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Wishing all our Members and Supporters a
Merry Christmas

Go Red for Haemochromatosis this Christmas!
You or your friends, family or colleagues can help promote awareness of haemochromatosis this
Christmas and New Year! Wear anything red (a jumper, socks, scarf or hat!). Take a photo and send
your photo to miriam@haemochromatosis-ir.com or post on our Facebook or Instagram page using
#GoRed. We are giving a One4all voucher of €100 for the best photo!
Closing date: Monday, 3rd Jan 2022. If you would like to make a donation to help with our work,
visit www.haemochromatosis-ir.com/make-a-donation or use our Text to Donate service –
Text ‘IRON’ to 50300 to donate €4.

Go red for haemochromatosis
this Christmas by wearing red
(a jumper, socks, scarf, gloves
or hat will do!)
Send you photos to

miriam@haemochromatosis-ir.com

or use the hashtag #GoRed.
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Jake Tiernan Cheque Handover of €1,200!
Jake Tiernan, his mum Shirley McNamara, friends
and family raised an amazing €1,200 to help
support the work of the Irish Haemochromatosis
Association. Jake ran the Waterford Viking Marathon
in memory of his dad, Joe, who passed away when
Jake was 7 years old, due to undiagnosed haemochromatosis. We want to ensure that no one with
haemochromatosis in Ireland goes undiagnosed
or untreated. We cannot thank Jake enough for his
huge contribution to our work in spreading greater
awareness of haemochromatosis.

Jake Tiernan and Shirley McNamara

Information Day, Co. Louth
A

Sincere thanks to the McArdle family for their energy and
enthusiasm in spreading the word about how early
diagnosis of haemochromatosis saves lives! Kevin McArdle
was inspired to raise awareness of haemochromatosis
soon after his diagnosis. During the summer Kevin, his
partner Lauren, sister Mags and her partner Remy set up
an information stand in Ardee, Co Louth, where they
distributed leaﬂets, newsletters and booklets raising
awareness and distributing information on haemochro-

McArdle Family

matosis.

IHA & Haemochromatosis in the Media
•

Irish Farmers Journal – Brian Keegan, volunteer and active board
member of the Irish Haemochromatosis Association, was recently
interviewed in the Irish Country Life magazine of the Irish Farmer's
Journal. Brian is a small farmer in Lucan and was diagnosed with
HH in 2016. Brian is passionate about increasing awareness of
haemochromatosis and knows that it is an ongoing challenge,
raising awareness of HH for the next generation.

•

‘Siochain’, the latest magazine edition of the Garda Siochana Retired
Members Association magazine, featured a factsheet ‘What is
Haemochromatosis’ and an interview with voluntary board member,
Philip Maree. Thank you to Philip for continuing to promoting
awareness of Ireland's most common genetic disorder.

•

Matt Cooper, Today FM, ‘The Last Word’, interviewed Dr. Brian
Higgins, GP on ‘What is haemochromatosis’.
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Brian Keegan

Roly Chamberlayne shares his story
I was diagnosed in 2015, when I turned 40. Before my
diagnosis, I didn’t feel ill, but I felt tired, especially in the
evenings. I had joint pain from when I was in my 20s.
Every joint ached, my feet, toes, hands, hips, ankles
and I continued to suﬀer because of this. I put this
down to getting up early in the morning’s and also
from being on my feet most of the day. I suﬀered
with joint pain from my late 20s and had a hip
replacement in my mid-30s, After I was diagnosed
with HH I was made aware that having Haemochromotosis can cause joint damage, my ferritin
levels were almost 5000, which are very excessive.
I sometimes wonder if I had been diagnosed earlier
with HH, could the hip replacement have been
avoided?
No one had heard of HH in my family in 2015, but since
my diagnosis my sister has been diagnosed with HH
and two aunts and an uncle on my mother’s side have
been diagnosed.

Roly Chamberlayne

I also donate blood four times in the year in D’Olier
Street IBTS Clinic. It gives me a huge boost to know
that my blood is being reused to beneﬁt others.

I haven’t let haemochromatosis change my life but my main
message to all young people is to go and get checked.
Just do it!
After diagnosis, I had weekly venesections over a period
of 18 months to reduce my iron levels. The staﬀ in
Beaumont had rarely seen ferritin levels quite as high
as mine but once I knew what was involved, venesections
became part of my routine. I talk about HH at every
opportunity I get, even though most people are still
a bit unclear about the disorder. Although the damage
is done, I continue to beneﬁt from my venesections
and I know that I am on top of my maintenance
programme!

I get a text message each time I donate, to let me know
which hospital my blood has been donated! Although
my mobility has been aﬀected, I cycle and do Pilates,
which helps to ease any ﬂare ups in my joints.
Men can be reluctant and slow to get their health
check-ups. I was very lucky that my wife encouraged
me to get my bloods checked. If I was diagnosed at a
later stage, I am sure that even more damage would
have been done to my joints.

EFAPH (European Federation of Associations of Patient with
Haemochromatosis) & HI (Haemochromatosis International)
Updates
We continue to represent haemochromatosis patients’ needs at a European and international level through our
ongoing membership of EFAPH and HI. Our Executive Director, Miriam Forde is a Trustee on the board of HI and
has been recently appointed as a board member to EFAPH.
For more information: http://efaph.eu/ and https://haemochromatosis-international.org/
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Renewing your membership
Membership of the IHA makes us stronger and gives us a collective voice to advocate on behalf of members,
patients and their families. At this time of year, we encourage members to renew their annual membership.
Renew online: https://haemochromatosis-ir.com/membership OR complete the printed renewal form and
return to: Treasurer, Brendan Keenan, 66 Harold’s Cross Cottages, Harold’s Cross,Dublin DO6 WF72.
If you have already sent in your subscription or pay by standing order, thank you again for your very generous
support. Should you no longer wish to be a Member, please email miriam@haemochromatosis-ir.com or
alternatively leave a message on our voicemail 01 8735911.

Information Evenings & Webinar
We look forward to seeing our members and the general
public at some of our upcoming events in the coming
months:
•

Tullamore Information Evening with Dr. Gerard Crotty –
30th November, 2021.

•

Wexford Information Evening – February 2022,
date TBC

•

Online Information Webinar with Dr. John Ryan and
team, Beaumont Hospital, date TBC

Dr Gerard Crotty,
Tullamore General Hospital

Volunteers needed for Helpline & Promotion
Helpline Volunteers
We are looking for volunteers with good communication skills to help with our telephone and email Helpline.
We oﬀer induction and training including active listening skills. Volunteers can work remotely.

Volunteers in the Community
We are also looking for volunteers to help with raising awareness of haemochromatosis in their own counties,
ie promoting information evening events and distributing ﬂyers and posters in the community.
Please email Miriam for more information on these volunteer roles: miriam@haemochromatosis-ir.com.
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