mﬂ NA 41l]+ BLIAIN
BHREISE DEN BHEATHA A
S LE DEON!

TYDZIEN SWIADOMOSCI
DAWCOW NARZADOW

SOBOTA 23 KWIETNIA - SOBOTA 30 KWIETNIA
T

¢ information talk in your school,

1 By GWEN 0’DONOGHUE |

college, or place of work, it all makes
a difference, and you can request
Organ Donor Cards via the IKAs
website.

Public buildings and sites around
the country are lighting-up in green
in support of the life-saving
awareness campaign (sites are listed
on) www.ika.ie/donorweek2022

Green is the internationally
recognised colour which celebrates
organ donation for transplantation.

Last year over 70 sites, including a
castle, cathedral, Church, a bridge, a
spire, the Convention Centre and the
Mansion House in Dublin, and other
public buildings around the country,
were lit-up in green for the duration
of the week-long campaign
demonstrating nationwide solidarity
in support of organ donation.

City and county councils are
supporting the campaign as are the
hundreds of people currently waiting
in hope for a call for a transplant and
many more as well. There are more
than 5,000 people in Ireland who
have successful functioning
transplanted organs.

Whilst many things have been put
on pause during the COVID-19
pandemic, the need for organ
donation and transplantation
continues.

Despite the unprecedented
challenges which the pandemic has

i presented, organ transplant



City Hall Cork, one of the sites o be lit-up in green - : Donor Awareness Week are:
e o ™k Al _ #ShareYourWishes and
: i #DonorWeek22. People can also tag

! the IKA when doing their own posts
! (@IrishKidneyAs on Twitter,
i @IrishKidneyA on Instagram and
) i @IrishKidneyAssociation on

i Facebook).

ol :_..; 'Z".-l- .

ol W —

operations continued which is i waiting for an organ transplant is :
thanks to organ donors and their : difficult as the future is unknown and
families and also the dedicated : there is the knowledge that in order
transplant teams in our transplanting | to be given the ‘Gift of Life’ another
hospitals, Beaumont, St. Vincent's, i family will be grieving the loss of a
The Mater, and Temple Street. ! loved one.
There was a fall in the number of §  “We also welcome the support of
transplants over the past two years i County Councils. By lighting-up
across all the national transplant ! public sites in green we are drawing
programmes during COVID-19. i attention to organ donation being an Minister for Health Stephen Donnelly at the
206 transplant operations were { integral part of active citizenship on 2021 campaign virtual launch.
carried out in Ireland in 2021 (16 : the part of the public. From duskto i The Minister for Health has been
more transplants than in 2020). This dawn, public sites all over the { invited to officially launch the
activity, in very challenging times, country will be lit-up in green, i campaign which will be held a few
could not have taken place but for i undoubtedly prompting much : days in advance of the Week. The
the generosity of 65 deceased i discussion around organ donation.  : launch will have a much smaller
donors and 35 living kidney donors. i “The IKA welcomes the recent ! attendance than in previous years
Carol Moore, Chief Executive, IKA i National Office of Clinical Audit but will be live streamed making it
said, “Two years ago, the 2020 Organ (NOCA) recommendation for the possible for a much larger online
Donor Awareness Week campaign i introduction of an annual national i qudience.
was postponed and ultimately i database for organ donation in The campaign poster will also
cancelled at short notice when { intensive care units (ICUs). The : appear on the RTE Faircity set for
COVID-19 reached our shores. report notes the datasets of existing : some of the scenes output during
“Last year the pandemic was still i national audits fail to identify all { Awareness Week and the poster will
with us. This impacted on the IKAs missed opportunities for organ be carried on some outdoor poster
ability to promote organ donor donation and fail to empower the ! sites also thanks to the generosity of
awareness ‘on the ground’ and the i relevant Organ Donor personnel with : Clear Channel. Watch out for a full
overall annual Awareness Week i the necessary information to drive programme feature on RTE
campaign. i improvement.” i Nationwide during the Awareness
“With COVID-19 still lingering, we i  Social media hashtags for Organ | Week.

have had to adapt awareness

campaigns and while government We are looking for people from

restrictions have lifted, many people across the country with
at high-risk of infection, including newsworthy health stories to
share as part of our media

immune suppressed transplant
recipients and vulnerable patients in
organ failure, continue to observe
caution and double down on their
safety measures”.

Carol Moore explained, “We
greatly value the role of pharmacists ey if you are in the process of living
in he|p|ng to Spread the message . | . — : e donation or have donat(_ad a kidney
about the importance of organ Sr patrt oflyoucri |IV(-3I: to a family n)delmbei OL frler;d, or your family has made the selfless decision to

i i i i : | donate a loved one’s organs, we'd love to hear from you.
Sggta et ;oann Zycglrisifg thotchki g?crgfgiﬁn : If your story has hee_n widely shared in the media befqre, it may stjll be of intergst if there is
donor cards. Patients on transplant update ona mgmﬁcant life event since then, such as:a mﬂestong anniversary; getting palled fora

TR transplant; a family event such as childbirth; marriage or becoming a parent; or an achievement such
waiting lists live in hope that organs as an academic, sporting or career event.

campaigns to highlight the work
of the Irish Kidney Assaciation and
increase organ donor awareness.
If you would like to share your
experience of organ failure,
dialysis or an organ transplant, or

will become available to themand a We will never share any of your details or your story without contacting you for permission.

strong public show of support by - | Wewill also provide support to help you tell your story.

requesting organ donor cards builds So, if you would like to promote the work of the Irish Kidney Association as well as raising organ

that hope. | donor awareness wed love to hear from you. You can complete the application form on our website
“The uncertainty associated with i | www.ika/donorweek2022
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Jack raises the bar In
Five-a- S|de fundraiser

ixty-four people
including family,
friends and
B supporters
= | donned their football
i boots while many more
{ turned up at St. Finbarr's
i GAA to support the event
i from the side-lines held on
: February 27th, 2022.
i After the successful
i event, the group returned
i to Jack's father's bar, Mok's
i bar, on the Bandon Road,

: Cork for refreshments and
i asingalong as one of Jack's
i close eye on my kidney

i function until | was 16-

i years of age. My care was

i then transferred to Cork

i University Hospital. By

¢ then my kidney condition

! was starting to deteriorate
i and my consultant Prof.

i Liam Plant took me under
i his wing and is still looking
i after my care. My kidney

i function before Covid was
£ 20% but it dipped to 12%

! in the New Year, although

{ it has improved a little in

i the past few weeks.

. | friends brought along his
| i guitar for the social
i gathering.
i Abox full of organ
i donor cards was emptied
i by the end of the night
i with everyone, who didn't
! already have one, taking
i one home with them.
i Jackwho has since
i turned 20, is the eldest of
i three siblings. He
i described his health
® i journey, “l was just eight-
: years-old when | was
dlagnosed with the kidney

? |
=
.- Il
l: !

Cork student Jack Ellis, who will require a
kidney transplant in the near future, decided
to put his best foot forward by organising a
five-a-side fundraiser in aid of the Irish
Kidney Association (IKA).

A total of €7,732 was raised for the IKA by
the 19-year-old first year UCC Arts student.

-
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: condition, ‘ldiopathic focal
i segmental glomer-

i ulosclerosis (FSGS), which
i was thought to have

i stemmed from a

i streptococcal (throat)

i infection. At the time | had
i to stay in Temple Street

! Children’s Hospital for

! three months before being
i allowed to return home.

“My kidney condition

was stabilised and | really
i didn't have any major

concerns for several years
as Temple Street kept a

s

Jack with his parents Don and Tara Ellis.




 JackEl is, front centre, and some of the 64 participants at the Five-A-Side Soccer Fundraiser.

However, it is only a matter :
i closer to needing a

i transplant, I wanted to do
i something positive to raise
i awareness for organ :
i donation while supporting
i the Irish Kidney

i Association which is the

i charity which helps kidney
i patients and their families.
i A Five-A-Side Soccer

{ Tournament seemed like a
i good way to raise a lot of

i funds while doing

i something healthy and fun
i that everyone could enjoy.
i My father and mother

i were very supportive of

i the idea and my father

i promoted the event in his
i pub and many of his

i regulars decided to take

i part, and so did he. The

i weather was great on the

of time before my kidney
function dips below 10%
by which time | will need
dialysis treatment or a
kidney transplant. Several
family members and a
friend have said they
would be happy to get
tested to see if they are
suitable to donate one of
their kidneys to me.”

In explaining why he
decided to do the
fundraiser, Jack said,
have always loved sport
and play rugby, Gaelic and
soccer. | have been lucky
that my health has
remained fairly good
despite my kidney
condition so that | could
continue to enjoy playing
sport”.

u|

;nri@od Mark Callanan outside

lok's dressed up for their Debs in November 2021.

“Now that | am coming

MG

Sl 10 o

%
o

i day and 64 people taking

i part with lots of others

i cheering on from the side-
! lines.”

i “I'd like to thank

i everyone who supported

! the event, from past school i
! transplants, might have to
i rely on a stranger to help

i me”

i friends at the Christian

i Brothers College, students
i at UCC, friends and family
i and customers at MoKs.

¢ I'm proud that with their

i help we raised so much for
i and Tara there to proudly

i watch their son present a

i large cheque for €7,732 to
i members of the Cork

¢ branch of the Irish Kidney

i Association including Sally
i Nagle, Branch

i Chairperson, Sheenagh

i MacDonagh, branch

i Secretary, and Bernard

i Cronin, Branch Treasurer.

i the Irish Kidney

i Association as well as

i raising organ donor

i awareness. By letting

! people know my kidney

i condition, | hope that it

i has encouraged people to
i talk more to their friends
i and family about organ

i donation and carry an

i organ donor card. | feel

el e

V)

i lucky that my parents, a

i friend, an aunt and an

i uncle, are willing to donate
i a kidney to me when the

i time comes. But if they are
i not suitable |, like many

others waiting for

A presentation night

was held in March at Mok's

bar with Jack's parents Don

TION
Seven THousone

Eu—

SA ELLL -

Sally Nagle, Chairperson Cork IKAMack Ellis; Siobhan Buckley Cork IKA,

KA SUPPORT SPRING 2022

Sheenagh MacDonagh, Secretary Cork IKA, Beriard Cronin, Cork IKA Branch Treasurer.
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Information for people at the highest risk from COVID-19

veryone should be doing what

they can to protect themselves

and others from the COVID

virus by following the public
health guidance.

There are no longer Government
regulations that say everyone has to
wear a mask in places such as shops
and public transport or keep social
or keep to other restrictions. But
everyone is still recommended to
wear a mask on public transport and
people at highest risk are still
recommended to take steps to help
keep safe.

You can find information on the
conditions that put someone at high
risk at the following link
https://bit.ly/3t007if

Many people, especially people
with conditions that put them at
high risk, are feeling anxious about
getting back to normal and
wondering how to keep safe. It is
harder now to take precautions and
limit what you would like to do when
other people are getting back to :
normal but the things you have
been doing all along to protect your

i health can still work to keep you safe
i asthe country and people around
i you move towards a normal way of
i living.

It is good to keep active and look

after your general health. A healthy
i way of life improves your chance of

recovery if you get COVID-19.
Remember if your immune

system does not work very well (if
i you are immunocompromised) you

need an extra dose of vaccine. That

i fourth dose is your ‘booster’ dose.

Some other things you can do to

i keep risk of infection with COVID-19,
i influenza and other infections as low
i as possible are:

i * Tryto avoid crowded indoor

spaces. If you have to be in a
crowded space, wear a medical
grade or respirator face mask.
Respirator masks are often
referred to as FFP2 masks

i« Always practice hand hygiene
i« Continue to social distance where

possible

i« Ifyou see someone coughing or

sneezing, move away if you can

SAFETY AT HOME
There is almost no chance of you

i catching COVID-19 at home if

i people who are infectious with

i COVID-19 do not come to your

i home. It is usually not practical for

i people in a family household to

i avoid contact with each other at

i home. If everyone in the household
i is vaccinated (including booster) and
i careful when out of the house, that
i helps to keep you safe.

Try to keep the number of people

¢ who come into your house to visit,

¢ work or provide healthcare, to

i people you can trust to have

i practiced safety measures. Then you
i can feel safe at home and you can

i relax there.

Check that anyone who comes to

! the house is well when they arrive

i (no symptoms of COVID-19). Ask

i them to clean their hands when they
i arrive, to wear a medical grade or

i respirator mask and to keep some

i distance from you whenever

i possible.

It is important that you continue

to use the healthcare services you

too ‘brutally.’

between avoiding risk whilst living life.

wearer than surgical or cloth masks.

Masking - The ssue

tis March 23rd and COVID-19 numbers both in an out of

the hospital system have been on the rise. There is a new

variant of Omicron that is being viewed as more infectious

than the original Omicron with some commentators
likening its level of infectivity to measles.

In many public settings the level of mask wearing has
declined significantly. The WHO has announced that several
European countries, including Ireland have lifted restrictions

The current reality is that we all have to take responsibility
for our own health and well-being. We need to get the balance

This is where mask wearing (and hand washing and
avoiding crowded situations when possible) is key. The latest
advice for those who are at increased risk from COVID-19 is to
wear the FFP2 masks (see image right). These, when worn
correctly, have been shown to offer more protection to the

|
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COVID-19
VACCINE
Public Health
Advice

need. It is OK to ask or remind healthcare workers
about precautions.

You can tell people who provide services to you
that you need to be extra careful to avoid COVID-
19. They will usually try to fit you in at a quiet time
and be extra careful when providing you with the
service.

If you have an appointment with your GP or at a
hospital or clinic is it important to attend.

NEW MEDICATION
Some new medicines are becoming available for
early treatment of some people with COVID-19.

early treatments. The early treatment is important
for some immunocompromised people and for
some people who have not taken the vaccine.

Early treatment needs to start within 5 days of
COVID-19 symptoms starting. People who might
benefit from these treatments need to contact
their doctor early. Sotrovimab is one of these
treatments for early COVID-19 and is now in use in
Ireland.

If you are immunocompromised or if you have
not had the vaccine and you get symptoms that
might be COVID-19 call your GP or other doctor
who is seeing you regularly. They will be able to tell
you if you might benefit from this early treatment.

Reproduced courtesy of the HSE

KEEP INTOUCH

il Talking on the phone or by video link is safe and is a good

Hl way to keep in touch. Stay in touch with friends and family.
Hl If you need help for any reason, there are a number of

Hl places you can go for help including:

il a) HSE Safeguarding and Protection Teams

Most people who catch COVID-19 don't need these

(https://www.hse.ie/eng/services/list/4/olderpeople/eld
erabuse/protect-yourself/safeguarprotectteams.html)

b) SAGE (1850-719400 from 8 in the morning until 10 at

night) www.sageadvocacy.ie

c) ALONE (0818-222024 from 8 in the morning until 8 at

night) www.alone.ie

The HSE Confidential Recipient is at 1890-100014.
Alzheimer Society of Ireland 1800-341341
(www.alzheimer.ie).

If you need medical assistance call your GP or in an
emergency call 112 or 999

Family Carers Ireland 1800-240724.
(https://www.familycarers.ie/media/1986/familycarers-
ireland-emergency-plan.pdf).

If you attend a dialysis
unit you should be offered
FFP2 masks to wear
during your treatment. If
this is not the case please
be sure to ask for that
mask type as it is the
agreed protocol. { S

The Irish Kidney = -
Association continues to i
collaborate with other
health-related charities in
lobbying for the ready
availability of FFP2 masks, |
as well ask clear pathways
to treatment in the event
of getting the virus. If you
think that you may have
COVID-19, get an antigen
test, and if it is positive,
contact your kidney team
to arrange a PCR test, as
prompt treatment can be
key to better outcomes.

U12s AND SIBLINGS GETTING 1ST VACCINE

E

f: Sum Kinuhun-{a kidney 'mns.plant recipient) and his sister Ali, from
in and below left their family's posifive antigen tests at Christmas 2021

ADULT BOOSTER VACCINATIONS

{f_,cf?uuf--'rf (7,--3 Pa]=2
ienirnaty (Phues/ BloNTeck] COVID- 19 vicrine
wchmmter ER QLS

e o S| 3 e A

t foged 1o aMend youe appokitment 1o have o setond dote ¢
¥ have

wt aiffer fwe doses

v BN techd COVID- 19 vatcirs
e € ROLFD
0| o4 253

£ @)

National COVID-19
Vaccination Programmi
2021-2022
Covid Additional Dose

Covid Booster Dose
Pisase lick a3 approptiate

National COVID-19
Vaccination Programm
2021-2022

Covid Additional Dose _

Pat 0’Sullivan, Cork
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As | write, we are almost a month since the lifting of many of the
COVID-19 restrictions. Mask wearing on public transport and in
healthcare settings has now become an advisory rather than

mandatory.

necdotally, some feedback
received has indicated that the
number of people wearing
masks in shops, etc., has fallen
precipitously since February 28th.

The number of cases in hospital
has climbed significantly and the
numbers in ICU have moved
between 45 and 55 on any particular
day.

This all adds up to uncertainty and
anxiety for those who are medically
vulnerable and their families. The
return to the workplace and the
general increase in community
interactions has seen the combined
number of confirmed cases (PCR)
and registered positive Antigen tests
rise to over 20,000 cases per day.

We each have a different attitude
to risk but we can all carry out the
same simple basics and mitigate the
COVID-19 related risks. The advice is
to keep the focus on the basics of
wearing your mask, washing your
hands and avoiding crowded indoor
settings.

It's about controlling the daily
variables that you can and making an
informed decision in relation to
mixing with others.

Have you had your fourth
(‘booster’) vaccine dose? All those
considered medically vulnerable to
the COVID-19 virus were offered two
doses of vaccine initially. It was then
viewed that a third (‘additional’) dose
was needed for this group as their

i general immune response was less
i than that in the general population.
i This means that the ‘booster’ dose

¢ for the medically vulnerable is a

! fourth dose whilst the third dose for
: the general population is their
 ‘booster’ dose.

The ‘additional’ dose and the

i ‘booster’ dose are both an mRNA

i vaccine (Pfizer-BioNtech or

: Moderna). You qualify for the fourth
: ‘booster’ dose 3 months after your

: third dose or 3 months after

i recovering from a COVID-19

t infection. It is important to note that
i you must book your fourth dose

i yourself, an appointment will not be
i sent to you. You may receive a text

i message and/or a phone call making
: you aware that you are due your
i fourth dose.

Whilst the fourth dose is not

guaranteed full protection, it has
¢ been shown to increase the potential
. protection offered in the medical

: vulnerable group. Even though there
! are cases of COVID-19 amongst

: those who are fully vaccinated, the

! severity of the illness is usually

: diminished by virtue of being

{ vaccinated.

If you have any concerns related

to the vaccines, please be sure to
¢ discuss them with your medical
: team.

If you are anxious about returning

to the workplace, you are entitled to
i ask your employer for a risk

i assessment in relation to your
i presence in the workplace.

The consistent message from all

| patient representative organisations

: involved with people who are

i medically vulnerable to the COVID-19
i virus, both here and in the UK, is that
¢ we are asking the relevant

: authorities, employers and the

i general public not to forget those

i around them as we get used to a life
i without mandated restrictions.

There are new treatments being

- introduced to help treat people who
: have the COVID-19 virus but the key
! to their success is that, if

i appropriate, they need to be

i prescribed within 5 days of the first
i symptoms of COVID-19.

It is therefore important to

- understand the pathway to

! treatment. For example, requesting a
{ PCR test from your medical team or

i your GP after a positive Antigen test,
: and immediately informing your

i medical team in the event of a

i positive PCR test.

COVID-19 may be slipping down

: the news agenda but it does not

i mean that it is no longer with us. Be
i proactive in looking after your own

i health - take the simple measures

: that can make a difference. Ensure

: that you are fully vaccinated - ask

{ your medical team if you have any

i concerns. Ensure that you follow-up
i on any possible COVID-19 symptoms
i promptly as it may improve your

i treatment options.

The country is learning to live with

COVID-19, it may be an anxious time.
i Be sure to seek advice/support from
i reliable sources if you are unsure.
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Medication

he National Renal Office (NRO),

in conjunction with Tallaght

University Hospital (TUH) and

GP practices are piloting an
initiative around ‘Medication Sick
Day Guidance' for patients with
kidney disease.

The NRO has liaised with
Consultant Nephrologists, GPs,
Renal Pharmacists and Renal Nurses
to produce a pilot ‘Medication Sick
Day Guidance Patient Information
Leaflet’. This includes a 'Plan for my
Medicines’ which will be
individualised to the patient and
their specific medications.
Community Pharmacists are also
being asked for their feedback
during the pilot.

When patients with kidney
disease get ill, they tend to get more
sick than the average patient. This is
particularly relevant if they are losing
a lot of fluid such as in illnesses that
cause diarrhoea or vomiting. If
patients are taking particular
medications, these can aggravate
the illness and cause additional
kidney damage. Therefore, many
doctors and pharmacists give advice
regarding holding certain
medications. This is known as
'medication sick day guidance'.

Tallaght

This information is called “Sick Day Guidance”

Dehydration is the loss of fluid from your body
due to illness such as vomiting, diarrhoea and

fever (high temperature, sweats, shaking)
PATIENT
INFORMATION
LEAFLET

Signs of mild to moderate
dehydration:

Medication + Unusual sleepiness or tiredness
Sick Day
Guidance

* Headache
Signs of severe dehydration:

+ Passing little or no urine
+ Confusion +/-Iritability
+ Low blood pressure

+ Very dryfcool skin

+ Rapid breathing

+ Extreme thirst

- Sunken eyes

+ Dry mouth

+ Headache

i how well the guidance that we have
¢ drawn up works, and, what changes
{ are necessary to make it better. We
i need to understand if there are any
¢ difficulties around this project.

This leaflet is about what you should do
about taking certain medicines that are

University ¢ i
Hospitsl® | Thamhlachts prescribed for you if you become unwell and
% dehydrated.

Generally, more than two episodes of vomiting
or diarrhoea can lead to dehydration. In this
case you should follow the advice in this leaflet

ick Day Guidance Pilot

By DAWN DAVIN

National Renal Office Pharmacist

However, practical experience has

i taught us that it can be confusing for
i patients to decide which i
i medications should be stopped,

i when and why these medications
i should be stopped and when they
i should be restarted.

The purpose of the pilot is to see

What should you do with your medicines
when you are unwell/dehydrated?

When to contact a doctor?

' Signs of severe dehydration include:
extreme thirst, dry mouth, headache,
sunken eyes, dry/cool skin, confusion +/-
irritability, low blood pressure, rapid
breathing, passing very little urine.

+ Hold or temporarily stop any
medicines listed on the reverse side of
this page. This is to prevent side effects
of the medicines or kidney problems.
Your healthcare professional will explain
which medicines are to be held

Not passing urine for more than 12 hours

Vomiting or unable to eat or drink
+ Do not stop any other medicines unless
specifically advised to by your doctor.

« If you have diabetes, check your blood

sugars regularly.

Ongoing diarrhoea (more than 24 hours)

Raised blood sugars if you have diabetes.

DS

If you do not feel better after 3 days, or, if
you become very unwell at any time,
contact your doctor for advice.

« If you are using insulin, you may need to
adjust the dose. If your blood sugars are
t00 high or too low, contact your doctor.

+ Restart the medicines again when you
are feeling better (usually after 24-48
hours of eating and drinking normally).
When you restart your medicines, take
them as prescribed for you. Do not take
any missed doses.

Patient Notes:

Contact your

PILOT V" | 2022

[
S (blood sugar control)
A
D
M
A
N
S

i HOW CAN PATIENTS CONTRIBUTE TO
i THEPILOT?

This is a wonderful opportunity

for patients to contribute to their

care. During the pilot, the NRO is

inviting feedback from patients.
Patient feedback is a central and

highly valued aspect of the pilot and

will help to guide information going
i forward on how patients manage

medications when they are sick.
Patients in Tallaght University
Hospital and related GP practises

who take part in the pilot will be
i given a feedback form to complete.

We would encourage any patient

i taking part in the pilot to complete
i the feedback form and return it to
¢ the collection point as directed by
¢ your doctor or healthcare

professional. All feedback is being
collected anonymously.

All other patients can send
comments on the patient
information leaflet shown below to
nro@hse.ie

Once the pilot phase is complete

and feedback is incorporated from

patients, doctors, pharmacists, and
nurses, the patient information
leaflet will be rolled out to all
patients.

Details to be completed by Healthcare Professional

Plan Patient Name:
for my Date Completed:
Medicines Patient's Pharmacy:

Name of HCP:
Qg Profession

Registration no:

Type of Medicine & reason for use Prescribed Medicine

Sulfonylureas.

Trade Name

ACE Inhibitors
(blood pressure control)
Diuretics

(water tablet to control fluid)
Metformin

(blood sugar control)

Angiotensin Receptor Blockers (ARB)
or Aliskiren (blood pressure control)
Non-steroidal anti-inflammatory drugs
(NSAIDs) [reduce pain and inflammation]
SGLT2 Inhibitors (manage diabetes,
Kidney and heart function)

Other

Name of combination Products or Diuretics | Patient Guidance

Over the counter| Blister Packs Insulin

medicines

This document is to be:

RV RIS E R EY | Check with your | If your medicines
there are any changes to the medications. pharmacist beforefl are in blister insulin, check
taking any over || packs, ask your [ with your doctor
the counter pharmacist to help|| what you should
medicines if you [l you identify which || do while you are

are feeling unwell|] medicines to hold || feeling unwell

If you are using

+ Brought to GP appointments and outpatient
clinic visits for review by healthcare
professionals.

&TRANSPLANT IRELAND
Parkwest, DublinlD12 P5V6
Tel: 01 - 620 5306

ORGAN DONATION
c/o IKA, Donor House,

FOR DONO

R CARDS

FREETEXT
DONOR to 50050
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By COLIN WHITE

MAP OF HAEMODIALYSIS UNITS USED BY PATIENTS
FROM THE REPUBLIC OF IRELAND
AND DIALYSIS PATIENT NUMBERS AS OF 31/12/21

Beacon
Drogheda

Dublin

Limerick

Freseni

Limeric




CHRONIC DIALYSIS & TRANSPLANT PATIENTS - 31/12/21

Dialysis Facility HAEMO HOME DIALYSIS | TOTAL DIALYSIS | TRANSPLANT | TOTAL ESKD
ADULTS HD HHD PD PATIENTS AT CLINIC PATIENTS
Beaumont 158 19 49 226 783 1009
Mater 95 13 108 139 247
Fresenius Northern Cross 91 91 91
Beacon Drogheda 99 99 99
Cavan 69 69 20 89
St. Vincent's 80 18 98 169 267
Beacon Sandyford 107 107 107
St. James’ Hospital 1 1 6 7
Tallaght Hospital 133 5 60 198 337 535
Beacon Tallaght 92 92 92
Tullamore 89 89 69 158
B Braun Portlaoise 29 29 29
Cork 161 13 25 199 407 606
Waterford 108 2 35 145 193 338
Fresenius Kilkenny 57 57 57
B Braun Wexford 51 51 51
Tralee 51 51 51
Limerick 135 10 20 165 141 306
Fresenius Limerick 88 88 88
Galway 75 5 24 104 236 340
B Braun Galway 64 64 64
Castlebar 67 67 67
Letterkenny 58 58 73 131
Sligo 59 59 33 92
Northern Ireland 2 2 2
ADULT TOTALS 2019 54 244 2317 2606 4923
CHILDREN Temple st, Crumlin 7 12 19 50 69
OVERALL TOTALS 2026 54 256 2336 2656 4992

hen talking about dialysis and transplantation,

statistics can often be viewed as being very ‘dry’ as In-Centre | In-Centre
oot el e e ol e peone 2 Dialysis | WD | wio | PD TOTAL
the numbers and what tk;ey represent. 2017 1805 >4 196 | 2055
Table 1 indicates the number of people on each mode of | [2018 1863 55 | 190 2108
dialysis from 2017 - 2021. The figures are taken from the 2019 1925 52 204 | 2181
annual reports from the National Renal Office that take a 2020 2009 58 225 | 2292
snapshot of the service on December 31st each year. 2021 2019 54 244 | 2317

What do these 5-year figures tell us? We can obviously see
that the total number of people on dialysis is going up every
year. It is interesting to note that the number of people on
home haemodialysis has apparently remained static during
this time. It may be that the people who typically are on
home haemodialysis are more likely to get transplanted
because of their health status.

For planning the future of dialysis provision in the country
it is important to understand the reasons behind the
numbers and how they are changing. For example, how

much of the increase in the number of people on peritoneal  |In-Centre Hospital & | Commerical

dialysis is down to increased interest coming from patients Dialysis Satellite Units | Providers

and how much is to do with a change in capacity to offer 2017 1288 517

peritoneal dialysis as an option? 2018 1294 569
Table 2 (below) indicates the percentage changes from 2019 1325 590

2017t 2021. 2020 1326 683
Dialysis is provided by primary hospitals, satellite units and

commercial providers. 2021 1339 680

In-Centre Dialysis In-Centre HD

Table 3 indicates the number of people receiving
in-centre haemodialysis from the different providers
whilst Table 4 (next page) shows the percentage
change from 2017 to 2021.

The commercial providers operate on HSE
contracts and are all under the supervision of a

dialysis hospital.

continued next page =

HHD

PD

TOTAL

% Change from 2017-2021 +11.9%

No change

+24.5%

+12.7%
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continued...

additional people receiving dialysis in 2021 compared to i [|n-Centre Hospital & | Commerical
2017. However, we also need to take into account the Dialysis satellite Units | Providers
number of kidney transplants that took place over the % Change from
same period.

Looking at the annual reports from 2017-2021 +4.5% +25.9%
Organ Donation Transplant Ireland we
can see that the total number of kidney  'year | Total number Total with a Total ESKD
tragsplants carried out betweerg)zmz on dialysis | functioning transplant | population
and 2021 is 774. A cﬁertam number o 2017 5055 2388 4443
those procedures will have been pre-
emptive transplants (where a patient 2018 2108 2464 4572
gets a kidney transplant before starting  |2019 2181 2566 4747
dialysis) but the vast majority will have (2020 2292 2566 4853
taken people off dialysis. 2021 2317 2606 4923

Looking at Table 1, on the face of it, there were 262

TABLE 4

Also, unfortunately, a number of

people on dialysis die each year. Therefore, the actual
number of ‘new’ people starting dialysis between 2017
and 2021 was clearly more than 262.

The National Renal Office statistics show us the total

number of people with End Stage Kidney Disease (people
being treated by dialysis plus people being treated by
transplant). We can see how this number has changed
over this period (2017-2021) in Table 5.

The total number of people with End Stage Kidney

Disease grew by 480 or 10.8% from 2017 to 2021.
Unfortunately, as with dialysis, a number of transplant
recipients die each year. Therefore, the actual number of
new people diagnosed with End Stage Kidney Disease in
this period was more than 480.

Table 6 brings together statistics from the National

Renal Office and Organ Donation Transplant Ireland to
build a more rounded picture of activity in the renal sector
but there is information these figures do not give.

When looking at ‘starters’ on dialysis each year, how
many are starting for the first time and how many are
returning to dialysis after a transplant?

What is the median time on dialysis of those currently
receiving dialysis treatment and how is it trending?
How is the age profile of the dialysis community
trending?

What is the appetite amongst people on dialysis to
change from hospital or centre-based treatment to
home treatment and what is the capacity to meet this
demand?

* |s there equity of access to treatment options across
the country?

* What are the average travel times to dialysis for
people attending each unit and is there a business
case for the opening of dialysis units in new locations
to reduce journey time (and cost)?

These are only some of the issues that the National
Renal Office has to manage when planning for the
future of dialysis provision in Ireland. It is a complex and
expensive service to deliver and it is important that the

i patient voice is heard in the planning process so that

service provision reflects need as effectively as possible.
If we look at some dialysis units individually (see
Table 7 below) we can see what, on the face of it, are
some significant changes in the numbers being treated
by in-centre haemodialysis.
Once again, it is important to look for the story
behind the numbers. For example, the opening of the

i dialysis unit in Wexford will have had an impact on the
i number of patients attending Waterford. Equally, the

new unit in Portlaoise will have impacted on the
numbers attending Tullamore.
An interesting metric that is not reflected in the

i statistics is the lack of holiday or ‘out-of-centre’ dialysis
i capacity nationally. It remains easier to find holiday

dialysis in Spain or Portugal, which is great for a sun
holiday, but if someone wishes to visit family members
or friends or go on a holiday, in Ireland, in a location far
from their dialysis unit, they cannot access dialysis

i nearby and therefore have to limit their time away.

Year People on | Change People with | Change No of Transplant recipients

dialysis a functioning kidney deceased or
transplant transplants returned to dialysis

2017 2055 2388 192

2018 2108 +53 2464 +76 167 91

2019 2181 +73 2566 +102 153 51

2020 2292 +111 2566 +0 123 123

2021 2317 +25 2606 +40 139 99

In-Centre Dialysis 2017 2021 Change

University Hospital Limerick 93 135 +45%

Tallaght Hospital (Trinity Health Kidney Centre) 104 133 +27.9%

Midlands Regional Hospital Tullamore 111 89 -19.8%

University Hospital Waterford 122 108 -11.5%
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WEBSITE REVIEW...By JESSE BRIEN

Rebranded Baxter ‘Living with CKD” website

https://mykidneyjourney.baxterhealthcare.ie

axter has just launched a
rebranded Irish education
website, Living With Chronic
Kidney Disease. This website
offers plenty of information about

chronic kidney disease. The language

is clear, simple, and concise, and
covers many issues. This makes it

easy to read, so it doesn't overwhelm

the reader.

There are also short videos (under
a minute long) detailing the written
topics. These are helpful as they
could be easier to understand for
those who struggle with reading and
those who simply do not want to
face the words on paper.

USEFUL SUGGESTIONS

The website gives a good overview

of symptoms of chronic kidney
disease as well as a detailed list of
potential causes. Additionally, each
stage of chronic kidney disease is
listed, with all potential treatment
options explored. Aside from the
medical aspects of the site, it also
deals with the emotional trauma of

Baxter

Explore Your Treatment Options.

Cheoaio kidney dsease (KD can be Treated in

Finet the Teeatment Thars Right foe e
>

Live Well on Dialysis

My Kidney Journey Findhramars 3 Tosairears Optlons W Lia Wl ¥ Caraghomea B Famsly 3 Hest Btesa

Baxter
My Kidney Journey

Your Guide to Living
with Chronic Kidney
Disease [CKD])

Find Answers > Treatment Options v Live Well v Caregivors & Family > Mext Stops > Resource Centre > Q

Find the Answers You Need >
Find the informatien you need to feel confident

taking the next step in your treatment journey.

Explore Your Treatment Options >
@ Dialysis (s not 8 one-size-fits-all. What size fits you?

Explore your options and find your treatment path.

Live Well on Dialysis >
Leamn about how you can stay physically and

maentally healthy throughout your kidney joumney.

i diagnosis. The site offers advice on
i keeping well during diagnosis.

Different people react differently to

i bad news and have different ways of
i coping. There are several helpful

suggestions: from coping with

i emotions, to talking about your

condition, to intimacy,
to exercising and

ADVICE FOR FAMILY AND
SELF-CARE

The site not only
provides advice for
patients, but it also
contains information
about caring for
someone on dialysis
and how to care for
yourself. Everyone in
the family is affected by
end stage kidney
disease.

END-STAGE KIDNEY DIAGNOSIS
A serious diagnosis
can affect an entire
household - physically,
emotionally, mentally,
and spiritually. When
dealing with such
difficult emotions and

KA SuPPORT SPRING 2022

life changes, itis hard to families will find this website useful.

i remember what questions to ask,

¢ and what information to retain.

i There are pages which offer several

i questions to ask a doctor or other

i health professional. There is also a

i page that offers PDF documents of

i various useful topics such as:

* Understanding Treatment Options
travelling as well as diet. * Haemodialysis

i » My Kidney Journey

i « Peritoneal Dialysis

» Comparison of Dialysis Types

i « AMini Guide to Chronic Kidney

Disease Terminology, and many
more

. CONCLUSION/SUMMARY

| found the website extremely

i useful as someone who is only just

¢ becoming familiar with the concept

! of kidney disease. It offers invaluable
! insights and suggestions not just to
kidney patients but also to their

¢ family and friends, and any person

¢ looking for more information about
the disease. It was very easy to read
i as well as thought-provoking.

It was shortlisted for two prizes in

the HealthTec Ireland Innovation
i Awards.

Itis likely a lot of patients and




Ronan Finnegan

joy at o
second |
transplant §

Donegal man Ronan Finnegan
woke to the sound of a phone
ringing one early morning in
September last year. He
instinctively knew in that instant
that it was Beaumont Hospital in
Dublin calling him for his second
life-changing kidney transplant.
He describes how five other people
were also called for a kidney
transplant in the days around his
life-changing operation.

By GWEN 0’DONOGHUE

Bernie and Ronan

Ronan from Falcarragh was just
18-years-old when he received his
first kidney transplant in October
1992. The transformational
transplant which followed just three
months of dialysis remained
successful for over two decades
through adulthood. Twenty nine
years later, thanks to the generosity
of another family of a deceased
organ donor, he underwent his
second kidney transplant in
September 2021 which followed four
years of dialysis treatment. Three of
those years were spent traveling to
Altnagelvin hospital in Derry for four
hour treatment sessions, three times
a week. In the final year leading up to
his second transplant, the burden of
travel to his treatment was lessened
when he attended dialysis in
Letterkenny University Hospital.
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Christmas 2021 was an extra
special one for Ronan as the
previous four had been spent on
dialysis. Following his first transplant
in 1992, Ronan was discharged from
hospital on Christmas Eve, just in
time to enjoy his first traditional
Christmas Day dinner having
previously been restricted all through
his young life with dietary and fluid
restrictions.

Ronan's first transplant brought
him into adulthood and paved the
way for a normal life, being able to
work, enjoying holidays in Ireland
and the UK and supporting his local
GAA club. He proclaims his love for
his fiancée Bernie, whom he met six

years ago, and who he says has been

'his rock" and supported him when
his first transplant eventually failed
and he returned to dialysis
treatment. Ronan's return to dialysis
and being placed back on a
transplant waiting list did not deter
the couple from planning for the

future. The couple got engaged to be

married in 2020 but resolved not to
set a wedding date until the
worldwide pandemic retreated.
Ronan describes how that fateful
day in September last year changed

his life for the better. "The transplant

has changed my life. | had very little
energy before it came along and the

years of dialysis were taking their toll

on me physically but | always

remained positive. Looking back now,

following my successful transplant,

| didn't realise just how sick and tired )
i the days around when | was there

i for my operation | would suspect

! that five other communities were

: also celebrating the gift of organ

i donation at that time and this was all
i made possible by the selfless

i generosity of other families, who in

¢ grief, consented to have their loved
ones organs donated."

| was feeling while on dialysis.
Sickness was my normal for the past
four to five years.

“The pandemic has been difficult
for everyone but dialysis patients
have had to be extremely careful not
to catch it as they have higher
mortality rates if they get infected.
I've been working since | was sixteen
years of age but had to stop when
COVID arrived. | found it very
isolating although my fiancée Bernie
has been 'a rock of support'. She and
her daughter Maria and sons

i Michael and Darach have been a

i wonderful support and | love them
¢ dearly. I have always been a very

: positive person throughout my life
: but the transplant has given me a

i new spring in my step. | feel very

i happy and healthy.

"The good news of my transplant

spread quickly through the whole
: community of Falcarragh and beyond
: and brought the conversation
i around organ donation into focus. As
¢ five other people got called to
i Beaumont Hospital for transplants in

‘Ronan post-transplant

To demonstrate his family's

i profound gratitude for the ‘gift of life’
i he received, Ronan said, "We will

i have a Mass said to honour my two

¢ kidney donors. I would like to send a

: letter anonymously to the family of

i my organ donor but it's difficult to

i put my gratitude into words so it

i might take me a while longer to

¢ process my thoughts. | was young

: when | received my first transplant

: and it gave me close to 25 years of

i good health until my body began to
i reject it. | feel enormous gratitude to
i the two donor families who gave me
i the ‘gift of life’ and who have got me

to this point. Without them I might

i not be here today planning for the
- future and hopefully a wedding!"

Ronan has high praise for
health professionals who have
cared for him. "The care | have
received from medical, surgical
and nursing teams including
| dialysis staff has been
excellent. Huge credit and
respect is due to them for
their professionalism and
diligent care despite the high
pressures they have been
working under, particularly
during the pandemic. | owe my
life to them and my donors. |
want to thank everyone who
has supported me throughout
my dialysis and transplant
journey especially Bernie,
Maria, Darach and Michael, my
mum Margaret and the rest of
> my family and friends. The
Irish Kidney Association has
helped me on my journey also
and we are extremely grateful
to them for providing
*4 accommodation for Bernie

: and Maria in Dublin to be near me
¢ when | was called to Beaumont
i hospital for my transplant".

Ronan summed the reason for

sharing his health experience, "l

: hope that people who read my story
: will be encouraged to consider other
i people on transplant waiting lists

i and that they let their families know

i their decision around organ

i donation and then take the next step
! by carrying an organ donor card or

! ticking the box on their drivers
 licence application form."

The good news of my transplant spread quickly through the whole community of
Falcarragh and beyond, and brought the conversion around organ donation into focus. ”
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Interested in volunteering

PEER SUPPORTER?

ince its foundation
in 1978, the Irish
Kidney Association
has dedicated itself
to meeting the
needs of renal patients,
their families and carers,
living with and affected by
end stage kidney disease
(ESKD). This has included
the provision of support
services such as the Renal
Support Centre which has
been in operation since
2000 and our Branch
volunteers providing face
to face support in their
local communities. As one
person said:
“Being part of the IKA has
meant a lot to me, it
feels like a family
watching over you; many
a joke over the years
have been shared back
and forth between us”.
With the COVID-19
pandemic, much of this
very valuable face-to-face
support had to stop. So,
while waiting for the

24

By CAROL MOORE

restrictions to ease an
independent review was
commissioned. This review
confirmed both the
existence of an informal
peer support service
throughout the Irish
Kidney Association (IKA)
and the need to develop
and implement a more
formal peer support
service.

In response to this and
recognising the vital
supporting role offered by
peers, the IKA has worked
hard to plan for, and
develop, the foundation
towards the
implementation of a formal
pilot peer support service.

The long-term vision is
to have a community of
fully trained peer
supporters around the
country, in every dialysis
unit and every renal
centre.

The initial pilot, which

has been made possible
through a grant received
from PKRF, (see opposite)
will work in addition to the
existing supports provided
by branches. It is a very
first step and will be totally
online.

We are delighted to
announce that the
recruitment and selection
process towards the
implementation of the
pilot will commence at
the end of May 2022.

Peers who have either
direct lived experience of
end stage kidney disease
(ESKD) or who are a family
member or carer of
someone with ESKD will be
invited to submit a short
expression of interest for
consideration for the peer
volunteer role.

Following a review of
submissions, shortlisted
applicants will be invited to
attend for an informal

KA SuUPPORT SPRING 2022

online interview.

The 15 volunteers, who
will be selected to
participate in the pilot, will
be supported and
upskilled through a series
of online training
workshops. Ongoing
support will be provided.

Peer Support Volunteers
generally find that using
their experience of living
with ESKD to help
someone else with ESKD is
very rewarding.

In advance of the
recruitment and selection
process, the IKA will host
an online information
session on Monday, May
23rd. This event will offer
people an opportunity to
hear about the service,
what it will involve, and will
provide an opportunity for
questions about the role
and the service.

Event Registration
details will be published
on the website from

¢ April Tst.



Who Is
PKRF?

he  Punchestown  Kidney

Research Fund (PKRF) is a

registered Irish charity. It was

founded by Kilcullen kidney

transplant recipient James
Nolan who is also a proud member
of Transplant Team Ireland.

Since its inception, the PKRF has
provided a wide range of support
activities for people living with kidney
disease, raising some €1,590,000 to
enable this.

The Fund has supported many
initiatives including: the landmark
project - a state-of-the-art renal unit
in Temple Street Children’s Hospital;
contributed to the refurbishment of
the dialysis unit at Sligo General
Hospital; provided support to
continuous research programmes;
and sponsored trips to ski camps for
younger kidney patients.

The key PKRF fundraiser event is
the last race of the Punchestown
National Hunt Racing Festival each
year which is a charity sweepstake
horse race where amateur riders
raise sponsorship money as well as
creating much needed organ donor
awareness.

James Nolan rode in the first
thirteen runnings of the race and this
year will be the 31st anniversary of
the event which will be held on
Saturday April 30th, the final day of
Organ Donor Awareness Week 2022.

The PKRF is pleased to be funding
the majority of the costs of this new
online pilot peer support service.

The IKA is delighted to be working
with PKRF again to deliver on a key
strategic theme which will increase
the range of services we can offer
patients and their families.

10 X €50

GIFT CARDS FOR

home store
+ more

This spring, our friends at Home Store + More have generously
sponsored a prize giveaway and are offering readers the chance
to win one of 10 x €50 gift cards to shop in-store. A 100% Irish
established and owned company, Home Store + More has 22
stores nationwide, serving local communities across the country.
They pride themselves on offering you the widest range and best
value when it comes to homeware!

Home Store + More wants to help you create a happy home.
Whether you’re cooking up a storm in the kitchen, decorating
your living room, adding some style to your bedroom or simply
cleaning and organising any clutter throughout your home,
Home Store + More provides exceptional quality at unbeatable
prices. Friendly store colleagues will welcome you when you visit
and provide their expert advice across all departments.

To be in with a chance to win a €50 gift card, email
robyn@ika.ie with your name, address and phone number
making sure to include the words ‘Home Store + More’ in the
subject line of your email. Ten lucky winners will be selected at
random and each will receive a €50 gift card which can be
redeemed in any of Home Store + More 22 stores. Good Luck!

Winners' names will be announced in the Summer issue of
SUPPORT.
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Sometimes,

| compare
myself to
other patients.

hanks to my level of charity
involvement and the
wonders of social media, |
am pretty well-connected to

a large number of other renal
i patients, all in different situations and
i with different experiences. Some are

~ | | “much worse” than me. They have

26

" | stories, from a health perspective, a

i personal one, or in many cases both,
i that | cannot imagine having lived

{ through.

As the first anniversary of my

: transplant approached, I thought of a
i conversation | had with a friend while
i | was in hospital directly after surgery.
i | was still feeling pretty rough, but was
i inagood enough frame of mind to

i start to think about being discharged

i and to consider what | might want to

i do with this new, healthier life that

{ awaited me.

I'd seen the news articles that pop

i up every so often, featuring very

i accomplished transplant recipients. In
i many cases, they've recovered from

i near-death experiences and gone on
to climb mountains, run marathons,

i fundraise thousands of pounds and
i achieve all kinds of exceptional things.

They do this simply because they

i can, and because they want to show

i their donor families how incredibly

i grateful they are and how fully they're
i using the life-changing gift they've

i been given.

And then there's me.
Where do | fit? Was | really “sick

enough” before my transplant? Am |
i “lively enough” after it?

| was diagnosed in my mid-

twenties, so | never had to deal with

¢ this illness during my childhood. | also
! managed to finish university before |

i became unwell. My family are largely

i supportive, with the time, resources

i and knowledge to back me up in

i virtually everything | do. These are

i huge advantages.

Because the early treatment | had

{ was so effective, | was pretty

i symptom-free. That doesn't mean |

i wasn't sick, there were days when

i even the zombie apocalypse couldn’t
i have got me out of bed, let alone out
i of the house, but, compared to what
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other people have gone through, | feel
like | have had a very easy ride.

| was assessed for transplantation
with a pre-emptive transplant being
the goal. While nobody could
guarantee that this would happen, |
knew that thanks to my age, ethnicity
and otherwise excellent health, | had
fairly good odds of receiving a
transplant within a reasonably short
timeframe. While this didn't take away
my anxiety over what was happening
to me, it certainly made me aware that
I' was in a very good position
compared to many other patients.

Even though | didn't end up getting
a pre-emptive transplant, | was still
extremely lucky that beyond the initial
adjustment period, | was never
seriously ill on dialysis.

| was healthy enough to apply for
and be offered, a new full-time job just
two months after starting PD. The
same day | got my job offer | also got
my transplant call. You couldn't make
it up.

Uncanny circumstances aside, |
often feel enormously guilty. Guilty

because my “bad day” could be
i another patient's goal, guilty
i because | can work, when so many

other patients can't, guilty because
of how quickly I got a transplant,

i when I know how long others have
i waited.

Sometimes | even feel guilty that |
got the call at all. Because | did,

i somebody else didn't. What would
¢ they have done with that chance?

| know so much of this is illogical. |
understand how organ donation

i works. I know | didn't “cheat”, and
i that if  hadn't been the sickest
i potential recipient at the time, |

would not have got this kidney, but

i still, over a year down the line, I'm
i still trying to get my head around it

all.
Back to the list my friend and |
made after my transplant. It was

¢ never a "reverse bucket list” of sorts,

but it was a collection of things | felt
like | should do now | was “healthy”.

i Asif I had to prove how much my life
i had changed for the better. This list, i
i and the things on it, seemed hugely

symbolic and vitally important.
Eighteen months later, | can't

i remember what most of them were.

I think that says a lot.
In the last year, | feel like I've done

i "everything and nothing".

It's not as if I've done nothing at

i all. lwas eventually able to accept

the job | was offered the day before

i my transplant, and although I've
i since moved on from there | now :
i work full-time in a variety of different :

roles in the wider kidney and chronic
illness community, as well as

i continuing to speak and write, with
i sometimes painful levels of honesty,

about my personal experience of
kidney disease and transplantation.

i | do these things because they
i matter.

But there are no marathons here,
no mountains being climbed or

i fortunes being raised. That's not
i who | was before | got sick, and it

isn't who | am now.
Ultimately, this has to be ok. |

i have to get into a frame of mind
i where who | am, and what I do, is
i Enough. I have to stop feeling like |

need to “be more” or “do more”, as if

i these things are required as some
i kind of proof of how ill | was, how

life-changing my transplant is, and a
yardstick with which to measure my

i worth and gratitude.

That isn't how life works.
KA SUPPORT SPRING 2022
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Thanks to Holly Loughton for
giving us permission to republish
this blog post. Holly diagnosed
with kidney disease in her early
20s and since receiving a kidney
transplant, from a deceased
donor in 2016, she has been
involved in a wide range of
projects to ensure the lived
experience of people with kidney
disease is acknowledged and
valued by healthcare providers
and other relevant organisations.

Alongside speaking and writing,
Holly is the co-founder of Young
Adult Kidney Group, the Patient
Involvement Facilitator for KPIN
(Kidney Patient Involvement
Network) and an ambassador for
ESOT (European Society of
Transplantation).

Her blog can be found at
www.secondhand-life.com and
you can follow her on Twitter and
Instagram @HollyMLoughton.

27



By AOIFE SMITH

Aoife can be
contacted at
Donor House on

or
or by email:

ovid-19 has had a severe impact
on mental health throughout the
pandemic. It has resulted in
increased levels of depression,
anxiety, stress and sadness. 1in 4

. people in Ireland have reported a

- significant deterioration in their mental
¢ health, whilst 1 in 5 cited a decline in

- their general health.

When the restrictions were imposed

. | there was a need for a period of both

- mental and physical adjustments to our
- everyday lives. We gave ourselves time

- and showed understanding towards

- these very new and difficult challenges

- that we faced.

Gradually many of us got comfortable

- in lockdown, felt safe in our bubble. But
© now that the restrictions have been lifted :
- as quickly as they were enforced, a new
- set of anxieties and fears have started to :
- surface as the world gets back to
- ‘normal.

[t makes me wonder have we shown

ourselves the same kindness and given
: ourselves the same space and time we
© might need as we readjust?

ADVOCATE FOR YOUR COVID-19
COMFORT LEVELS

Part of navigating COVID-19 anxiety

and adjusting to the re-opening process
¢ is paying attention to our emotions and
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: vahdatmg them understanding what we
- might see as a COVID comfort level. So,
- whether that's wearing of masks,
¢ attending family gatherings, or doing
- antigen tests before a visit, it's important
- to understand what it is that makes you
- feel comfortable and to do only what
- feels right for you.

kL

Show yourself a level of patience,

kindness, and compassion by advocating
- for your own COVID comfort levels to be
- met by friends and family.

_ INSIDE OUR CONTROL

The pandemic may have taught many

- that we have less control than we initially
- thought, but that doesn't mean that we

- have zero-control. As we manage any

- social anxiety during re-opening, it is

¢ helpful to determine what's in our
control and what's out of our control.

It can be hard to let go of things

outside of our control, but we do have
- the ability to choose where to focus our
- energy and attention.

If we focus on concerns outside our

- control, we risk increasing our stress or
- anxiety levels. By choosing to focus on
- what is within our control, we move to a
- more proactive and productive space.

The first step in solving almost any

problem is asking ‘what can | control?'.



TAKE ONE DAY AT A TIME...

The lockdown hit our communities
quickly and furiously. This doesn't
mean we must exit as quickly. Think
about where you must go and who
you need to see.

Ask others you know about where
they have been and whom they have
seen. This may help you find your
COVID comfort level.

...JTAKE IT SLOWLY AND START SMALL!

For instance, this could be meeting
a friend outdoors for a coffee or
attending a family gathering but
limiting your time there.

It may be your essential visit to the
shops, which are now likely to be
busier. Consider the quieter times
such as early in the morning or late in
the day.

Whatever your outing, attempt to
take a compassionate, non-
judgemental look at your emotions
and any anxieties that arise during it.

Over time, you may find that
although your anxiety is coming from
a very real place, your response to it
doesn't have to be debilitating.

Take your re-entry at your pace.
Your health is your priority.

If you feel you are still unable to
manage the anxiety or fears, you can
always contact our counselling
services.

You can contact me by phone or
email. Your doctor, nurse or carer can
make a referral also.

We require a brief history so that
we can contact and arrange an
appropriate counsellor.

Donor House is an option, and if
this is not suitable you will be referred
locally.

In the countryside, the referrer will
be given a counsellor's name and
contact details. Online counselling is
also available.

CONTROL CIRCLE

Thank you to all who emailed or
called to discuss the counselling
service provided here at the IKA.

Please continue to email me at
aoife@ika.ie, with topics that might
benefit you to read about.

Your comments to me will be
completely confidential, no names
will be used, and no reference will
be made to any person or any
specific email. If there is a common
theme in the requests, | will base
the next article around that topic.

A useful tool for stress management is the control circle, which can have
a powerful positive impact on stress levels.

On the top of a piece of paper write down the situation that is causing
you stress. Then draw a circle. Inside the circle write all the worries and
stresses within your control. Outside of the circle, write all the worries and
stresses outside your control.

STRESSFUL SITUATION :
A FAMILY GATHERING

Setting time
limits for
length of stay

Talking to my
family about
my concerns

Face masks,
hand
sanitisers

Keeping
my
distance

Sitting
by the
window

Planning an
alternative
way home

Outside My Control

What other people

Unexpected

choose to do? guest numbers

This tool shows a way to explore how to gain more control when we feel
like we have none and can highlight where we may have more power than
we thought.

NEW APPOINTMENT

We are pleased to announce that following the Irish Kidney Association’s nomination, the Minister for
Health Stephen Donnelly T.D., has appointed Aoife Smith to the Consultative Council on Hepatitis C. This
appointment came into effect from March 8th, 2022 and will continue until March 7th, 2025.

Aoife is the co-ordinator of counselling services at the Irish Kidney Association (IKA). She is a fully
accredited humanistic integrative psychotherapist, and previous to her IKA role she had worked in private
practice since 2008. She was also a specialist care representative in the healthcare industry for twenty
years, during this time she gained invaluable experience working in chronic illness in the form of diabetes,
respiratory diseases, and pain management.

The Consultative Council on Hepatitis C is a statutory body set up by the Minister for Health to advise
and make recommendations on all aspects of Hepatitis C in relation to those who were infected through
administration within the State of blood and blood products.
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Play your part in the IKAS future

At the time of writing, the Board of Directors recognises that COVID-19 is still
prevalent in the community. In order to protect our patient group and avoid the
health risks associated with bringing members together for in-person voting at the
respective Branch AGMs, and to ensure that we meet our statutory obligations, the
Board of the Irish Kidney Association has opted to run postal elections in 2022.

POSTAL VOTING

Postal voting is a new process for
the Irish Kidney Association.
However, the Board and senior
management of the organisation
want to assure all members who
have the entitlement to vote, that
time and effort will be invested to
ensure that this process is clear and
transparent and produces a result

: WHAT ROLES ARE AVAILABLE?

Under our Constitution, all roles

© become vacant at each election.

- Elections are held every two years.
- There are three Officer roles at :
- individual Branch level: (Chairperson,
. Secretary and Treasurer) and each
© Branch can appoint one National

© Director to the National Board.

So, in total there are four roles to

—

- volunteers to make sure we build on
i past successes and deliver even
: more for our community into the

that is a true reflection of the voting be filled. - future.

TETRESEe Hhes WHY SHOULD I GET INVOLVED? - WHAT S THE PROCESS?

WHO CAN NOMINATE OR VOTE? : - AM | ELIGIBLE TO VOTE
According to our Constitution  Research has shown that as well - Examples

* All renal patients who are
members can nominate and shall
have one vote

* All ordinary members of at least

shall have one vote

e Associate members shall not be
entitled to vote

e The instrument appointing a

proxy shall be in writing under the - ‘
. * Gaining valuable experience -

hand of the appointer or his/her

attorney duly authorised in

writing.
All members who are eligible to
vote will receive a nomination
paper first and then a ballot paper.
Both of these will be sent by post
and will need to be returned to
Donor House, in the prepaid
envelope enclosed, by the date
specified on the paper.

Key Election Phases

- as benefitting the community,

- volunteering also benefits the

© person volunteering. Benefits can
© include:

3-year standing can nominate and | ° Giving something back to your

community or society

* Gaining new skills and knowledge

and enhancing existing skills

* Meeting new people with similar

interests

often with a view to gaining
employment

* Feeling connected to your

community

-« Making a difference in someone’s

life

* Having fun with like-minded

people

The IKA has recently adopted a new
¢ exciting strategy and needs more

. Abel "I am a renal patient and have

¢ been a member of the Irish Kidney

- Association for 2 years...can | vote?”

© Yes. In line with our Constitution,

: Votes of Members (S32), all renal

. patients shall have one vote.

- Marie: ‘I am a carer for an end-stage
¢ renal disease patient, and member for
* the last 4 years, can | vote?”

© Yes. As a person who is directly

- affected by end-stage renal disease
: and a person who supports the

© cause and objectives of the

¢ Association (4 (b)), as an ordinary

- member for more than three years

© you are entitled to vote.

© Luca: 7 am an Associate Member, can
: | vote?”

. No. In line with our Constitution,

. Votes of Members, Associate

i Members shall not be entitled to vote.

Donor House
send out nomination
forms to all eligible

30

Step 2
22nd April

Members

envelope
by 5pm

Donor House
issue ballot (voting)
paper with names of

i ' Members
m\:a?rt:ggrs return nomination Qgrﬂ'iﬁfftgg complete and count
forms in return voting papers votes.
FREEPOST in FREEPOST
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Step4
13th May

envelope

Nominated
Directors and 2
staff open ballot papers,
record and

Step 5
23rd May



Claire: “Hi, I'm 16 and would like to
become a member of the Irish Kidney
Association, can | vote when | do?”
No. Our Constitution states that
membership of the Association shall
be open to people who are over 18
years of age (S4).

Matthew: “Hi, | am visually impaired
and cannot complete my own ballot
paper, what do | do?’

Yes Matthew, you can still vote. You
can appoint a proxy, who can vote
on your behalf.

Aleni: “Hi, | became a non-patient

member in 2021, am | eligible to vote?”
No Aleni, under our Constitution you

will not be eligible to vote until 2024.

How do | nominate an individual
for arole
The nomination paper will have four
boxes. Each box will have the role
being nominated for, i.e., National
Director: Branch Chairperson;
Branch Secretary; Branch Treasurer.
If you wish to nominate an
individual for a role you write their
name into the relevant box. Please
write one name only in each box.
Permission of the nominee must
be obtained. If you do not have
direct contact details for your
nominee, please contact your local
Branch Secretary or Donor House
who will assist you.

Can | nominate myself?

Yes. If you wish to nominate yourself
for a role(s), you can certainly do so.
Please remember that you can only
nominate one individual for each
role.

Can | nominate myself for more
than one role?

Yes. Providing only one name
appears in each of the boxes.

How many nominations do | need
to get before my name appears
on the ballot paper?

We do not anticipate multiple
nominations for each role, so all
individuals receiving at least one
correctly completed nomination will
be included on the ballot paper.

If | am not aware that | have been
nominated, will | be contacted in
advance of seeing my name on a
ballot paper?

A person cannot be nominated
without their agreement. You will be
contacted by the person nominating
you to accept the nomination.

. Will I have to pay for postage?
¢ No. All nomination papers and

¢ ballot papers will be sent with a
¢ prepaid envelope with a return
address of Donor House.

- | put two names on one box in

- error, will this cause my vote to

: be discounted?

: Yes. For this role only as it does not
i comply with the voting rules of one
: name per role. If you nominated

¢ only one individual for each of the

i other three roles, then these will be
: counted and deemed valid.

- I didn’t vote for all four roles -

¢ is this okay?

- Where you chose not to vote for a

: particular role, this will be deemed

: to be an invalid vote. Your votes for
: the other three remaining positions,
¢ if you nominated one individual only
i per role (as per the voting rules), will
i be deemed valid and be counted.

i How secure will my nomination

. orvote be?

¢ Similar protocols will be adopted for
i both returned nomination forms

¢ and ballot papers. Once received, all
- will be date stamped and stored in a
: locked safe. Nomination forms and

: ballot papers will be opened,

: counted and recorded by two

i members of IKA staff. Directors from

¢ the Board will act as independent

: observers for the counting of ballot
i papers. Four counts of the ballot

i papers will take place.

Nomination and Ballot papers will

i be keptin a safe for 2 months in

i case of a post-election query.

. Thereafter they will be destroyed by
i our Confidential Shredding

¢ Company.

Will there be training?
: (i) All newly appointed Branch

Officers and Directors will receive
induction training in the early
weeks of their appointments.
They will receive notification of
these dates once appointed.

(ii) In addition, the Irish Kidney

Association believes in the
importance of ongoing personal
development so we would
envisage access to training will
increase for all Officers and
Directors over time.

(iii) It is our intention to provide

Board mentors for new Directors
where we can for the first 6-12
months.

© Appointments to the National

: Officer roles (National Chairperson,
: National Treasurer and National

i Secretary) will take place at the next
i Board meeting after the National

i AGM takes place.

The IKA is an organisation for patients and their families which is led by patients and
their families. It is important for future success in helping patients and families that
this continues. We need you to vote and consider getting more involved if your life
situation allows this.

The most up to date guidance is available on the IKA's website:
www.ika.ie/elections2022
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PAIRED-EXCHANGE PROGRAMME

(alway couple
kick-off

New Year in

cross-border

kidney
transplant
swap

By GWEN 0’'DONOGHUE

Galway couple is celebrating a

successful cross border four-way

kidney transplant swap which took

place on January 4th, 2022. Eoin
Madden from Kiltullagh in County Galway
is now enjoying a newly transplanted
kidney which he received from a stranger
in the UK as his wife Michelle (Shelly)
Tooher, has recovered from donating one
of her kidneys in a process known as
‘paired-exchange’.

The carefully orchestrated event, which
involved operations in two hospitals, in
Northern Ireland and England, was
facilitated through cooperation between
the HSE Treatment Abroad Fund, the UK's
National Health Service, the ODTI,
Beaumont Hospital and Belfast City
Hospital.

There was also impromptu support
from two members of the Police Service
of Northern Ireland who came to the
rescue as the couple’s car gave trouble
enroute to Belfast City Hospital the day
before the scheduled operations.

Eoin and his wife Michelle are the first
Irish couple this year to go through the
UK Living Kidney Shared Scheme.

On January 4th, Michelle, the mother of

three, underwent an operation to have
one of her healthy kidneys removed at
Belfast City Hospital paving the way for
Eoin to receive a kidney from a UK-based
living donor later that day.

Michelle was not a suitable match for
Eoin who had been receiving dialysis

Michelle and Eoin Madden

i treatment for over five years

i following two previous kidney

i transplants. This had led to a

: build-up of antibodies, reducing
i his chances of finding another

i suitable donor.

Michelle's kidney was then

: flown to a hospital in the South of
i England to be transplanted into an
{ awaiting patient. Later that day,

i Michelle's extraordinary deed was
i reciprocated, as her husband,

i Eoin, received a lifeline through a

i healthy donor kidney which was

¢ retrieved in England and flown

© over as ‘special cargo’ to be

i transplanted into him.

Michelle, now weighing in a little

: ..__._l

Micheﬂ with PSNI Off Aaron Chambers, Matthew Millen outside Belfast City Hospital
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i lighter minus one kidney, returned
i home within a few days of the

i operation while Eoin remained in

! Belfast for a few days longer as

i the newly transplanted kidney,

: from an unidentified stranger in

i the UK, settled in.

Two months prior to the life-

: changing transplant, Eoin, while

i shopping for Halloween

i decorations at his local

i Homestore + More at Wellpark,

i was overjoyed to receive a

i phonecall confirming that a

! suitable donor kidney match had
: been found for him through the
i UK Living Kidney Paired Scheme
i and a suitable recipient was




identified to receive a donated
kidney from his wife Shelly.

Home Store + More is pleased to
Sponsor a prize giveaway in this
SUPPORT, in recognition of the good
news Eoin received while shopping
in one of their stores. (Page 25).

The operations were scheduled to

take place just before Christmas, on
December 16th, but a last-minute
hitch after travelling to Belfast City
Hospital arose. Just after his wife
Michelle was ready to be wheeled
down to theatre to have her kidney
removed, the intended UK recipient
had become unwell and the
operation could not proceed. All
parties were stood down and a
revised date of January 4th was set.

The couple returned home to
cocoon, once again, away from the
threat of the escalating cases of
COVID-19, with their three children,
ages 3, 7 and 10. Michelle and Eoin
had taken a couple of months
extended leave from their places of
work, and their two older children
were also taken out of national
school at the beginning of
December to cocoon.

Two days after his successful
transplant operations, Eoin shared
the good news on his social media
describing how he felt like ‘A New
Man’ since receiving his kidney
transplant, his third, a lifeline that he
and his wife Michelle, who he
affectionately refers to as ‘Shelly’,
had almost given up on.

Before entering the paired-
exchange programme in the UK,
Eoin was advised that as his two
previous transplants in 2001 and
2008 which he received from
deceased donors had led to a build-
up of antibodies, the prospect of
him finding a suitable kidney was
one-in-a-million.

Eoin explained, “after Shelly was
screened by Beaumont Hospital for
suitability to donate one of her
kidneys to me, we received the
disappointing news that she was not
a suitable match for me.

“It was then that a consultant at
Beaumont, Dr. Colm Magee,
suggested that we enter the paired-
exchange programme in the UK
which, with a larger pool of donors,
might result in a suitable match,
although, with my antibody build-up
there were no guarantees.

“The scheme offers four cycles in

i Eoin post-transplant

i ayear to find a suitable match. We
i feel blessed that on the very first

¢ cycle we were entered into a

i suitable match was found for me,
i while Shelly was found to be a

i suitable match for a patient in the
i UK. We hit the jackpot first time!

i "Organ donation really is the ‘gift
i of life'. My life has been extended

i now because of three donors. | will
i always be mindful of the selfless

¢ families of two deceased donors

i who gave me many extra years of

i better health and allowing me to

i enjoy wonderful experiences

¢ including getting married to my

¢ beautiful wife who, as well as giving

i me three beautiful children, has now
¢ Hospital and the HSE for facilitating

i the process, the consultants and

i dialysis team at Merlin Park in

¢ Galway who have cared for me for

i over two decades, and the Irish

i Kidney Association (IKA) who have

i also been a huge support for many

i years. We are grateful for the

i goodwill we have received from our
i friends, neighbours, work colleagues
i and the whole community of

© Kiltullagh”.

i become a hero kidney donor.

i "We are so grateful to all the

i people who helped us on my health

¢ journey. There are so many people

i to thank. Firstly, the amazing team at
i Belfast City Hospital who do

¢ incredible work and filled us with

i confidence that we were in safe

i hands under their expert care. They

i really have a world-class team there.
£ "In 2020 in the early stages of

i COVID, as other transplanting

" Organ donation really is the ‘gift of lie’.

i hospitals’ programmes temporarily
i paused in the UK, Belfast City

i hospital performed a record

¢ breaking 101 transplants in 101

i days, and in doing so they

i significantly reduced their kidney

i transplant waiting lists.”

Keen to acknowledge the goodwiill

¢ that both Eoin and Michelle

¢ experienced, Eoin said, "We will

i never forget the kindness we

¢ received from PSNI Officers Aaron

i Chambers and Matthew Millen who
i came to our rescue when we

i experienced car trouble on our way
i to Belfast City Hospital and they

i drove us the rest of the way there.

“We would like to thank Beaumont

Continued next page

My life has been extended now because of

three donors.
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PAIRED-EXCHANGE PROGRAMME coninued

Before saying goodbye to her
husband to make her journey home
to Galway, when she was discharged
from hospital, Michelle said, “It has
been an incredible experience and
we are both so relieved Eoin's
transplant was a success. We feel so

uplifted with all the good wishes and
i Executive of the IKA, said, "We are

: delighted for Eoin and Michelle. This
{ is a wonderful example of how :
i successful cross-border cooperation
: through the HSE treatment abroad
i scheme can be. Our thanks to the

support we have received from so
many people.

“Both Eoin’s family and my family
have been unwavering in their
continued support and have given
so freely of their time to us and are

caring for our children as we recover
i ODTI, the NHS and Beaumont

{ Hospital who worked so hard to put
i this agreement in place.

from our surgeries. Our children can
now, for the first time, see their
father in a new light enjoying
renewed health away from the
restrictions of dialysis.”

In the weeks following their
operations, Eoin and Shelly did
media interviews with BBC Radio
Ulster, RTE Radio One's Claire Byrne
show and Galway Bay FM and their
uplifting story was also covered in
several national and local
newspapers also.

Eoin will participate in a webinar

i on the paired-exchange programme,
. along with Dr. Colm Magee, which

© the IKA is hosting in early May and

{ which will be publicised on the IKA's
i social media and website.

In congratulating the happy

i couple on their successful

transplant, Carol Moore, Chief

HSE Treatment abroad office, the

“Beaumont Hospital continues to

i be our national kidney transplanting
i hospital and despite challenging

¢ times during the pandemic it carried
: out 137 kidney transplants in 2021

i of which 35 were from living donors.
i However, for certain patients on the
i kidney transplant waiting list in

i Ireland, who are unlikely to be

i matched with a suitable donor, the

i UK Kidney Paired Exchange Scheme

Foin post-transplant

offers great hope.

“Last year two other Irish pairs

i were successful through the

i scheme, there was just one in 2020

¢ while pre-pandemic, three such

! paired-exchange transplants for Irish
i patients took place in 2019. There

i are currently ten other Irish pairs

i (donor and kidney patient) enrolled

i in the programme, six managed

i through Coventry and four in Belfast
i who receive financial support from

i the HSE's Treatment Abroad

. Scheme”

VIAZOOM

Due to ongoing pandemic conditions,
the national

Annual General Meeting

of the
Irish Kidney Association

will be held online via ZOOI\/I on

Saturday, July 2nd, 2022

You will be required to register in advance to attend the ZOOM AGM.
In due course details for registration to attend the meeting will be posted on

www.ika.ie

THE AGM IS ONLY OPEN TO MEMBERS OF THE ASSOCIATION
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for the IKA

Here at the Irish Kidney Association we value the thoughts and opinions of our readers. The purpose
of this survey is to find out more about what our readers like, and do not like, about our quarterly
magazine SUPPORT. We will use this information to consider some adjustments and improvements
to help make the magazine more enjoyable for you.

The completion of this survey is undertaken anonymously for the purposes outlined above. All data
collected and collated will be retained for a period of three years, in line with our Data Protection
Policy. Your participation in this survey is optional but would be appreciated.

If you are happy to participate in this anonymous survey, you can either:

SURVEY

PULL-OUT HERE

OR

QAAAQ

Complete these centre pull-out pages Complete online, which is available at
and return, by FREEPOST to: https://www.surveymonkey.com/r/DLRCJR9
SUPPORT SURVEY,

Irish Kidney Association, My

or by scanning b 5kl

Donor House, this QR Code

Block 43A, Parkwest, D12 P5V6

KA SuPPORT SPRING 2022 35



4>°
z

35@

64 DO“O

SUPPORT MAGAZINE SURVEY 2022

1. What is your gender?
O Male O Female O Other

2. Whatis your age?
O 18to 24 O 25to0 34 O 35t0 44 O 45to 54
O 55t0 64 O 65to0 74 O 75 or older

3. How long have you been a reader of SUPPORT Magazine?

O Less than 6 months O 6 months to 1 year
O 1-5years O 5 or more years

4. What type of reader are you?
O Transplant Patient O Dialysis Patient
O Kidney Disease Patient (not on dialysis or transplanted)
O Family member, carer or friend of a patient O Healthcare Professional

O Other (please specify)

5. What county do you live in?

6. What is your view of the topics in SUPPORT Magazine?
Please rate whether there is too much or too little on each topic below?

Too little Just right Too much
Cover Story O O O
Editorial O O O
COVID-19 Vaccinations O O O
COVID-19 General O O O
Sports Update O O O
Patient Stories O O O
Mental Health Advice O O O
Social Media and Information Technology Advice O O O
Holiday Updates O O O
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Question 6 cont. Too little Just right Too much
Healthcare Activity, e.g. Transplants & Dialysis O O O
Medical Consultant Advice on Topics,
e.g. Itchy Skin O O O
Social Welfare Entitlements O O O
Recipes O O O
Competitions/Giveaways O O O
Around the Branches O O O
Book Reviews O O O

Other (please specify)

7. What kind of articles would you like to see more of in SUPPORT Magazine?

8. Which of the following topics would you like to read about in SUPPORT Magazine's
dietitian article? Please choose your top 5.

O Salt O Fluid O Phosphate
O Potassium O Vitamin D O Gout and diet
O Eating Well Post Transplant O Maintaining a healthy weight

O Kidney Stones and Diet O Diet and Gut Health

9. Would you like to see more nutrition articles on any of the following?
(V' Tick one or more boxes if Yes)

O Patients writing an article with their dietitian
O Recipes
O Current nutrition research in the area of kidney conditions

10. A short animated video on ‘Salt and Chronic Kidney Disease’is on the IKA website -
have you viewed it?

QO Yes O No

11. If you have viewed the video, would you like further videos on ‘Salt and Chronic Kidney
Disease’ to be put on the IKA website?

QO Yes O No
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12. Which of the following words would you use to describe SUPPORT Magazine?
Select all that apply.

O Reliable O Useful O Interesting O Informative
O Boring O Impractical O Ineffective O Unreliable

13. How would you rate the quality of SUPPORT Magazine (e.g production and content quality)?
Very low Low Neither high nor High Very high

quality quality low quality quality quality §
O
O O O O O S
14. Overall, how satisfied are you with SUPPORT Magazine?
Very Somewhat Neither satisfied Somewhat Very
dissatified dissatisfied nor dissatisfied satisfied satisfied
O O O O O
15. Would you be more or less likely to read SUPPORT Magazine if you received it by
email, instead of a paper copy?
Less Likely No Change More Likely
O O O
16. What do you as a reader think we are doing well here at SUPPORT Magazine?
17. What do you as a reader think we could improve on here at SUPPORT Magazine?
o
E

18. How likely is it that you would recommend SUPPORT Magazine to a friend or colleague?

Not at all likely Unlikely Neutral Likely Extremely Likely
O O O O O

19. Do you have any other comments, questions, or concerns?
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By GWEN 0°DONOGHUE

1e greatness within

David had progressed from

In 2016, David Croshy from Kingscourt, Co. Cavan underwent :
a double lung transplant as a result of a devastating lung :
condition, which claimed the lives of three of his four :

siblings.

Paul was only two when they passed away, while his brother :
Ciaran fought bravely for eleven years before his death.

he father of three's
inspirational story
caught the
attention of former
President of Ireland Mary
McAleese. In her TV series
‘All Walks of Life’ David
remembered his late
siblings’ and his parents’
fortitude in their grief.

footballer described how,
within weeks after his 40th
birthday, he would also be
struck down with lung
disease that had evaded
him for four decades but
left him fighting for his life.
The lung condition IPF
(idiopathic pulmonary
fibrosis) causes incurable
scaring of the lungs.

David recounted the
feeling of devastation for
him and his devoted wife
Katie, after receiving a false
call for a transplant as the
donor’s lungs were not

i viable, and thinking his

i final chance of survival had
i passed him by. Two weeks
! later, he received another

i call for a double lung

i transplant, which on this

i occasion went ahead, and

i saved his life.

David's profound

! gratitude to his donor and
The former Meath minor i
i deceased siblings spurred
i his determination to

i embrace the second

i chance of life he had been
i gifted.

wish to honour his

With his renewed health,

i he resolved to share his

i story as widely as possible
i to promote organ

i donation. Since his

i transplant he has given

! several inspiring talks and
i numerous media

i interviews to increase

i organ donor awareness.

Just eight months after

his transplant operation,

being at death’s door to
completing a five-mile run.
21-months post-

His sister Regina was just 7-months-old, and his brother : {'3sPlant David, together
i with thirteen friends,
i completed the New York

: i Marathon.

It was after this notable

i personal feat, that he

i resolved to make it his goal
i to become the first double
i lung transplant recipient in
i the world to complete the
i Super Six Marathon

i Majors.

Now halfway there, he

: i has completed the Berlin

I\/Iarathon in September
201 8 and the London

: : Marathon in 2019. His

i ambitions to complete the
! other three marathon

i locations, Tokyo, Boston

and Chicago, were

i hampered with the arrival
i of the global pandemic.

In late summer of 2020,

He then underwent ten
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weeks of TLI radiation. This

i treatment was successful

i in halting rejection but

i unfortunately David's lung
i function had declined from

90% post-transplant to

i 52%. David's reduced lung
i capacity heightened his

i fears of catching COVID-19
i but when he received his

{ vaccination shots it gave

i him a sense of relief and

i protection.

However, in August

: 2021, David and his

i family’s worst fears were
i realised when he had

i caught COVID-19 which

i brought him back to the

i Mater Hospital, where he
i received his transplant

i four years before, to fight
i for survival for a second

i time.

David is now learning to

i adjust to the aftermath of
i his almost fatal COVID-19
: i infection which led to

¢ David experienced another
! disappointing blow when
i he was diagnosed with

i acute lung rejection. He
i received steroid treatment i
i but this wasn't effective in
i slowing down the rejection. i

acute kidney failure and

i dialysis treatment which he
i undergoes three times a
i week.

His story of triumph

i over adversity continues...

Continued next page...
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THE GREATNESS WITHIN

By DAVID CROSBY

Here David gives his account on how COVID-19 wreaked havoc on

his body and mind, his road towards recovery, while learning how |
to adjust to being on dialysis, a consequence of the infection.

David is half way through the
“Super Six Marathon Majors’ challenge.

Super Six
Marathon
Majors

n August 2021, | picked up

COVID-19. I hoped it wouldn't be

too serious and with my good
level of fitness that | would be
strong enough to fight it.

| went up to the Mater Hospital
for an assessment and they
decided to keep me in for
observation. My temperature was
continually spiking and on some
days my breathing became
laboured, but I still thought this
would be the worst of it. Some days
were worse than others.

A week after being admitted |
thought | was improving and was
texting some of my friends about a
big championship game my local
club was in. Little did I realise that
two days later | would be put into a
medically induced coma. | got

40

L |

i severely worse, and my stats were all

going in the wrong direction.
The doctors were very concerned

and called my family up as they
: thought | was facing death.

| had to say my goodbyes to my

i children and tell them how proud |
i was of them and knowing that this
i might be my last conversation to
i have with them. It was extremely
i hard having these conversations with i
i my wife Katie and our children and
i with the rest of my family especially
i after all that we had gone through
i over the years. All we have fought to
i overcome; it all came down to this.

There were no other treatment

i options left and they were putting

i me on a ventilator to buy me extra
¢ time. The next 12 to 24 hours were
! critical but hopes were fading for a

|[KA SuPPORT SPRING 2022

i positive outcome.

| remained extremely critical, but

i stable initially, and the doctors took
i me off my immune suppressant

i drugs in the hope that my natural

% | immune system and the vaccine

i would give me a better chance to

i overcome COVID-19. | had some

| ; really dark and scary days while on
| | the ventilator.

My family including my children

were called in for a second time to
i say their goodbyes, by then | was in
i multi organ failure. The doctors were

extremely concerned. Thankfully, |

' i remained stable for the next 48

{ hours and started to show slight
i progress in a positive direction. Over
i the following two weeks | recovered
i enough for the doctors to consider
i taking me off the ventilator.

| put my faith in the doctors that
were looking after me in the Mater

i Hospital. I don't remember much of
i this time or the weeks that followed.

When | was brought back round

| | from the coma | didn't know where |

was as | felt so disorientated. |
thought | was in London or Belfast. |

couldn't speak properly, nor could |
i move my arms or legs as | had lost

15kg weight which was mostly

i muscle loss.

It was very hard for me to

comprehend what | had been
i through. I felt | should be able to pick

up where | left off and go home and
take the football teams I've been

i training out onto the pitch, because |
i thought there was nothing wrong

i with me. It took me a while to get my
i head around all of this. As you can

i imagine | had a lot to think about

¢ with my lung transplant, being back

i on oxygen, the weight loss, and no

i strength.

Unfortunately, my kidneys failed

i while on the ventilator and initially |
i was on dialysis 24/7 and then it was
i reduced to three times a week after
i a number of weeks.

This was a whole new unknown

area for me and many of you reading
i this will know more about it.

At the beginning | found it hard to

accept this setback and understand
i the process of dialysis.

COVID-19 took a huge toll on me

both mentally and physically. | had to
i adapt to a new daily routine in my



David was selected to briflg the tricolour through the parade af the -

New York Marathon witlilhis friend and pharmacist David McNally-ji

life and understand how important
dialysis is as part of it.

It took a while for me to build-up
my strength as | had to learn to walk

again and talk again but at least | had

a chance.

| went through some very bad
days in hospital trying to figure out
what had happened to me, but |
knew from my previous experience
of my lung transplant that the only
way to get through something like
this is to figure it out, work with what
| can do, and not fight it. | followed
doctors advice and slowly recovered.

Every little step forward was a step
closer to getting out of the hospital.

All that | could focus on was
getting home to my family, looking
out my own window and enjoying the
comforts of being in my own home.

After a lot of pain, despair and
frustration, over a period of nine
weeks and three days, | finally got to
leave the Mater Hospital. | will never
ever forget that important day of
departure because there had been
times that | thought | might never
leave there or even survive.

| did fight, | did gain weight and |
did figure out the dialysis. | did my
rehab every day, | took my
medications on schedule, and |
continue to follow my renal diet
strictly.

To say that | have so much

! appreciation for the

i nurses and staff in the
i Mater Hospital is an

i understatement. They

i were not only amazing
i to me, but to my family
i also. They keptin ;
! constant communication |

i with them as visiting was
i restricted. They checked
i in with my wife to make

i sure she was coping and
i minding herself.

| am home now and

i recovering and | am attending

i dialysis treatment at Cavan General
i where staff are so good and

i supportive to me.

| get picked up in a taxi three

i mornings a week at 6.30am and
i dropped home by midday. Things are
i going pretty well considering all that
i has been thrown at me.

Fighting COVID-19 has definitely

been one of the hardest things I've
i been through in my life, but life is
i worth fighting for.

| still have a dream of picking up

David and his wife Katie in Berlin
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David Croshy with his wife Katie and children at Aras an Uachtardin on St. Patrick's Day in 2018
with President Michael D.Higgins and Sabina Higgins.

my Super Six Marathons'
medal and I'm not going
to give up on getting it.
I'm halfway there towards
my goal with three
marathons left to do.
Hopefully, with the
strength and fight that |
~ have inside | will
complete them. | am
) doing this, not for my
sake, but to honour my
donor, to remember my
late brothers and sister,

i and for my family who have been by
i my side every step of the way.

My family, including my wife Katie

and children, have gone through
i such a difficult time. The important
i role that the family of a patient plays

in supporting them, is not acknow-

i ledged enough, but not by mel!

Trust me when | say that | do!
Thank you for reading my story

which | hope helps make people
i understand just how important
; organ donation and the ‘gift of life’
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By ANNA HOLLINGSWORTH
PD Senior Product Manager
Baxter Healthcare

Home Dialysis

We know that the thought of starting a home dialysis therapy can
seem daunting and there are a lot of myths surrounding it. This
article is designed to clarify any concerns or misconceptions you

and your family may have about choosing Peritoneal Dialysis (PD)
or Home Haemodialysis (HHD).

Peritoneal Dialysis (PD) cleans your blood while a dialysis
solution is in the peritoneal cavity, using the lining of your
abdomen (peritoneal membrane) as a filter. Because of this,
it can be performed at home, at work, or while travelling,
either by yourself or with the support of a care giver. You can
perform PD during the day or while you are sleep, giving you
the flexibility to plan your dialysis treatments around your
daily schedule.

Haemodialysis (HD) is a type of dialysis that filters your blood
outside your body using a machine and a dialyser, which is a
manufactured filter that acts like an artificial kidney. During
HD, the dialysis machine removes a small amount of your
blood from your body through a needle or catheter, into a
continuous circuit. The dialyser then cleans your blood,
removing waste, toxins, and excess fluid. Finally, your clean
blood is returned to your body. HD can be done at home
(HHD) giving you the flexibility to adjust your treatment
schedule around your daily activities.
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“There is no support for
me at home if things go

wrong”
FALSE!

During training, home dialysis nurses
teach a person everything they need to
know to self-care independently and to
problem solve. Your nursing team
keeps in regular contact with you to
discuss your therapy. Help is as close
as a telephone call with a 24 hour/7
day a week helpline to support you. If
you choose PD your dialysis machine
sends therapy data to your hospital
every day so your clinical team can
review and make changes if necessary.

Currently in Ireland there are people
on home dialysis ranging from young
babies to some over the age of eighty.
Training is individualised to each
person. You will not have to perform
dialysis at home by yourself until you
and your Healthcare Team feel you are
ready and even after this, remember
you will not be alone with your
treatment. There are no age limitations
to perform PD or HHD.

Home dialysis is too
complicated, I'll never
be able to learn to do it
myself!

FALSE!

“l cannot do HHD

\ because | could not put
J a needle in my arm”.
FALSE!

Self-needling can seem to be the most
stressful part of the HHD therapy.
However once a person learns to self-
needle, they will tell you that they
would prefer to do this themselves
rather than have anyone else do it!
During training self-needling is taught
and it's not difficult to learn. PD does
not require any needles.

. “Iwill be forgotten at
| home”

J FALSE!

If you choose to do home dialysis you
will never be forgotten. Speak to your
renal nurses about what their routine
is for contacting home patients. In
some cases, home dialysis nurses will
visit you at home. Others will phone
you to see how you are doing. You will
also be seen regularly by your renal
doctor and perhaps your GP. If you

choose to do PD, remote patient
monitoring in your machine sends
daily therapy data to your hospital.
Your clinical team will review this data
and will call you if there is anything to
discuss.

. “llive in a rented house
I can't do home
dialysis”

FALSE!

Living in a rented house doesn't
exclude you from doing home dialysis.
If you choose PD you will not need to
make any modifications to your home.
If you choose HHD, you will need to
ask permission from the landlord for
the homecare supplier to install
electrics and plumbing. Many
landlords in Ireland have had no issues
with people making these minimal
modifications although some may
require this to be reversed if you
decide to move house, but this will be
supported by your homecare
supplier.

“l need a lot of room in
my house to do home
dialysis”

FALSE!

Home dialysis can be successful even
in small homes. It is true that you will
need room to store your dialysis
supplies, however, suppliers can
provide weekly, fortnightly, or monthly
deliveries to suit your lifestyle. You do
not need a totally separate room to
perform your dialysis. Depending on
the type of PD you choose, it can be
performed in your bedroom at night
while you sleep or any suitable room in
your house during the day. Some
people who have chosen HHD perform
this in their living room or it can also
be done during the night whilst you
sleep. Your home dialysis nurse can
advise you on this.

“Patients on dialysis
can no longer travel”

FALSE!

You can continue to travel when you
are on dialysis, but it takes some
planning! If you are on PD, dialysis
suppliers provide a Travel Club which
will arrange to ship your supplies to
your destination. Most PD machines
are portable and come with a travel
case. If you are on HHD, your clinical
KA SupPPORT SPRING 2022
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team can arrange dialysis sessions in
certain hospitals abroad. Some
people on PD and HHD have even
had dialysis on cruise ships sailing
around the Caribbean!

“Home dialysis
| patients don’t have
/ the time or energy to
* work”
FALSE!

Many people who are on home
dialysis continue to work, go to
school or college and are active
members of their community. Home
dialysis provides flexibility allowing
you to continue to work if you
choose to and live a full and active
lifestyle.

\ “Dialysis patients have
no say in their

4) FALSE!

treatment”

As a patient you have a great deal of
control over your treatment choice.
Choosing the right treatment for you
should be a shared activity with you,
your family and your kidney doctor.
Shared Decision Making is patient
engagement and empowerment in

the clinical consultation allowing you
to choose suitable treatments for
your clinical condition, lifestyle, and
social circumstances. If you choose
home dialysis you will be trained to
be proficient in self-caring at home
giving you the freedom and flexibility
with your dialysis schedule whilst
always being supported remotely by
your clinical team.

"

As you are self-caring at home you
have more freedom and flexibility
with your dialysis schedule. If you
choose Automated Peritoneal
Dialysis (APD) your machine will
perform your dialysis whilst you
sleep at night leaving your days free.
Continuous Ambulatory Peritoneal
Dialysis (CAPD) takes place up to four
times during the day with each of
these exchanges lasting only 20
minutes. If you are on Home
Haemodialysis (HHD) you may
choose to have your dialysis at night
whilst you sleep, this is known as
Nocturnal dialysis. Or you may prefer
to do short daily dialysis for a few
hours at a time.

“Home Therapies are
very time consuming”

FALSE!

If you require further information on dialysis treatment choices and kidney
health please visit: https://mykidneyjourney.baxterhealthcare.ie

If you get any side effects from home therapies, talk to your
doctor, pharmacist or nurse.

Reporting forms and information can be found at
www.hpra.ie/homepage/about-us/report-an-issue
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ACCOMMODATION TELEPHONE
BOOKING HOURS

087-4169907

As hotels get busier (though this may
change again with COVID-19 cases
increasing), make sure to ring the
Renal Support Centre staff, as soon
as you receive your hospital
appointment, so we have a better
chance of making a room booking for
you. Recently we had a situation
where the Clayton Hotel was full.

ROUTINE APPOINTMENTS

The accommodation phone line is
now open: Monday to Friday 9:30am
to 5:30pm.

EMERGENCY APPOINTMENTS

For unplanned appointments,
emergency visits or even the very
welcome call for a transplant, the
phone line will be open on an
emergency basis only from Monday
to Friday: 7pm to 10pm. Saturday,
Sunday and Bank holidays: 12pm to
4pm.

If the phone goes to voicemail, just
make sure you leave a message
saying you need accommodation that
night and we will do our very best to
book you into a hotel room, liaising
with Beaumont hospital staff as
needed.

WINTER PRIZE GIVEAWAY WINNERS

Thank you to DUNNES STORES for
generously sponsoring 10 x €50 gift cards
as a prize giveaway in the
Winter issue of SUPPORT.
Congratulations to the winners:
Jackie Enright, Co. Limerick
Harry Ward, Co. Dublin
John Lacey, Co. Kilkenny
Aine Hayes, Co. Waterford
Caroline Horgan, Co. Tipperary
Eloise Cryan, Co. Tipperary
Colette Stephens, Co. Galway
Mary O'Rourke, Co. Louth
Eileen O'Driscoll, Co. Cork
Ann Nolan, Co. Longford
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BY FIONA AHERNE
PATIENT SUPPORT MANAGER

~ Are you worried about energy costs?

n the IKA we are acutely aware of

the impact that rising energy

costs are having on many

households. This significant rise
will lead to challenges in meeting
the costs of gas and electricity.

On February 10th, 2022, the

Department of Finance announced  Apply You may be able to receive an Exceptional Needs Payment
two financial measures to support from your local Social Welfare office if you satisfy the means

households. test. This applies to prepayment customers too.
1. an increase in the energy credit

to €200 including VAT, to be paid Reach Out Reach out to advice services like MABS who can help you with

Engage Get in touch with your energy supplier - they can work with
you to find a solution if you are experiencing financial
difficulties. Under the Energy Engage code, you will not face
disconnection if you
* Are engaging to pay back arrears as part of a payment

plan or have agreed to install a prepayment meter

in April 2022 to every budgeting and debt advice, including related to energy costs.
household. See www.mabs.ie or call 0818 07 2000.

2. alump sum payment of €125 on . o :
the fuel allowance was paid in Switch Switching supplier may help you get a cheaper deal. Check out
March 2022 to social welfare www.cru.ie/home/switching-supplier/ for more information.

recipients who are entitled to

Register If you are registered as a vulnerable customer on age or health
fuel allowance.

On vour rieht is some 2ood advice grounds, your supplier will not disconnect you in winter*, but
giveﬁ by oﬁr colleague% St you must have notified them of this.

Vincent de Paul (SVP) for people *If you are critically dependent on electrically powered equipment,
who may be experiencing difficulty. you will be protected throughout the year.

If you are struggling with energy costs, reach out to your supplier and support services, like SVP and MABS,
who will help you come up with a plan.

¢! maos

Money Advice & Budgeting Service

=.», 1he Money Advice and Budgeting Service (MABS)
is the State’s money advice service, guiding people
through money matters for 30 years.

S

’”Mmu aw®

7992.202% ‘

FREE, CONFIDENTIAL AND INDEPENDENT

HOW MABS HELPS ABOUT MABS

MABS advisers provide advice on managing money and help The advice is free and provided by qualified professionals, in
people deal with a wide range of debts. The service is available more than 60 locations nationwide. Advice is also available
for everyone, regardless of their financial circumstances. online by chat on mabs.ie or call the national helpline. The

Common types of client queries include, but are not limited to: | service is non-judgemental, confidential and independent.
Mort_gage & Rent Arrears © Budgeting S Call the national helpline on
Credit Card Debt Incc?me MaX|m|sat|on ° 0818 07 2000 Monday to Friday, 9am to 8pm
Personal Loan Debt Saving Tips  _ . .
helpline@mabs.ie

Utility Arrears Court Fines
Legal Moneylenders mabs.ie for more information and to chat
to an adviser online.

Follow MABS info on... X by
o 0 ] ] A Funded and supported by the Citizens Information Board
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SPORTS UPDATE _

By COLIN WHITE

] 4 "
: m TENPIN BOWLING

S I e 0 e The World Transplant Games Federation has established a
i Virtual Tenpin Bowling competition that is an opportunity to
! engage with the wider transplant community internationally.
i The rules of tenpin bowling are very straightforward and
i whilst some will want to compete, the event is open to all to

he weather is improving and the days are i participate.

getting longer so the opportunities to shake off i  You can involve your family in the competition too. The

2
g/
L 4

the winter cobwebs and perhaps address the i flyer below gives all the details.
'‘COVID curves' are becoming more frequent.
Upping your level of physical activity may involve i ISR VI T LI
working on waking up a garden after its winter i
slumber, scheduling regular walks into your weekly
diary or re-engaging with your favourite sport(s).
As we all know, but it is no harm reminding
ourselves, if you have not being active for some time, e LT

make sure you build up your level of exertion in 8 WORLD TRANSPLANT VIRTUAL TENPIN CHALLENGE
stages. There is nothing more discouraging that re-

) ) . . . : Join your fellow bowlers in this fun and challenging sport, flex your bowling skills
engaging with regular phySICal activity and getting for the next Summer Games in Perth 2023, or just get out and have some fun with
overtired or getting an injury. family and friends.

We also have to remember that we are all getting | [ECEIREECIIENE

« The Challenge will run from 15 March - 15 May 2022

older so some of our bodies may not be up to the - Open to everyone: Transplant Recipients and all Community Supporters

- $10 per registration

rigou rs we may have put it th rough in the past' |f you - Registration stays open for the entire duration of the challenge

- Take part in our fun challenges and win some prizes

are making a conscious effort to re-introduce regular | | E R

physical activity into your day or you are looking to | |l FORMAT:
. .o . H INDIVIDUAL - The challenge is a THREE GAMES SERIES for both
Up your amount Of phyleal aCt|\/|ty It can alWayS H - Transplant Recipients - Male & Female individuals and pairs (you must bow three
! H - Transplant Community Supporters — Male & Female consecutive games in one session at the same bowling
help tO ha\/e a tra”"ﬂng - Age categories will be determined by the number of entries alley) and submit your scores for all 3 games at once

e AVERAGES CHALLENGE:

- Submit a minimum of 3 different bowling sessions
scores to qualify for this competition

- Each bowling session must still include 3 consecutive
scores

- Applicable ta individuals only

lbUddy, as yOU can mOtivate eaCh Other and : - Register as a single entry & email WTGF who you are partnering with
celebrate new ach|evements together Rl G et

- All pairs can be mixed (any category, any gender, any age)

HOW TO PARTICIPATE:

+ Register for the Challenge HERE in your category

+Take a picture of yourself playing to submit with your score
+ Submit your verified scores online (printed copy or photo of your on-screen score)
« Play as many sessions as you like during the challenge & submit multiple scores
+Your best scores will override all previous scores

SCORING:

- Bi-weekly Leaderboards will be distributed on social media and on the WTGF website

- At the end of the challenge, the highest combined score in one bowling session (3 consecutive scores) in each category is
the winner

For more information and to register - visit www.wtgf.org/tenpin

LETS BOWL - EVERY STRIKE IS AVICTORY!
www.wtgf.org/tenpin
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WE ARE VIRTUAL AGAIN FOR 2022!

{
{
/ <P

Walk, Jog or Run 2.5km, 5km or 10km in your local area to
support the Irish Kidney Association’s third virtual Run for a Life.
Raise funds for the Irish Kidney Association and awareness of the
importance of organ donation. Challenge yourself and friends, and
have fun taking part. As the event will run over eight days you can
enter as many times as you like by registering each time!
There's a registration fee (adult €10, child €5, family of 4 €25) and

Betvveen Saturday, 21st and Sunday, 29th May we invite you to

you can select to be included on a leaderboard for your chosen
distance via a link you will get when you register. You can also share
photos of your endeavours on social media - using #runforalife

To order an IKA t-shirt and register visit www.ika.ie/runforalife

he European Championships

are held every second year and i

the World Transplant Games
are held in the alternate years.
These are the primary events for
our sports programme each year.
The events are one of the key

organ donor awareness activities of |

the Irish Kidney Association (IKA)
each year as our involvement on
the international stage gives us the
opportunity to showcase the
importance and success of organ
donation for transplantation.

An exciting side of the European
Championships is the opportunity
for people on dialysis to travel to,
and take part in, an international
week-long event where
haemodialysis is provided by our
hosts.

It's an opportunity to be part of a
diverse and very positively minded
group of people who enjoy sport.

If you are competitive, there will
be plenty of competition from the
20+ countries that will be there and
if you are more interested in

If you Would like to find out more you can check out:

camaraderie there will be plenty of
i opportunities for that both within
i our team and with other teams too.

The ethos of our team has always

of one's ability. Your finishing

i position is secondary from the team
i perspective. Set your own goals, give
100% commitment and the team will

support you.

There is a great range of sports

! from the skill-based ones like darts,
i tenpin bowling and petanque

i (French boules) to the more physical
i ones likes badminton, cycling and

www.etdsf.org

i swimming.

With competition based on age

categories (ten-year-age bands) you
i will be alongside your peers.
been one of participating to the best

At the time of writing, the Board

of the IKA are reviewing the safety
i of sending a team to the European
i Championships.

When the IKA re-starts its

i in-person activities we will be
i re-starting our open sessions in the
i ALSAA Sports Complex next to

Dublln airport (www.alsaa.ie).

- By COLIN WHITE

www.transplantsport.org.uk/european-transplant-and-dialysis-sports-games-2022
www.transplantteamireland.ie
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BY GWEN 0’'DONOGHUE
and Michelle & ‘ S— —— livia's Hair Studio in
Moore withsons " L . | P —~ Baltinglass, Co Wicklow
REK argeino | 4 \ ' : held a successful organ
donor awareness and
charity event. It raised
over €5,100 for the Irish
E K|dney Association (IKA), which
i was thanks to the
i extraordinary support and
i generosity of the local
: community.
© Salon proprietor Olivia
: Donegan and her staff were
: motivated to provide free hair
: blow dry services as part of
! their ‘Give All Day’ charity last,
: to demonstrate their support
: for staff hairdresser Michelle
i Moore and her husband Mark
: who is a dialysis patient.
i Olivia said, “The staff at
: Olivia's Hair Studio were
: delighted with the success of
: the ‘Give All Day’ event which
: we organised to show support
: for our valued member of staff
i Michelle Moore and her
husband Mark who undergoes
dialysis treatment.
“They are a lovely couple
with two young sons. We felt
hat the best way to show our
empathy was to do a
fundraiser for the IKA, the
charity which provides support
o patients like Mark who have
: kidney failure.
i "What started out as an
i idea for an event where our
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staff would donate their
services by offering free
blow dries for a day, with
donations in lieu going to
the IKA, grew into
something much bigger!

“We were positively
overwhelmed with the
support and goodwill of
the whole community of
Baltinglass, including
individuals and businesses
alike.”

Michelle said, “I can't
thank my colleagues
enough and the whole
community for their
incredible support. So
many people called in on
the day to get their hair
blow dried and | loved
being able to soak up the
atmosphere while chatting
to punters as they left
happy with their crowning
glory but not before
donating to the cause.

“Mark and | were so
uplifted to observe the
goodwill and kind
heartedness of everyone
who came behind what
turned out to be a hugely
positive and fun event
enjoyed by all ages within
the community.

“Not only did the event
raise funds for charity, the
IKA, but it also heightened
awareness of why organ
donation is so important
for people with kidney or

people picked up organ
donor cards on the event
day which were
prominently displayed in
the salon, a pharmacy and
other local businesses.”
Michelle continued, “|
was full of pride and
gratitude when the team at
Olivia's gathered to present
Michael Dwyer from the
Dublin East/Wicklow

kidney transplant recipient,
with a presentation
cheque for a grand total of
€5,152.75".

Michelle explained, “My
husband Mark was

: diagnosed with polycystic
: kidney disease when he

: was 11-years-old. It had

: been picked up by chance
: when he was admitted to
: hospital for something

i else. .
i "His late father had been
 receiving dialysis before he  ahalf”
i passed away at the young
i age of 61.

e: (L-R): Rebecca Donegan; Olivia Donegan (salon owner);
ia m__l.uwlor and Bernie Kelly.

== Bankof Ireland

v IRISH Kioney Assccimmon
Five Thousann One Hunokes + Fipry,

e Do oz

€5152 75

Ahio Lurp ANb TS cevr |

“Mark who is 34-years-

i old has been undergoing
¢ dialysis treatment for over
i ayear. He had been

: travelling to hospital three
i times a week for

i haemodialysis treatment

i and he found it very

¢ difficult, and it left him

i feeling very tired.

other organ failure. Lots of

“However, in recent

: months he has been

: receiving peritoneal

: dialysis at home which he
- undergoes for eight hours
: throughout the night, every
! night. This has been 5
: working extremely well for
i him, he has fewer side

i effects with it, and he was
: able to return to work in

i February 2022. His

i employers, Pfizer, have
branch of the |KA, himself a been very Supportive
¢ throughout his illness.

He was accepted onto

: the transplant waiting list

: in January this year. We

i remain hopeful that he will
i receive a call soon which

i will pave the way for a
i better quality of life and

¢ renewed health for him so
: he can enjoy a normal

: family life with myself and

i our two children, Ollie who
: is one and half years-old

y .

and Noah who is three and

Michelle concluded by

: acknowledging the huge

! level of community

: support for the ‘Give All

i Day’ event saying, “l want

i to thank everyone who

i helped set-up and plan the
i day.

"We are truly grateful for

! the support we received

¢ from the community

t including Armadillo Grind
i for donating all their

i takings and bringing their
: van right to our salon door,
i Hangry For Hotdogs for

: their vouchers, The Green

ichael Dwyer, Mark Moore,
negan and Michelle Moore. _‘

= Bankof Ireland

Y |
g /
¥ /

i Lemon for their delicious
i bakes, Bia Blasta for the
i soup and dinner for the
i staff, Germaines for

i cocktails and bar food for
i the staff on Friday night,

: Picture Perfect Crafts

i Ireland for supplying the

: fabulous balloon arch at

i our door and sweet packs
i also, Horans, Pattersons,

! Baltinglass Credit Union,

: Baltinglass Pharmacy,

i Burkes newsagents, and

¢ the staff from Quinn’'s, and
i not forgetting all the

: individuals who showed up
i on the day to support the
: cause and those who

i donated generously for

: their blow dries and other
i goodies.

“Mark and | feel
privileged to be part of

- such a wonderfully
i supportive community”.

B . IRISH Kioney Azsecmtion
| Five Theosn O fmeren ¢ FiFry

B Ao Furs AMp 75 cenT

@
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Kidney Diet Resources Available Online

2021 saw the
production of two new
information resources,
for people affected by
chronic kidney disease,
on the topics of salt
and phosphate.

By IRENE CRONIN
(CLINICAL SPECIALIST RENAL

DIETITIAN)
Cork University Hospital
on behalf of the Renal Interest

INDI' Y

Irish Nutrition +
Dietetic Institute
Renal

SALT VIDEO

nJanuary 2021 a short animated video on how to follow a reduced salt diet to
Idelay progression of chronic kidney disease was launched. This project was the

result of a collaboration between the renal multidisciplinary team in Cork
University Hospital, representatives from the Cork branch of the IKA and the
Health Innovation Hub Ireland (HIHI).

The video explains how reducing salt intake can help in the management of
blood pressure and reduce the amount of protein in the urine. Improving these
can help to slow down the progression of chronic kidney disease.

HOW TO REDUCE SALT IN YOUR DIET
The video shows that most of our dietary salt comes from manufactured food
products.

15-20%

Discretionary salt added

to cooking meals
15%

Naturally occurring in
non-processed foods

Manufactured food
products
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The video also explains how to check :
a food nutrition label to see if the
product is low, medium or high in
salt using the traffic light food
coding system.

So mostly choosing brands with a
green or orange circle for salt on the
front of the packaging is the best way
to reduce the daily intake of salt.

Our IKA representative Sheena
McDonagh, was central to ensuring
that the information provided was
practical and straight forward.
Additionally a focus group of IKA
Cork branch members reviewed the
video and gave valuable feedback.

The salt video was endorsed by :
the Renal Dietitians Interest Group of
the Irish Nutrition and Dietetic :
Institute (INDI) and is available to
view on www.irishkidneydiet.ie and
on the IKA website.

Low Salt
per 100g food

5 UNDERSTANDING FOOD LABELS

Medium Salt
per 100g food

High Salt
per 100g food

[t can also be seen on the Cork
University Hospital website at

: https://slide.incareview.com/salt-
: intake/ where in addition to the salt
¢ video, there is a salt checking app

: which shows whether commonly

: eaten foods are low, medium or high
L insalt.

While the video was developed for

people with early chronic kidney
i disease, it is helpful for anyone
i advised to follow a reduced salt diet.

PHOSPHATE [P0, ] VIDEO

n summer 2021, the CUH renal
Idepartment, along with the Charity
Office in Cork University Hospital,

granted funding to the renal
dietitians to produce a second video
on the topic of ‘How to follow a low
phosphate diet’. This was a
collaboration between the renal
dietitians in CUH, a national team of
renal dietitians representing the .
Renal Interest Group, INDI (including
Beaumont Hospital, University of
Limerick, Mater Misericordiae
University Hospital, Tallaght
University Hospital, Beacon Renal
Drogheda) and patient
representative Frances O'Shea from
the IKA Cork Branch.

Once again the IKA was
instrumental in supporting the
project and ensuring the final
product was clear and informative.

A low phosphate diet is
recommended in advanced chronic
kidney disease when blood
phosphate levels are high over
several blood results.

The dietary information for the
video was taken from the new renal

need to follow a low phosphate diet,
: ask your renal consultant or renal
¢ dietitian.

a low phosphate diet, this video
¢ outlines the 4 steps to take.

: food industry commonly uses

: phosphate additives to improve the
: texture and appearance of foods.

i This type of phosphate is easily

i absorbed into the blood. Itis :
i important to check food labels and if
¢ the ingredients contain the word

: phosphate, check different brands
i and choose the brand that doesn't
i contain the phosphate additive.

i Check also for the ingredients

i lecithin and ribonucleotides which
i are also phosphate additives.

¢ diet sheet *Eating Well for your
: Kidneys’, launched by the Renal
i Interest Group, INDI in 2020.

If you are unsure whether you

If you have been advised to follow

The video focuses on step 3. The

Some E Numbers are phosphate

additives (see list opposite). It is
¢ important to avoid products that
i contain any of these E Numbers.

o T0 FOLLOW
—
o= .
Eat right amount ’ 5| Avoid foods that are
of protein high in phosphate
/

=

Avoid phosphate |
additives

rJ

V

&
_ |-

You may need to take
phosphate binding
medication with meals

The video is available to view on

i the Cork University Hospital YouTube
i channel

¢ (https://www.youtube.com/watch?v
: =qB600G66WKI) or ask your renal

: dietitian for it. It will soon be

i available to view on

¢ www.irishkidneydiet.ie

Feedback for both videos has

i been very positive. It is hoped that
i future funding will result in the

¢ production of further education

: videos on topics which people

: following a diet for their kidneys or
i post-kidney transplant identify as

¢ being of help.

Further information on a kidney

: friendly diet can be found on
. www.irishkidneydiet.ie

PHOSPHATE E NUMBERS

E322 E101(1l)
E338-341 E1410
E343 E1412-1414
E450-452  E1442

E442 E541
E626-635

AVOID BRANDS WITH
ADDED PHOSPHATE
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Family’'s memories treasured

By
GWEN O'DONOGHUE

PADRAIC BREHON (right), who was due to receivt
kidney from his brother Liam. The Roscommeon bF b
may now have lo wait another year for the BBON |
be of the el the National Kidn
Transolant Unit. i
Pauric and Liam Brehon, prior to their transplant operations,
make headline news in 1985.

'_“ ) o
;‘- ; “.‘ 4

kate for the first time in 22 encouragement eventually
€ars gained fruition two years ag
I“or most of the vears af his and the wedding in Curraghro

Pauric and Siobhan on their wedding day in 1986.

Siobhan and Pauric at their 35th wedding anniversary celebration

in 2021.
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Pauric Brehon (Curraroe, Roscommon), his sister Ann Nolan (Laneshoro, Longford) and kidney donor brother
Liam Brehon (Weston, Lucan, Dublin).

It was thirty-eight years ago when two brothers in a large Roscommon family of nine

siblings underwent a living donor kidney transplant. Pauric Brehon is still enjoying
good health and the successful longevity of the donor kidney he received from his
youngest brother Liam who was just 22-years-old at the time. Liam who is now

60-years-old is also in good health.

The family dedicate this article to Pauric’s son Cormac who passed away in late
2021 as they treasure one of his notable achievements as a child, a prize-winning

essay about his father’s health journey!

auric and Liam's successful
living donor kidney transplant
operations took place at the
old Jervis Street Hospital in
Dublin on July 17th, 1984. This
momentous event followed a
frustrating delay for the brothers
with the temporary closure of the
kidney transplant programme.

The two brothers did media
interviews, including with RTE TV's
Today Tonight, about the uncertainty
of when their transplant operations
would proceed. Pauric had
previously received two kidney
transplants from deceased donors, a
year apart, but unfortunately, he
suffered rejection with both donor
kidneys. This created a high build-up
of antibodies greatly reducing the
prospect of a successful outcome if
another deceased donor kidney was
found.

Fortunately, the hiatus was short-
lived, the transplant programme
resumed paving the way for the
Brehon brothers’ living donor kidney
transplant to proceed.
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Pauric, the second youngest in

i the family of eight surviving brothers
i and one sister, had been diagnosed
¢ with kidney disease when he was

{ 15-years-old. His condition quickly

i progressed to end stage kidney

i failure.

Following two unsuccessful kidney

i transplants from deceased donors,

i his youngest brother Liam came to

i the rescue. While Pauric’s other

! siblings were disappointed that they
i were not suitable kidney donors for
i their ailing brother, Liam was waiting
i in the wings until he came of age

i and was deemed to be a perfect

i match.

Their sister Ann Nolan, a nurse

: with GP service Midoc, who is living

: in Lanesborough, County Longford

i with her husband Paddy, recounts

i the impact of Pauric’s health journey
i on the family including his late son

i Cormac.

Ann remembers her brother

Pauric's health struggles and his joy
i when he married his childhood
i sweetheart Siobhan Cattigan in



1986, two years post-transplant.

Well before they wed in the early eighties, the couple’s desire to
support other patients in kidney failure drove them to helping
establish the Roscommon branch of the Irish Kidney Association.

They welcomed their son Cormac into the world in 1991. Ann
describes her late nephew Cormac as being ‘a miracle baby’ due to
the many years his parents longed for his arrival.

Four years after coming to the rescue of his brother, kidney
donor Liam married Peig Donnelly, also from Roscommon, in 1989.
Since then, they have lived in Dublin. They were blessed with one
son, Niall, who is now 30.

Cormac was to be Siobhan and
Pauric's only child, but tragedy
visited last year when he passed
away suddenly at the young age
of 29.

While heartbroken, his parents
treasure the memories of
Cormac’s childhood including him
winning a prize for his written
account of his father’s struggle
with kidney disease and the joy of
his successful transplant.

Ann describes how Cormac’s
parents were bursting with pride
when, at the age of eleven and in
5th class, they travelled with him
to Boyle, in Roscommon to witness
Cormac receive his accolade for winning the Junior Writer of the Year’
title by the Roscommon Herald.

His winning essay Your Health Is Your Wealth’ was written by
Cormac while in the classroom, without any coaching from his
family, as he wrote about what he had heard about the trials and
tribulations of his father’s kidney failure journey. It demonstrated
that despite his young years, Cormac was a good listener and had a
deep awareness and understanding of the impact of kidney and
organ failure.

His empathy shone through in his essay as he remembered the
two deceased donors who “had to lose their lives in order to donate
their kidneys. Also, no money could compensate their families for their
loss”.

In his writing he displayed a deep sense of gratitude for his
father’s ‘gift a life’ and also a sense of humour as his essay
concluded “My Dad'’s Health is my Wealth because only for my uncle |
may not have been born and what a sorry place the world would be
without me. The moral of the story is Health really is ones Wealth”.

You can read Cormac's unedited story here.

The late Cormac Brehon, RIP

Cormac with his award for ‘Junior Writer of the Year'
KA SupPPORT SPRING 2022

HEALTH IS WEALTH

This Is a true story
By CORMAC BREHON

hen my father was born, he was the second

youngest of seven brothers (one who died

around three months after he was born) and

one sister. He went to Curraghroe N.S. which
is closed down now. He played in backs for the school
team. He went to secondary school in Lanesboro, but
he got very sick. His brother told his teachers he was
very sick. He had kidney problems.

His friends knew he would not be coming back to
school after visiting several times and the teachers,
staff and Principal knew it as well. After a few years he
was back on his feet. But his problems weren’t over
yet. Dad started to get worse but this time it was a lot
worse than before, almost fatal. His kidneys got
worse. He spent some weeks in hospital in Dublin. The
doctors explained to him and Beatrice and Pat, his
parents, what lay ahead for dad. They told him that
his kidneys no longer functioned properly, and he
would have to go on dialysis three times weekly to
cleanse out his blood.

This meant he had to travel to Dublin three times
weekly just to keep his bodly alive. After some time, he
was put on a transplant waiting list. So, he had to be
patient and wait for the call. This came unexpectedly
in the middle of the night in March 1980 when Gardai
called to the house and said a kidney was available in
Jervis St Hospital and to get there as soon as possible,
which he did, but alas it was not to be. Dad rejected
the kidney after two weeks, so it was back to dialysis
again. Life carried on until July 1982 and Dad got the
call again. But as before Dad rejected the kidney
again. Things were not looking good for Dad. His
family had all been tested to see if they were suitable
to donate a kidney, but the news was not good on
that front. His youngest brother had not been tested
but he decided nothing ventured nothing gained. His
brother’s test proved that he was an identical match
for Dad. It was up to his brother to decide whether or
not to donate the kidney as there is a risk to every
operation, but his brother decided he could give Dad
the ‘gift of life"

Dad and his brother appeared on Today Tonight
to highlight the problems of kidney patients. The
operation went ahead, and all was successful and
eighteen years down the line | am here to tell Dad’s
story. My Dad is very grateful to the first two donors
who had to lose their lives in order to donate their
kidneys. Also, no money could compensate their
families for their loss.

As my Dad says, if | won the Lotto in the morning
My Health is still my Wealth. My Dad’s Health is my
Wealth because only for my uncle | may not have
been born and what a sorry place the world would be
without me.

The moral of the story is Health really is ones
Wealth.
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Kerry IKA volunteers Brendan Herbert (left) and Elsie Moore - -
(right) at the Tralee holiday home welcoming Killaloe famiy
Nuala Conway and Denis Costello and their children

Jayden (13) a dialysis patient, and twins Denis and Isabella (4). _

pring has arrived and the good
news is the holiday season is
upon us once again. Several
families enjoyed our holiday
homes in Tralee and Killarney which
remained open throughout the
winter. Our local volunteers in Kerry
and Waterford are looking forward to
welcoming more people to the
centres in the months ahead as
holiday bookings at the Tramore
centre re-commence on April 30th.

We will operate these locations
again this year on a 5-night basis
(Saturday to Thursday) to implement
cleaning and comply with COVID-19
guidelines in our holiday homes. We
will continue to monitor all
developments relating to COVID-19
and remain committed to ensuring a
safe environment for guests.

Whilst COVID-19 guidelines have
relaxed, we ask you to continue to
comply with public health advice to
protect yourself and the medically
vulnerable and to maintain social
distancing and hand sanitation
guidelines.

Priority will be given to first-time
holiday applicants and to families
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with schoolgoing children during
Summer school holidays.

The holiday application forms are
available on our website at
www.ika.ie under ‘Our Services’then
click on ‘patient holidays.
https://ika.ie/patient-holidays/ also
your local Branch Secretary, your PD
Unit and social worker also have
form. Alternatively, you can contact
me by email at deborah@ika.ie

If you are thinking
of a holiday abroad,
your first port of call
should be either to
contact a member of
staff in your dialysis
unit or you can
contact me directly at
Donor House. Please
DO NOT book your
holiday until you are
sure that we will be
able to access
haemodialysis in your
chosen location.

Dialysis units
abroad require as

|[KA SuUPPORT SPRING 2022

much notice as possible with a
minimum of 6-8 weeks prior to
holiday commencing. This gives me
and your dialysis unit adequate time
to process your paperwork.

Any patients, who would like
advice or assistance in organising
holiday dialysis abroad, can contact
me at Donor House on 01-6205306.

Stay safe and take care.

Deborah




— ByGWENO’DONOGHUE

he Irish Kidney Association's holiday homes in Tralee

and Killarney, which are available free of charge to

kidney patients and their families, opened throughout

winter including Christmas. All credit is due to our
volunteers from the Kerry branch of the Irish Kidney
Association for managing the properties, ensuring the
houses are fully cleaned and sanitised on each changeover
and that families receive a warm friendly welcome.

A family from Killaloe in Co Clare were delighted to be
able to avail of a Christmas break away to Tralee with their
13-year-old dialysis son and 4-year-old twin siblings.

Teenager Jayden has a rare form of Nephrotic
Syndrome. He has had eleven operations in his lifetime
including open heart surgery as a baby. He has been in and
out of hospital for most of his life and for years twice
weekly visits to Limerick hospital while also travelling up
and down to Our Lady's Hospital for Sick Children in
Crumlin from time to time.

He had one of his kidneys removed in 2017 which for
about a year and a half saw his health improve but it went
downhill again and eventually he commenced peritoneal
dialysis. In February this year he had his second kidney
removed and suffered complications which required a
month-long hospital stay before being allowed to return
home. He continues his peritoneal dialysis which he now
undergoes for eleven hours at a time, seven nights a week.

Two of Jayden's uncles (Nuala's brothers) were ruled out
for living donation during the screening process, and for
one of the men it was revealed he had early stage kidney
disease which he was unaware of. The family see it as a
blessing that through screening for living donation, his
kidney disease was detected and can now be managed.
Jayden's step father Denis is currently going through the
screening process for living donation and the family is
hoping for positive news back from Beaumont Hospital
about this soon.

Jayden's mum Nuala Conway said that: “most of the time
Jayden sees the bright side in everything and that he is a
great child”. She said they were delighted to be able to avail
of a holiday away in the beautiful spacious Tralee holiday
home all decked out with Christmas decorations. Nuala
also said that it was lovely to receive a warm welcome from
IKA volunteers Brendan Herbert and Elsie Moore.

By GWEN 0'DONOGHUE

Braveman, the first comic
book by young Wexford
author and renal dialysis
patient Ben Kelly, was
officially launched at B.
Braun Wellstone Wexford
Renal Care Centre last
November. Featuring
characters such as Doctor
Invincible, Nurse Nora and
The Patients, Braveman was
created by Ben through the Waterford Healing Arts
Trust (WHAT) Arts Programme in Renal Dialysis at
University Hospital Waterford and supported by staff
at the B. Braun Wellstone Wexford Renal Care Centre.
The idea for the comic book was encouraged by
Philip Cullen at WHAT to give Ben, a huge Marvel fan, a
voice through his comic as he underwent the
transition from Temple Street Hospital, where he had
been a long-time patient, to adult dialysis services.
With Ben's vivid imagination and mischievous sense
of humour, in Braveman he has created a superhero
who is both inspirational and entertaining, while
offering the reader a rare glimpse into the challenges
and camaraderie of life on dialysis.
To request a copy of Braveman you can contact
Waterford Healing Arts Trust (051) 842664 or
what@hse.ie
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By GWEN 0’DONOGHUE

Phil and Jerome Molloy with baby Saoirse Cordial
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hil Molloy (65), from Kinnitty,

said she was given a lifeline in

August 2020, during COVID-

19, when she received a call
from Beaumont Hospital in the middle
of the night to undergo a kidney
transplant following three and half
years of dialysis treatment. Exactly a
year to the day later, there was cause
for more celebration for Phil and her
husband Jerome when, they became
grandparents for the first time to baby
Saoirse Cordial.

Phil managed to stave off dialysis
treatment until five years ago. It was
not long after her sister, Josie McGill
(who lives in Laois) came off dialysis at
the Midlands Regional Hospital in
Tullamore after being called for a
successful transplant, that Phil
commenced her dialysis treatment
there. Their sister Brigid Flaherty has
undergone two transplants, one which
lasted ten years and the second
eleven years ago which is still going
strong.

Sadly, in December 2020, Phil's
other sister Mary Murphy passed
away just over two years after her
other sister Veronica Harrington
passed away. They were predeceased
by their sister Madge who was a
dialysis patient and passed away ten
years ago.

Phil, a native of Clareen, was born
into a family of 12 children including
5 boys and 7 girls. She explained six
of the siblings, the girls only, were
blighted with the hereditary kidney
condition, Polycystic Kidney Disease
(PKD). Phil's youngest sister Bernie
Carroll (from Kinnitty) was fortunate
not to have PKD which is a disease
which causes numerous cysts to grow
on the kidneys causing damage to
kidney function which can lead to
kidney failure.

Phil described how when her
brothers and sisters were children,
the hereditary condition wasn't
known. Her father John Murphy
passed away at the young age of 43,
following years of suffering with kidney
failure. Phil's parents had her
christened ‘Philomena), after the name
of the hospital ward, St. Philomena’s,
where her father spent a lot of time as
a patient.

Phil's cousins, Michael Coughlan,
who is a neighbour of Phil's (in
Kinnitty), and his brother Christy
Coughlan who lives in Clareen, are
enjoying good health following their
kidney transplants.



Phil described the transformational effects of
her transplant and counts her blessings. She
said, “Just before my transplant | really believed |
was at ‘death’s door’. | had no energy left in me
and | felt unwell all the time. The tiredness was
crippling. My kidney donor has given me a
lifeline and | can't begin to explain the
difference to how | feel now compared to when
| was on dialysis waiting for a transplant.

“The staff at Tullamore hospital were great. |
received great care from the nursing and
medical staff including my consultant Dr Bergin
who helped me manage my condition and slow
down the progression of my kidney failure for as
long as possible.

“The transplant has changed me for the
better in so many ways, both in my physical
health and mentally. | now embrace my new
lease of life and because of it | can play an
active part in my granddaughter Saoirse’s life.

“While many of my extended family have
been blighted with PKD I thank my blessings
that both of my daughters, Pamela and Mary,
do not have the disease.

“Sadly, some members of our family have 4 :
passed away due to complications around the X - Sisters Bernie, Brigid, Phil and Josie
disease while others have lost their battles to
cancer. However, our whole ‘extended’ family
will always be grateful to the organ donors who
have given so many of us a second chance to
enjoy extended life through kidney
transplantation.”
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The writer and her family wish to remain an.ohymous. Names and some
details have been changed. The same writer's story, 'lt Happened One
Night', appeared in the winter 2021 issue of SUPPORT

twas lashing rain in Dublin City

Centre when Patrick picked me

up from work. The Dublin

International Film Festival was
on and we had booked into
Cineworld to see an Irish film about
three brothers who drive across
Ireland in search of their dying
father’s watch.

As we drove around Parnell
Square looking for a parking spot, |
asked him how his doctor’s
appointment had gone. He casually
mentioned that he had been
diagnosed with End Stage Kidney
Disease. Preoccupied with getting to
the cinema on time, it did not
register with me immediately,
although I did pick up on the words
'End Stage'.

in the cinema, | asked him “What
does ‘End Stage’ mean exactly? In
hushed tones he tells me his

By this point, the film had started

and I would spend the next 90
i minutes pondering what this ‘out of
i the blue’ diagnosis actually meant.

By the end of the film, | still had

not processed the seriousness of

¢ what he was telling me. It's almost

! like | couldn't bring myself to believe
i that whatever he had was that bad

i and that he would have to start

i dialysis immediately’.

As we finally settled into our seats

This was unfamiliar territory to

me. End Stage Kidney Disease and
i dialysis! | remember the woman
i next door to where | grew up had to

road

. g0 into hospital three times a week
¢ for dialysis to get her blood cleaned
i somehow. That's how my mother

i explained it to me back then. And to
i be perfectly honest, I didn't really

i want to know. It was a time before

i the great leaps in modern medicine
i that we now know and take for

i granted.

So, first thing the following week

Patrick went into James' Hospital for
i some preliminary tests. My son Jake
¢ and | accompanied him in the hopes
i we would get to talk to the

i Consultant about what this was all

i about. A diagnosis was all we had at
i this point and we wanted more

i information.

‘Rocking up to the hospital and

i expecting we could just speak to the
i Nephrologist Consultant was not

i how it works', we were soon told in

i no uncertain terms. However, we

i were not going to leave without

| | some answers. So we did manage to
i ambush the Consultant on his

| | rounds and get some answers.

Yes, I'll admit it was a bit

i obnoxious, but there was no
i alternative meeting suggested to

i meet with Patrick and his family to
i explain what lay ahead for Patrick.
i We were a family in shock relying on
SRR 22 R S S ™ 2 (MR w8 SR R T R S SR AR
i creatinine Ievels vvhlch had been
i slightly above normal over the past
i couple of years had increased
¢ dramatically since he was last
! tested, two months prior, and he
¢ would have to start dialysis
i immediately. From his tone, | could
i tell that he himself was finding it
i hard to comprehend this diagnosis.

i Dr. Google - not the best source of
i information when you don't even
i know what questions to ask.

When the ambushed Consultant

saw how confused and anxious we
i all were, he was very gracious and

i answered all our questions matter-
i of-factly. No bullshit.

Jake asked our prepared

i questions as | scribbled the answers
i and a perplexed Patrick listened

i quietly.

i Jake: How exactly did Patrick get

i this kidney disease? What caused
Dit?

i Consultant: IgA Nephropathy.

i Jake: What does that mean

i exactly?

i Consultant: IgA Nephropathy is a

i disease that occurs when an

i antibody called immunoglobulin A

i (IgA) builds up in your kidneys. It

i usually progresses slowly over many
years, but the course of the disease
i canvary from person to person. In
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Patrick's case, it progressed quite

quickly - his creatine levels increased
i deceased donors. We thanked the
i Consultant and apologised for our

dramatically in two months from 200
to over 1000. Patrick's kidneys were

now inflamed. His kidneys were close
to not functioning at all in a matter of :
i ahead for Patrick. And, naturally, we
i had all come away from that

i meeting with one thing on our

i minds. And that was the the best

days.

Jake: So, what caused it to progress
so quickly? He's been very healthy
up to now.

Consultant: (shrugs). We don't know. i
i atransplant. The possibility of

i getting a transplant. Would Patrick
i qualify? He was 58. He would

i undergo a lot of tests to prove he

i was a strong enough candidate to
¢ go on the Transplant List.

Genes, a previous infection. We just
don't know.

Jake: Is there a treatment?
Consultant: Yes. The only treatment
for end-stage kidney failure is a
kidney transplant. Which means
getting on the Transplant List and
waiting for a suitable match.

Jake: So what's he to do while he
waits?

Consultant: He really only has one
choice. Dialysis. Or die.

Jake: Can one of us donate a kidney :

right now?
Consultant: Well not right now. But

theoretically, yes, you are all potential :

donors. There is a whole screening
process. Something to be discussed
once he gets on the Transplant List.
Meanwhile he has to start dialysis.
Jake: How often is dialysis?
Consultant: Depends on which
route he decides to take. There's
peritoneal dialysis or haemodialysis.
Jake: What's the difference?
Consultant: Peritoneal dialysis is
performed at home by the patient,

typically 4 times a day. Haemodialysis
i of the way. Pretty straight-forward

i process when he got the hang of it.
i And being able to do this from the

i comfort of home allowed a more

¢ normal lifestyle, more flexibility, and
i more independence for Patrick. We
i called it the new normal’. And it did

i work wonderfully for several weeks.

is performed in-clinic typically 3
times a week.

Jake: How long can patients survive
on dialysis?

Consultant: Like everything kidney
disease-related, it can vary. But your
father will hopefully get on the
Transplant List. It may take a couple
of years, but it will happen.

Jake: What are the side effects of
dialysis?

Consultant: Fatigue mainly, but also
the patient can no longer pass urine
normally.

now?
Consultant: Yes, Patrick will have to
adhere to a very strict diet, no food
with salt, avoid potassium which
means no potatoes unless you boail
them three times.
Look, I know it's a lot of information
to take in. Go home. There are more
tests to do. We are on it.

There were a few more questions

i related to matching kidney donors,

blood types, and living versus

intrusion into his rounds. But now
we knew a bit more about what lay

possible outcome which was to get

Fair play to the Consultant - he

i expedited all the required tests, as
i there were many that had to pass
i muster with the Beaumont

i Transplant Team. Getting on the

i Transplant List was not a given and

would not be decided overnight.
The very next week Patrick

started on dialysis. Initially he took

the peritoneal dialysis route.
A tube (catheter) was surgically

! inserted into his abdomen where

¢ the lining of his abdomen (called the
peritoneum), acts as a filter and

i removes waste products from his

i blood. After a short period of time,

i the fluid with the filtered waste

i products flows out of his abdomen

i and is discarded.

The peritoneal nurses were

i absolutely amazing...angels from on

high...providing guidance every step

TWO MONTHS LATER

Unfortunately, it didn't work for

i Patrick in the end. An infection in

i the incision point, necessitated very
i strong antibiotics and this time a
Jake: Anything else we should know
i another catheter. And then another.
i Three infections altogether, the last
i one was so bad, I had to rush him to
i A&E where he waited on a trolley

i overnight in a hospital corridor of

i bright lights, banging doors, and

i constant echoing noises until a bed
i was found for him the next day.

day surgery operation to insert

Only when you actually witness

what it's like to see a helpless loved
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i one on a trolley in such

! circumstances, do you realise how

i spirit crushing this experience is for
i any ill patient and you wonder what
i war zone you are living in.

But that's a story for another day.
Only that the A&E nurses are so

! caring and doing everything in their
i power to make the best of a very

i bad situation, is one able to

i maintain a modicum of faith, not in
i the system, but in the staff who deal
i with the onslaught day after day.

Despite best efforts, it was

i decided that after three

i unsuccessful surgeries and as many
i infections, Patrick would need to

i switch to haemodialysis.

It was a bit of a transition to this

! type of dialysis because he now had
! to get himself to Beacon Renal

i Sandyford three times a week, each
i session three and a half hours.

i Hitched up to a haemodialysis

i machine, blood is slowly pumped

i and sent through what's called a

¢ dialyser which works like a kidney

i and filters out waste and fluid. The
i cleaned blood is sent back through
i a second needle in the arm.

Another period of adjustment.

i Another ‘new normal’

But then in August, five months

i after the initial diagnosis, we were

i called into Beaumont to meet with

i the Transplant Coordinators and the
i legendary Dr. David Hickey,

i regarding Patrick's bid to be put on

i the Transplant list.

Fingers and toes all crossed.

! Patrick had indeed been approved

i for a transplant. This was a very

i happy moment for us because now
i there was a light at the end of the

i tunnel. And even more

¢ optimistically, we were told he would
! probably have a transplant in 2 to 3
i years, from a deceased donor,

i based on his blood type.

We turned to each other and

agreed, yes, he can do that. 2-3
i years is not so long.

He had just begun haemodialysis

i and although it was not exactly fun,
i it was keeping him alive. Yes, 2-3

i years is not so long. And sure, a

i living donor was still a possibility.

Less than a month after he

started the haemodialysis Patrick
i began to experience a loss of
i balance 'out of the blue'.

Severe vertigo that didn't seem to

want to go away. He couldn't walk
i without clinging to me or a wall.

Continued next page 59




Long and winding road cum.:

He was now dependent on taxis to
get him to and from the dialysis
clinic.

Added to the stress of vertigo, our
i delivering a 100-page Thesis to
i receive a Master's degree.

son's wedding had been planned
and booked long before the CKD
diagnosis for a month later. And to
make it more challenging for Patrick,
it was a destination wedding in
America. Of course, Patrick wanted
to attend his son’s wedding.

Patrick was still getting used to the
¢ granddaughter, and then another a

: year later. We became those

i annoying grandparents who think

: their grandchildren are the smartest,
i loveliest human beings to have ever
i graced this planet.

haemodialysis on home turf so the
idea of finding a dialysis centre
Stateside was a huge concern. Plus,
the vertigo was really putting him off
getting on an aeroplane for seven
hours.

But that's where the Irish Kidney
Association came to the rescue.
Their holiday coordinator Deborah
organised a dialysis centre within
striking distance of the wedding
festivities.

Medication alleviated some of the
vertigo effects and Patrick was able
to deliver a witty and memorable
toast to the bride and groom and
even managed a dance or two with
me at the wedding reception (albeit |
was leading and holding him up).

Attending the wedding proved a
turning point for Patrick in this, so

far, tumultuous year. He realised that
© to various TDs and Ministers urging
i them to allocate more funding in

i order to recruit suitably qualified

i kidney transplant surgeons in order
i toreturn to 2011 levels.

he could work around dialysis to
pursue normal activities.

Meanwhile, several family
members had come forward as
possible donors.

God bless them all. But none were

i each transplant candidate on dialysis . could see the genuine sorrow on his

: face as he delivered the news. The

: deceased donor’s kidney was not as
: healthy as anticipated. He kindly

: explained that it wouldn't be worth

{ putting Patrick through this

: operation only for the kidney to be

! rejected in the very short-term.

deemed suitable donor candidates

due to minor but evidently significant
: versus the cost of the once-off
: transplant operation.

health issues as well as geography
(some reside in the USA).

Then there's me. | was in very
good health and the Transplant
Coordinators went to bat for me, but
| was rejected due to a history of
kidney stones, not being a blood
relative, and age. So, back to square
one, Patrick would just have to wait
for an anonymous ‘deceased
donation’.

THE ‘NEW NORMAL’ (YEARS 2 - 5)

The first year was tough alright.
But the ‘'new normal’ had become an
acceptable routine such that Patrick
applied and was accepted into a
third level course in Film Studies as a

- dialysis schedule, the university

¢ kindly gave him some leeway in not

© attending lectures that took place on
i Tuesdays.

Patrick thrived and became a

¢ student leader, actively collaborating

on scripts and class productions, and

The lectures and assignments

definitely distracted him from the
: dialysis routine, and kept him busy
i and engaged in a satisfying way.

During this stretch, we were
blessed with the birth of first one

But Il tell you, it definitely

- brightens up Patrick's life. He is crazy
: about these two kids. And they fill

: both our lives with joy and

i wonderment.

As | watch Patrick get himself to

dialysis three mornings a week, |
i wonder when his number will come

- up

| monitored the transplant

© statistics reported in the IKA

i magazine and note the downward :
i trend in yearly transplants from 2012
: -2015. I learn that one issue is a
- shortage of transplant surgeons.

| was discouraged. | wrote letters

They get it. The cost of keeping

is upwards of €70,000 per annum

The situation greatly improved,

© and there was something very

: consoling when you review the

© statistics and see how many

: transplant candidates received the

: ‘gift of life" in a given year. Each

i transplant makes you feel hopeful

i that your loved one has moved up a
: notch on the list.

YEAR 6 - PATIENCE IS MORE
THAN A VIRTUE

Patience is not the ability to wait, but
: the ability to keep a good attitude
: while waiting.

By then it seemed like we had

- been waiting for the call for
: centuries.

We kept the mobiles handy and

: on loud wherever we went, except

i when we went to the cinema or

i theatre. In those situations, we did

: turn the phones off but advised our
i son exactly where we were sitting in
i case ‘'the call' came through to him

¢ (he's one of the contacts we had

- given the Transplant Coordinator in
case she can't reach either of us).

| made one more pitch to the

: Transplant Coordinator to be re-

i considered as a donor. | submitted
: my latest blood tests, as well as a

{ recent screening record to support
i my request. She made the case for
i me to the Transplant Team, but

© again it was rejected.

We'd just have to wait..They

promised that the call would come.

And then it finally did come. On

© the October Bank Holiday weekend

£ in 2017, we got the call in the middle
i of the night. Our son who had been

: on call to drive us to Beaumont

i happened to be away that weekend.
i So we called a taxi and arrive at

i Beaumont only to find the front

i doors locked.

We headed to Beaumont A&E

i who directed us to Damien’s Ward

© and the waiting nurse placed Patrick
: in one of those curtained cubicles.

: Many tests and interviews with

i various personnel took place. We

i were so excited. Patrick's day had

¢ finally come. And then around 8:30

: in the morning, one of the

¢ Transplant Surgeons came in. He

: was about to burst our bubble. |

Despite our disappointment, the

i Consultant promised us that it

i wouldn't be long now, that Patrick

i was up there on the list. This gave

¢ us great comfort and we left

© Beaumont, not dejected, but quietly
: optimistic. We considered it a dry

¢ run for when ‘the call’ would come.

It wasn't too long after when

Patrick did get that life-giving call.

It happened one night...in March

mature student. Due to his 3-day - Joyce Meyer 2018.
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DUBLIN WOMAN RUNS MARATHON

A Dublin woman ran a marathon
in Leitrim raising €2,771.21 for Sligo
IKA. It sounds like a tale of three
counties. But in fact it is the story of
a woman’s fond memory of a
deceased friend and her
determination to fundraise for a
cause that her late friend held in
esteem.

Kinlough native
Grainne Kelly
passed away
suddenly in Sligo
University Hospital e
on January 5th last
year. The North
Leitrim woman
was a kidney
dialysis patient and
had been on the transplant list for a
number of years.

Her close friend, Dublin woman
Cassandra Connolly, was greatly
saddened at Grainne's sudden
death.

The Tallaght resident said: “I had

. Glainne Kelly, RIP#

never lost someone | was so close to )
¢ donned her running shoes and

. embarked on her marathon to
* remember her friend in a special :
way. She had never run

and | didn't know how to deal with
that”. She said Grainne always spoke

62

By BRIAN McHUGH
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Cassandra Connolly presents a cheque for €2,771.21 to Branch Chairman Sean Fowley (left) and Branch PRO Brian McHugh.

very highly of the Irish Kidney
i Association for everything they did
i for her during her treatment.

This prompted Cassandra to

bravely decide to run her first
¢ marathon, in memory of her friend,
- and raise funds for the IKA.

In early January of this year

Cassandra presented a cheque for
i €2,771.21 to the IKA Sligo Branch -
: the proceeds from the run.

While organising the marathon,

i Cassandra set up a GoFundMe

i page. Commenting on the page she
L | said: “Running a marathon will be

i nothing compared to the struggles
i she had with her health.

“I wanted to do something that

: would be mentally and physically

i gruelling because the pain of

© running this marathon could never
i come close to what Grainne went

¢ through.

“Grainne was never one to

: complain much to others, and was
i such a special and amazing person”.

On Saturday September 25th she

a marathon before and
only took up running
the previous
Christmas. Her friend
| Stephen Martin ran it
~ with her and helped
her get through it.
Grainne said: "We
started at Grainne's
house in Kinlough and
covered 42.3kms over
Leitrim, Sligo and
Donegal, taking in the
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: making the

i donation to our
: Sligo branch in memory ofthe late
i Tara McHugh who passed away in
: June last year, aged 39.

¢ cliffs of Mullaghmore around the
: halfway point and then back to the
: starting point",

Speaking at the cheque

i presentation IKA Sligo Branch

i Chairman Sean Fowley thanked

¢ Cassandra for her determination in

i running the marathon in memory of
i Grainne and for her donation to the
: Branch.

IKA Board member Marie Fowley

said: "We are impressed with your
i understanding of the incredible
: difficult journey of dialysis patients".

. THANKS TO ARROTEK

The final function for our Branch

© last year, just before Christmas, was
i a pleasant one - the presentation of
i a cheque for €1,000 from Arrotek

i Medical Limited.

The Finisklin based firm has been

a strong and valued supporter of the
i IKA over a number of years.

BOOK DONATION GOING TO IKA

The publishers of a Sligo book,

currently available in local
i bookshops, will make a donation
¢ from sales to the IKA,

The book, entitled The Best of the

© Sligo Weekender, consists of stomes
© about Sligo people )
i that were

© published in the

i Sligo Weekender

{ newspaper last

i year.

The paper is




PRIZES FOR ALL!

There was ‘one for everyone in
the audience’ as our Branch held
free Christmas draws for dialysis
patients in Sligo University Hospital.

Every patient got a prize and
there was also a draw for the staff

who go above and beyond the call of

duty for those they care for.
Atotal of 12 hampers and 12

turkeys along with several other

prizes were presented to the

winners during the five draws held in

the dialysis unit by our Branch
members.

Thanks to Cosgroves Centra,
Maugheraboy, for supporting the
draw for the hampers and turkeys.

Thanks also to our neighbouring
Leitrim IKA branch for their
contribution to the draw and to the
nursing staff for their assistance.

This is the second year that due
to the pandemic we have held a free
draw in place of a patients
Christmas party.

FAMILY TAKE TO THE SKIES

Members of a Sligo family are
planning to take to the skies to raise
funds for the Sligo Branch of the IKA
and North West Hospice.

Collooney natives Nikita, lan, Chris
and Katelyn White have organised a
charity skydive for the two local
organisations.

They will be flying high in memory
of deceased family members,
Granda Mick (Michael White), a
dialysis patient who passed away on
May 20th last year, and Nana and
Granda Michael and Margaret
Philomena McKeon who died some
years ago.

The skydive was due to take place
in January but had to be postponed
due to thick cloud. It was once again
postponed in March due to one of
the trio catching COVID-19. At the
time of going to press the

yet to be confirmed.

All donations will be split 50/50
between the Sligo Branch and the
North West Hospice.

Nikita White said: "It is hard to put
into words what both of these
charities have done, not only for us
but for several other families in
Ireland at some point".

And she urged everyone to carry
an organ donor card.

The family members have set up a

GoFundMe page ahead of their
. skydive.

PARKING ISSUES IMPROVED

In the winter issue of SUPPORT

i magazine we reported on a number
i of parking issues that we had taken
i up with Sligo University Hospital

i management on behalf of patients.

These problems have since been

: addressed. A parking control barrier,
i at the entrance to the renal unit,

: that had been out of action for

i some months, has been replaced.

And a shuttle bus service

operating between the main carpark
¢ and the hospital entrance has made
. life easier for all attending the

: facility.

COVER YOUR FLOOR FOR IKA

Excellent value is promised at a

fundraising carpet sale and floor
i coverings in aid of the IKA Sligo
i branch.

The sale, being organised in

© conjunction with a local carpet store,
© will be held on April 9th and 10th at
i the former Davey's filling station on

: Lower Pearse Road.

Final details are being worked out

at time of going to press. Keep an
i eye on our Facebook and Twitter
i pages as well as local media for

: updates.
rescheduled date for the skydive has
: PLANS FOR NEW UNIT

Our branch is awaiting a reply

¢ from the Minister for Health

i Stephen Donnelly to a request for
i an update on plans for a new renal
i dialysis unit at Sligo University

: Hospital.

We had a number of

communications from the Minister
i and the HSE last year confirming
: that plans are at an early stage.

Hospital management and a
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i spokesperson for the Minister both
i confirmed to our branch that they

i are supportive of having an IKA

{ member as a patient representative
: on the Project team for the new unit
: when the capital project is approved
i and moving to design stage.

L)

We sought an update on the

- progression of plans last month. We
: have also arranged for a question on
: the update to be tabled at this

: month's Regional Health Forum

{ meeting in Galway.

Meanwhile, the number of

patients requiring dialysis at the
i current inadequate unit is increasing
: weekly.

ORGAN DONOR AWARENESS WEEK

At time of going to press the Sligo

Branch is working on plans to mark
¢ Organ Donor Awareness Week
¢ which runs from April 23rd to 30th.

In the run-up to the week we

: would be delighted to hear from

! patients or their families of any

: impactful renal health stories to

i share as part of the campaign to

i increase organ donor awareness.

¢ Obviously, we will never share any of
: your details or your story without

: your permission.

If you have a positive kidney

i health story to tell please contact

i myself, Brian McHugh (PRO) at

i brianmchugh100@gmail.com or any
i of our branch members.

For updates on activities during

Organ Donor Awareness Week see
i our Sligo IKA Facebook and Twitter
i pages and also local media.

| SYMPATHY

Sympathy is extended to

: Bernadette Melly and the Melly

: family on the death of her sister-in-
i law Joan Gibney Melly of Ballina and
i late of Convent Rd., Claremorris.

63



On behalf of the branch, we wish
our renal patients, transplant
recipients, their families, the medical
and nursing staff of the Renal units,
branch members and volunteers,
agus ar gcairde go léir san KA, a
happy, safe and peaceful 2022. We
look forward to moving on from all
things COVID!

Although our in-person meetings
have not yet resumed, our support

is always available, so feel free to Call !

or Text 087-6243367/087-9392148;
Email: ikaclare@gmail.com, or
message us on the Clare IKA
Facebook page.

CONGRATULATIONS

Congratulations to Clare branch
member Aisling McCormack and her
husband Mark on the birth of their
little girl Sophie.

FUNDRAISER
We encourage you all to keep up
the fundraising initiatives. We urge

anyone with any ideas to create your
. apply through the IKA website link
on https://ika.ie/holiday-application/

own online/virtual fundraisers in
order to ensure the IKA vital services
can remain for those who require it.
We are very grateful for any support
in these times.

We thank Alan O'Reilly and the
O'Reilly family, of Killaloe, who
organised a fundraiser for the Clare
branch, in memory of their much
loved family member Aisling O'Reilly.
The late Aisling, who passed away in
December 2020, was a highly
regarded member of the Clare
branch who, over the years
volunteered for many of our organ
donor awareness campaigns and
fundraising activities. This fundraiser
was held at Queally’s SuperValu
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By NORETTA CLIFFORD

: store in Killaloe and raised a massive
i €1,560. We are thankful to everyone
i who contributed so generously to

: the Association.

. SYMPATHIES

We extend our sympathy to the

i families of the late Joseph McCarthy,
i Shannon, and John Hassett, Quin,

i who passed away recently. Both

¢ Joseph and John were members of

¢ the Clare branch and volunteered

¢ for many of our branch activities

i over the years. We also extend our

i sympathy to branch members Joe .
i and Geraldine Grace on the death of
i Geraldine’'s mother, the late Delia
:© Murphy, and to Vincent and Ann

: O'Halloran on the passing of

i Vincent's brother, the late P

: O'Halloran. May their gentle souls
i Rest In Peace.

. HOLIDAY HOME

With the IKA self-catering
accommodation in Killarney, Kerry

: open for the Winter 2021/2022

: season (December 21-April 22), for

i peritoneal dialysis (PD) and kidney

: transplant recipients (TX), we were

i delighted to hear that many of you

i have availed of these facilities during
¢ COVID and whilst there they got to

: enjoy the delights and pleasures

i Killarney and Tralee had to offer. We
i encourage many more Clare IKA

: patients to book your stay in

¢ Killarney or Tralee or indeed

i Tramore, Co Waterford. Contact

i Deborah at Donor House on 01-

6205306; Email Deborah@ika.ie or

Well done to both the Kerry and

i Waterford branches for the

i tremendous work they have done
¢ with keeping the holidays facilities
: open during COVID. Your work is

: truly appreciated by the holiday

: makers.

ORGAN DONOR AWARENESS WEEK

Organ Donor Awareness Week

takes place this year from 23-30th

¢ April. We are always on the lookout

: for new volunteers to ensure safe

i and enjoyable events or tell their

¢ kidney journey stories in local media
i etc. Therefore we appeal to our

: members, their families and friends,

: to help out and promote organ

i donor awareness during this week. If
i there is an opportunity in your

i workplace or local shops and

i schools to promote organ donor

i awareness, then this would be

: greatly appreciated.

The campaign highlights the need

for organ donation and encourages
i people to ‘Have the Conversation'.

Please contact Noretta Clifford,

087-6243367 or Peggy Eustace, 087-
i 9392148 if you can help out in
i anyway.

WEST CLARE WALK

The annual IKA West Clare walk

: takes place on the Bank Holiday

i weekend in May. For the last two

i years we have not held an in-person
i event due to COVID and with these

i uncertain times, it is unknown

: whether it will go ahead in 2022.

If an in-person event cannot take

i place, we hope to hold a virtual

i event as we did in 2021. Keep an eye
i out on the Facebook page and other
i communication means for any

: further updates on this event.

The Wexford Credit Union 5k
Night Run took place on
Thursday, March 3rd with all
proceeds going to IKA Wexford
Branch and High Meadows Youth
Hub. There was a great turnout
on the night with almost 350
people taking part.

We would like to thank all the
kind sponsors and also the many
volunteers who turned out to
help on the night.

We will be continuing our
online meetings for some time yet
and it would be great if more of
you could join us.

Please continue to follow us on
our Facebook page.

Find us on:

facebook.




By ANNE O'GRADY

Spring Greetings to all our : Nigel Pim, RiP |8
patients, members, their : :
families and supportive carers.

Z00M MEETINGS

The Kilkenny Branch have
held monthly Branch Zoom
meetings and will continue until
we are allowed to meet face-to-
face.

Each meeting provides us
with an opportunity to discuss
any feedback from Donor Hous, i memory of Nigel Pim, on his

the Board and Branch Forum i first anniversary. Nigel passed
meetings and also a chance to i away in January 2021.
catch-up with each other. : The event was very well

We look forward to meeting  : supported and the €1,100
face-to-face in future.  raised has been shared equallyé

Our last meeting was held on | between the Waterford and
March 22nd at 7pm. Thanks to Kilkenny Branches of the Irish
Ashling Hand for setting up the | Kidney Association.

codes and relevant details. ¢ On behalf of all our PN
: . ) , , Event at Castlecomer Discovery Park-= -
. patients, a sincere ‘thank you' :
SOUTH EAST VIKING ORIENTEERS to Andrew and his organising The Kilkenny Branch Officers support is a|wayg
On Sunday January 9th, the i committee. available. Contact details are:
South East Viking Orienteers, led . Weare truly grateful to John Lacey, Chairperson, 085-1328255
by Andrew Cox, held a very - everybody who has i Hugh Byrne, Board Member, 086-8938800
successful event at Castlecomer contributed to the Kilkenny . Therese Hanrahan, Treasurer, 087-7796428
Discovery Park. - Branch in any way through Anne O'Grady, Secretary, 087-9232190
Donations on the day were in : fundraising or donations. Brldle Lennon, Assistant Secretary, 085-7051076

CAVAN / MO NAGHAN Bv KARL CRONIN

RETIREMENT WISHES
The branch extends their
very best wishes to Susan
McKenna, Renal Clinical
Nurse Specialist, as she
retires from the Renal Unit |
in Cavan General Hospital “
in May. Susan has been a
huge supporter of the work
of the IKA and has led
many initiatives in the .
hospital such as selling _Susan McKenna'y &
Christmas cards, organising information stands
for World Kidney Day and Organ Donor
Awareness Week, introducing IV fistula identity
bands for patients and more recently, co- :
ordinating the organ donor awareness decals on
the visitor lifts in Cavan General Hospital. :
Susan also produced ‘Conservative Care of :
Kidney Failure’ which is the 7th book in the series
of patient information books available from the
IKA and is available at ika.ie/patient-guides. :
We wish Susan many years of good health and

ha pp iness in her retirement and thank her for all War.ld Kidney Day was celebrated on March 10th with an information stand in the lobby ;:t Cavan General Hospital.

Pictured are Dr. Vladimir Stoyanov, Consultant Nephrologist, Aishling Sheils, Senior Renal Dietitian,
her su pPpPo rt down thro ug hthe years. Pauline Connolly, Senior Renal Dietitian and Donna Johnson, Home Therapies Clinical Nurse Specialist.

-._,_._ TR
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Ji Hospi Walerfonl g
Knlney Duy in the in the hospital's foyer. Pictured is Vera Frishy,
IKA, and Margaret Moran, Clinical Nurse Specialist,
Nephrology Department.

Welcome to our spring edition of
SUPPORT. Greetings to all our
members. We hope everyone is
keeping well and staying safe.

CONDOLENCES

We would like to extend our
sincere condolences to those
families who have lost loved ones
recently. We were deeply saddened
at the death of our friend and
devoted volunteer Paddy Long, who
passed away at University Hospital
Waterford after a short illness.
Paddy was a great supporter of our
Branch and will be especially
remembered for his involvement in
the IKA Annual 10K Walk in Portlaw.
He will be greatly missed by all our
members and friends. We extend
our sincere sympathy to his wife
Eileen, his family and friends.

We also remember the late Liz
McCue, Tom Wall, Alice Melay,
Michael Daly and David O'Brien -
may their gentle souls rest in peace.
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. FUNDRAISING

WATERFORD

By VERA FRISBY & FRANCES MOYNIHAN

The Coffee morning in Portlaw,

i organised by Eileen Long, raised the
i magnificent sum of €660. Our

o display table for World i sincere thanks to Eileen and

i everyone who supported this event,

: for our branch.

Newtown Fundraising Committee

: organised a virtual 5K Run/Walk and
i raised the sum of €2,500. We thank
i the committee members who

¢ organised this event and all who

: supported it.

South East Viking Orienteers

LOSING THE LOCKDOWN LOCKS

On December 1st 2021 Joe

. Conway lost his lockdown locks as a
. fundraiser for the Waterford Branch
i of IKA. Joe is a brother-in-law of :
: Frances Moynihan, Branch Secretary. :
i He had not visited his barber since

i March 2020 when COVID lockdown

: restrictions began and so possessed
. quite the head of hair and beard as
© aresult!
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Above: Jackie Ahearne, Frances Moynihan, Joe Conway,

Noelle Conway and Sandra Dee.

Top left: Joe Conway before his haircut.
Bottom left: Noelle and Jackie get to work on Joe’s locks.

His barber, Jackie Ahearn of

i Classic Gents, Mitchell St,,

i Dungarvan, volunteered her services
i and premises on the day. Joe's wife

: Noelle, also lent a helping hand.

Donation buckets and donor

i cards were displayed in Classic

i Gents and Dungarvan Golf Club in

i advance of the day. Thank you to all
¢ who supported us. The venture

i raised €2,465.80 in total with most

© of the donations given through

i Facebook. Our thanks are extended
, : toJoe, Jackie and all who donated.

: raised the sum of €1,100, in memory

i of the late Nigel Pim, RIP. This

i amount was divided between IKA
¢ Kilkenny and Waterford Branches.
© Our thanks to South East Viking

: Orienteers and everyone who

: supported this event.

HOLIDAYS

Our Holiday apartments, Tramore,

¢ will reopen on April 30th for the
i summer season. The application
: forms are available on our website
: www.ika.ie/holiday-application/

. BRANCH MEETINGS

We send every good wish to all

i our branch members, volunteers,
i patients and friends.

We are continuing with our
Branch meetings via Zoom. If you

: would like to join us for our virtual
© meetings, please contact: Frances
i Moynihan, Tel: 087-2411549 or

i email: francesmoynihan19@gmail.com



DUBLIN NORTH

By PATRICIA MACKENZIE

Hello everyone

As | write this there are signs of
Spring in the air, and even the
smallest break in the weather brings
sun-seekers to the coast of North
Dublin.

BEN GAUGHRAN RIP

It is with great
sadness that we
announce the
passing of our
valued member,
Ben Gaughran,
peacefully in
Beaumont
Hospital on February 20th.

Ben, also a former member of
Transplant Team Ireland, was a
regular attender at our meetings,
especially when they were in the
Renal Support Centre.

His gentle presence, good
humour and lively conversation
enhanced every meeting he
attended.

Our deepest sympathy to Pauline
and family. At our recent meeting we

i Ben. We shall miss his friendship
i and support for a very long time.

CLAIRE BURKE RIP
We also
announce, with
great sadness,
the loss of our
% lovely member

2a who passed
5 away in
Beaumont

Claire bore with great courage and
i dignity, always bright and cheerful.

She loved life and had many

memorable days shared with family
. and friends.

She also loved music and being

i part of the charitable events

i organised by her mum, Ann, for the
¢ IKA, not least the concerts featuring
© Red Hurley, a close family friend.

She will be greatly missed by her

loving parents, Eamonn and Ann,
¢ her dear brothers, Conor, Fergus
i and Ciaran and family. Also friends

her friends in the CRC and
i Beaumont Hospital Kidney Unit.

In tribute to Claire, Red Hurley

provided beautiful music for this sad
i occasion.

May her gentle soul rest in peace.

. BRANCH MEETINGS

Our regular meetings, still on

Zoom are well attended by a small,
. but faithful band of members.

Our next Zoom Branch Meeting

will be held on April 4th at 7.30pm.

. OURWISH

We hope you all continue to stay

safe and well, and hopefully enjoy
i the warmer weather.

observed a moments silence for

Sean ﬁcGowun, RIP

Sean McGowan, from Dromod, lost his
final battle and passed away peacefully, in
October 2021, surrounded by his family.

The positive impact left on the world by
Sean is immense. He will be remembered
fondly by all for his trojan like resilience
and amazing sense of humour no matter
what was thrown his way.

His kindness and generosity will forever
be remembered through the deeds he has
done, and the memories created. RIP.

i and neighbours in Portmarnock and

DUBLIN SOUTH

Covid's brought us many troubles, a list of unwanted ills
But in our little branch it helped us with our rusty IT skills

When we were socially distanced, said John, to dispel our gloom

“Sure we'll still meet monthly anyhow - we'll do it via Zoom!”

So reminders zealously were sent by email and WhatsApp
Two things as common nowadays as turning on a tap
And every month our little band tunes in to say “How do?”
Discuss things urological, as kidney patients do.

If sound and picture both are right, we share our bits of news
Discuss, advise and sometimes share our own distinctive views
There sometimes is a little glitch to make us all feel sad
When we all hear the plaintive cry, “Me signal’s very bad”.

But the commonest thing you'll ever hear,
Of that there’s no dispute
Is “Sorry dear, we cannot hear.
Have you got yourself on mute??”

By PADDY SNYED
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GENEROSITY OF THE PEOPLE OF CORK
For the past few weeks we have
all seen the horrendous scenes in

Ukraine== and so many have been
affected by seeing people having to
leave their homes, leaving most or
all their belongings behind with
many kids and wives having to say
goodbye to their fathers and
husbands. Sometimes seeing all the
negative news can really get us
down about the world we live in but
it can also make us pull together in
support.

Over the past few weeks | have

seen first-hand how people really do

want to offer support in any way the
can and they will come together in
times of crisis to help others. | was
contacted by a friend and fellow
transplant patient about a family
that was coming to Cork from
Ukraine and they needed
accommodation and the husband
also needed dialysis. | contacted
Prof. Liam Plant to arrange dialysis

and, of course without hesitation, he
had the dialysis treatment organised

for when the patient arrived in
Ireland.

| was overwhelmed when | put out

an urgent post on our Cork
Instagram and Facebook to see if
anyone would have accommodation

rooms in homes and to provide
food, etc,, for the family. | even had
messages of people about to sell

the process so that the Ukrainian
family could use it. This uplifted me
so much, and | felt even more proud
than ever to be Irish, that | had to
share this story for this Support
magazine. It's so easy to always see
what people are not doing but less
frequently do we hear about a
community coming together in just a
few days to help others.

| hope you might find this story
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Friday
18 Feb. To
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heartening, even just a little. Thanks
i so much to every person for the
for the family. | got so many offers of

outpouring of support and offers.

: And a big ‘thank you' to Prof. Liam
i Plant, the Irish Kidney Association
¢ and all in Cork, for your help. - SN
houses but they were willing to delay

: KILDORRERY GAA 24-HOUR SPINATHON

On Friday, February 18th,

i Kildorrery GAA held a 24-hour
: Spinathon to raise funds for the GAA
. club, as well as awareness and funds
¢ for the IKA. The Spinathon was
. organised by the football and hurling
{ teams, under the watchful eye of
¢ William Fuohy. This is not the first
. time Kildorrery GAA has raised funds
i for the IKA. Both players and
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i management have family members
i affected by kidney disease and
: transplantation.

As part of the Spinathon, there

: were three bikes with a changeover
i each hour. Team players, ex-players
i and management all got involved.

i There was also a constant flow of

¢ well-wishers calling into the local

© sports hall to wish them well

throughout the 24 hours.
At the time of writing there was

over €7,600 raised. We would like to

thank Kildorrery GAA and the

¢ players for raising much needed
i awareness of organ donation and

for the time and effort involved in

¢ this fundraiser. - NOH



Don Hannon at the stone in Cloon Curtlestown Woods.

As we are well into 2022 now and
beginning to enjoy longer days we
hope we can put the past two years
behind us, albeit with continuing
precautions for the vulnerable in our
community. It is still out there!

¢ Branch Treasurer Catherine Foley

i December 2021, as well as to

i Vanessa Garrioch whose partner

: John passed away suddenly on

i March 4th. May they rest in peace.

i 10OM MEETINGS
i We have had just one meeting, so
i far this year, in February, and hope
i to have our next one on April 12th.

¢ Taking part in our meetings will give
i you a chance to meet other
i members, hear their stories and
| share your own stories and ideas.

: FORTHCOMING EVENTS

i The wonderful community of

i Glencullen, high up beside Johnny
¢ Fox's pub, are going to run some

i events this year to raise awareness

CIJNDULENCES

‘. Kay Lynch, R}P

We were very sad to hear of the
death of Kay Lynch on January 3rd
this year. A wonderful and hard-
working member of the Dublin East
& Wicklow Branch for many years.

Kay was the very supportive wife
of our former Board Member John
Lynch, RIP.

| found her to be a very kind and
gentle person who was always
willing to help at fundraising events,
even when she was not feeling well
herself.

| know that many members have
fond memories of Kay and John and
we send our sincere condolences to
her daughters Caroline and Maria
and her beloved grandchildren and
extended family.

May her gentle soul rest in peace.

We also send condolences to

The Galway branch
sends its best wishes to
Eoin Madden and his
wife Michelle who
underwent a successful
paired exchange kidney
transplant early in the
new year.

Peadar O'hldi,
Secretary of this branch

Association before Christmas.

and funds for the KA.

Peadar O hici

Cumann Duén na hEire r|.':vDIhmh

did an interview 'as gaeilge' on TG4 Nuacht on February 22nd about the
IKA's statement about the removal of the mask mandate.

On World Kidney Day, 10th March, Peadar, a kidney transplant recipient,
collected a very generous donation of €4,000 from Athenry based
healthcare company LifeWave. Employees at LifeWave, a US company that
makes wellness patches, held their fundraiser for the Irish Kidney

Their GAA club Stars of Erin will be

: doing a climb shortly and we will

' | share details on our Facebook page.
i They are also having a fun run/walk
i on Saturday, September 24th with

¢ Dublin Mountain Running Club.

: Detalls will follow. They are doing all
: this in support of 17-year-old Stars

i member and dialysis patient Cillian

i whose mother Marie passed away in Doyle. Well done to you all.

You may remember back in 2018

that Don Hannon from Sandyford,

¢ and now living in Wicklow, ran

: 1,000km from The Giants Causeway
: to Castletownbere to raise

i awareness of organ donation after

i he had donated part of his liver to

i his sister Therese.

Don sent me this picture of a

: stone in Cloon Curtlestown Woods
i and thought it was worth sharing.

We send our best wishes as

: always to those who are unwell or in
i hospital at this time and as we

i approach Organ Donor Awareness

: Week we look forward to hearing

: about many more transplant stories
: and a successful media campaign.

GALWAY
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Worshipful Brothers Joseph D'Arcy and Paul Govier, presenting a cheque to Siobhdn Bates, Donegal IKA Branch.

Greetings and virtual hugs from
Donegal. | hope this finds you all well
and looking forward to getting out
and about again.

as active or as busy as normal.
Hopefully, meetings will be resuming
soon, but ONLY if an interest is
shown to continue with them. We
would also welcome ‘new blood’ to
help with new ideas for fundraising
and/or becoming newly elected
Committee members.

The Donegal branch offers
condolences to all who have lost
loved ones recently, especially our
good friend JP Bradley, from
Carndonagh. JP was a true and
dedicated friend and volunteer to
the Branch.

Our appreciation goes to the
Bradley family for the donation of
€1000, proceeds donated to our
Branch, in lieu of flowers, from JP's
funeral.

Condolences also to our good
friend Maisey Doherty from Moville,
who lost her beloved daughter
Kathleen. Sadly, Maisey had just lost
her husband Patsy a few short
months before.

We were also sorry to hear of the
sad passing of Sean McGowan and

extend our condolences to his family.

May they all Rest in Peace.

We were invited to Ballyshannon,
by Joseph D'Arcy and Paul Govie
(Worshipful Brothers) for the
presentation of a cheque for €900,
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i to all those

: recently

i transplanted, may
- you all continue to
: have many happy
i healthy years.

: apologies to

¢ anyone who had a
: delay in receiving

! their receipts for

: their fundraising

¢ efforts. Our Branch

¢ from the local Freemasons, Masonic
i Lodge No. 287. This was in memory
¢ of Grainne Kelly (Joseph's partner)

- from Kinlough.

Due to COVID, our Branch was not
i has extended the deadline for

: holidaying in the Kingdom. We were
i blessed to receive a few days at the
: end of September and what a

i welcome we received and what a

: house! We had an amazing break

i and it certainly recharged the

. batteries. Many thanks to Deborah

i and Fiona at Donor House and of

i course, Teresa Looney and team

¢ from the Kerry branch. It was

: amazing. It would

{ be great to have

: the same facility in
i Donegal to

i accommodate

i people from other
: counties to holiday
: in our beautiful

i Donegal.

Great to see that the Kerry branch

—|

Congratulations

Massive

Joe and Dami g a S

: Treasurer had technical difficulties

: which resulted in the delay.

i Hopefully, all should now have

i received their receipts, however, if

i not, please contact a member of the
i Branch Committee.

Thank you’ to all staff at Donor

: House and the Renal Support Centre
¢ for being so accommodating to our

i Donegal patients who still have to

i attend Dublin hospitals for their

i renal appointments. To have you at

i the other end of the phone gives

: that added bit of security for those

: nervous of travelling to Dublin.

Hello to everyone in our Dialysis

: Units, our taxi drivers, our brilliant

i nurses, doctors and all the medical
. staff and our wonderful HSE

i workers, who all help to make our

. kidney journeys easier.
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g TV from Dry Arch Complex Mace/Texaco Service Station to Eddie
Cassidy und Caroline Me ('loskey from the kidney dialysis unit in the Letterkenny Hospital.
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Irish Kidney Association (LG, Donor House, Block 43a, Parkwest, Dublin D12 P5V6

Tel: 0818-543639 (KIDNEY) or 01-6205306 | Email: info@ika.ie | www.ika.ie

Renal Support Centre, Beaumont Hospital, Dublin D09 Y5R3 - SEQUESTERED
Emergency Mobile Number: 087-4169907 | Email: renalcentre@ika.ie

CARLOW

Susan Tobin
6 Woodgrove Ave,
Rathvily,
Co. Carlow
Tel:
087-6635910

" DUBLIN EAST
+ WICKLOW
Bernie Dwyer

40 Granville Road,

Cabinteely,
Co. Dublin
Tel:
086-1673467

" CAVAN/MONAGHAN
- Karl Cronin
13 Landsdowne
Manor, Swellan
Lower, Co. Cavan
Tel:

086-8513173

CLARE
Noretta Clifford
Ballylannidy,
Shanaway Road,
Ennis, Co. Clare.
Phone
087-6243367

CORK

Phone
086-2755754

Email:
secretarycork.ika
. @gmail.com

DUBLIN NORTH
Patricia Mackenzie
49 Martello Court,

Portmarnock,
Co. Dublin.
Tel:
087-9576808

Y DUBLIN SOUTH

Lenny Ryan

36 Tymonville Grove,

Tallaght,
Dublin 24
Tel:

016205306

GALWAY
Peadar O hici
Rannoch,
Bearna,
Galway
Tel:
087-6536521

DONEGAL

' Patricia Callaghan
Finabannes,
Donegal Town,
Co. Donegal
Phone
086-6073339

KERRY

Theresa Looney
Inch, Kilcummin,
Killarney,
Co. Kerry.
Tel:

~ 087-2059205

KILDARE

Michelle Horan
Farishta,
Tonlegee, Athy,
Co. Kildare
Tel:
085-7131478

KILKENNY
Ann O'Grady
4 Black Church Sq.,
Inistoige,
Co. Kilkenny.
Tel:
087-9232190

LAOIS
Sarine Browne
Coolglass House,
Coolglass, Wolfhill,
Co. Laois.
Tel:
087-4177731

LEITRIM
Cathriona Charles
Gortfadda,
Mohill,

Co. Leitrim.
Tel:

| 087-9768637 _

LIMERICK
Shaun Faloon
2 Gort Na Mblath
Tulla Road
Ennis, Co. Clare
Tel:
087-1948679

LONGFORD

Elaine Heslin
Augharickard,
Shroid, Longford,
Co. Longford.
Tel:

| 087-9444515

SLIGO

Geraldine McHugh
Knocknahur,
Co. Sligo.

Tel:
086-8142002

LOUTH/MEATH

Celine Tuite
Proudstown, Skryne,
Tara, Co. Meath
Tel:
046-9025585
086-1572088

MAYO

Maureen Bourke

St. Anthony’s,
Carrowcushlaun,
Ballina, Co. Mayo.

Tel:

087-6604133

OFFALY

Leona Mahon
Ballintaggart,
Mountbolus,
Tullamore, Co. Offaly
Email:
leona.medonald] @gmail.com

TIPPERARY

Orla Hogan-Ryan
17 Hawthorns,
Nenagh
Co. Tipperary.
Tel:
087-2806068

WATERFORD
Frances Moynihan
Lackendarra,
Ballinamult
(via Clonmel),
Co. Waterford

Tel:
087-2411549

WESTMEATH
Cathy Smyth
The Beeches,
Coosan, Athlone,
Co. Westmeath.
Tel:
086-8049487

" ROSCOMMON

Maura Quigley
Creevy,
Roscommon,
Co. Roscommon.
Tel:
086-8969670

WEXFORD

Dora Kent
Newtown, Ramsgrange,
New Ross,

Co. Wexford.
Tel:
086-3745788

\




MICK, HEART, 2017 ] AINE MAE, KII]NEY/PANGREAS 2017 PAUL, LUNG, 2013 . T ELA, .. | KEN, HEART, 2016

GINA, HEART, 2015 MIKE, LIVER, 2007 SUSA, KIDNEY, 2019

) 410+ YEARS §
. OF EXTRA LIFE
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PAUL, KIDNEY, 2008 I / DARRAGH, KIDNEY, 2013 ) , HEART, PAUL, KIDNEY, 2003

TONY, LIVEB 1993 EDDIE, KIDNEY, 1983 BERNADETTE, KIDNEY, 1979

W TR

RACHEL, KIDNEY, 1996 ISABEL, HEART/LUNG, 2017 BERNARD 06, KIDNEY, lelﬁ AOIFE, LIVER, 2015 ELAINE, LUNG, 2016 PHANATHI HEART, 2017 LORRAINE, KIDNEY, 1995 \

AM Y - g B A g sl e PR ) o ST B

{F1

ADD z
CODE 115 m

FOR
ORGAN DONOR

CARDS TO YOUR
FREE TEXT DRIVING

D o N o R TO 50050 ORGAN DONATION & TRANSPLANT IRELAND LICENCE

c/o IKA, Donor House, Parkwest, Dublin D12 P5Vée
Tel: 01 - 620 5306 L

website: WWW.IKa.ie
rhone: 01-6205306

CHARITY REGISTRATION NO. 20011260
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