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sINeAD DeNNY INteRNAtIoNAl Athlete 
‘My name is Sinéad Denny and I’m 27 
years old. I am an international 400m 
athlete. My goal is to compete at 
the 2020 Tokyo Olympics in the 400 
meters individual and 4 x 400 relay.
I found out in 2013 that I had 
Haemochromatosis. My dad had 
already been diagnosed with it. My 
ferritin at the time of diagnosis was 
600 ng/L. The normal range for 
women is 15-150 ng/L .
Haemochromatosis has never 
stopped me performing at a high 
level of sport. Now that I am 
attending St Michael’s Hospital, Dún 

Laoghaire, it allows me to be able 
to constantly keep an eye on my 
iron levels and make sure it doesn’t 
affect performances. At the moment 
I am attending the clinic every 2/3 
weeks. The treatment is great and 
only takes about 20 minutes and I 
have noticed an increase in energy 
since attending the clinic which has 
helped enhance my performance on 
the track.’

Sincerest thanks to Sinead for 
sharing her story and best of luck to 
her in Tokyo Olympics.

Eddie Horgan and his two sons Joe and Paul

eDDIe hoRGAN- A KeRRY FARmeR
Experiencing ankle pain 
eventually led to a diagnosis of 
Haemochromatosis for Eddie Horgan 
from Gortnaskehy, Ballybunion, Co. 
Kerry.
“I was in Cork one day and I 
remember I couldn’t walk,” he 
says. “My ankles were absolutely 
killing me. I had an X-ray and saw 
a rheumatologist who said that I 
shouldn’t have that level of pain given 
that the X-ray was showing that my 
joints weren’t too bad“
The rheumatologist then asked me if 
I’d ever got my ferritin levels checked. 
He had obviously come across 
Haemochromatosis before. I got the 
blood test done and found that my 
ferritin level was very high-almost 
4000 ng/l. 
Eddie believes that donating blood 
regularly when he was younger kept 
his Haemochromatosis under control 

for many years.
“Later, I developed high blood 
pressure and couldn’t give blood, so 
my iron levels built up over the years.”
He attended Kerry General as a public 
patient to have venesection done.
“I gave 65 pints of blood over a 
15-month period to bring the ferritin 
levels down.”
Eddie had never heard of 
Haemochromatosis when he was 

diagnosed. 
All	my	five	siblings	were	then	tested	
as well. Two of my sisters had ferritin 
levels up around 2,500 ng’l.”
Currently, Eddie has blood taken off 
once a year. He has had a lot of joint 
trouble and believes that it was the 
Haemochromatosis that was partly 
responsible for this. He has had a hip 
and knee replacement already. 
Eddie’s advice is not be shy about 
asking to have your ferritin levels 
tested.	The	anti-inflammatories	
he was prescribed for years didn’t 
do him any good.” I believe that 
early diagnosis is vital and if you 
have joint pain get checked for 
Haemochromatosis before the 
iron does serious damage to your 
organs.”
Thanks to Margaret Hawkins who 
published this article in the Farmers 
Journal in July 2018



 hemochRomAtosIs: ReFlectIoNs oN A DIAGNosIs- DR. RAY FYNes
After my diagnosis, I read as much 
as I could about hemochromatosis. 
I was curious why it is so common 
and yet often under-recognized 
by doctors. The article noted that 
doctors who expect to see horses 
are unlikely to spot a zebra standing 
among them. I smile when I am in 
my family doctor’s examining room, 
because he has photographs of 
zebras on the walls. He Is South 
African! He knows a zebra when he 
sees one!
A diagnosis is a gift in two ways. First 
is the gift to our families. There is a 
saying that when a doctor diagnoses 
a patient with hemochromatosis, s/
he diagnoses a family as well. In 
my case, when my Irish sister in-

Originally from Ballymena, Co Antrim, 
Dr Fynes and his family now live 
in Canada. Ray is President of the 
Canadian Haemochromatosis Society 
and has himself been diagnosed with 
Haemochromatosis.
‘After	the	haematologist	confirmed	
that I had hemochromatosis, I asked 
what had raised his suspicions when 
he examined me, and he replied that 
it might have been small patches of 
pigmentation on my skin.
My paternal grandfather and great 
uncle both died in their early forties. 
My grandfather died from diabetes; 
I do not know what my great-uncle 
died from, but when I researched 
his First World War military record, 
I discovered that he was given 
a medical discharge because of 
epilepsy. The medical exam also 
noted his “ruddy complexion”. In the 
small Co Antrim town that has been 
home to my father’s family for as far 
back as I can trace, most people had 
a nickname. My great uncle was “The 
Rajah” on account of his complexion. 
My uncle Robert who later died from 
liver cancer enjoyed telling the story 
how a shopkeeper mistook 
him for an Italian tourist. My 
dad was amused at once 
being mistaken for Greek. 
In hindsight am sure the 
Bronze Killer has been at 
work in my family tree. 
Why did I not piece all 
that together?

law learned of my diagnosis, she 
asked her family doctor if she might 
have hemochromatosis. Her doctor 
ordered	tests	and	confirmed	that	
she did. Further genetic testing 
confirmed	that	her	sister	–	my	wife	
– has hemochromatosis too! That 
knowledge is a huge gift for our 
siblings and especially our children. 
I think of my diagnosis as a gift that 
kept	on	giving,	the	other	beneficiaries	
being family members who discover 
that they might be potential carriers 
of the gene mutation, or at risk of 
developing iron-loading. Or they can 
sleep easy.
As	I	reflect	on	the	gift	of	timely	
diagnosis, (fortunately in my case 
tests did not detect organ damage) I 
begin to realize that the unit of blood 
I donate every few months as part 
of my maintenance, is also a gift of 
life to patients in need of blood. I 
am fortunate to have never needed 
a blood transfusion, but my wife and 
other family members have. How 
wonderful that my treatment can also 
be life-saving for others. So, timely 
diagnosis is a gift of added longevity, 
added quality of life, an alert for 
siblings and offspring, and a gift of 
life for the person on the receiving 
end of the unit of blood. What a win-

win-win! 

Thanks Ray for such a positive 
insightful response to a diagnosis 
of Haemochromatosis 

lIVING WIth the ImPAct oF IRoN oVeRloAD

Sponsor Denis Nolan with Margaret Mullett 
attending the House of Commons.

Congratulations to 
Haemochromatosis UK on the launch 
of a very comprehensive survey and 
report at the House of Commons on 
Wednesday October 31st.
Two thousand haemochromatosis 
patients responded to the survey 
on ‘Living with the Impact of 
Haemochromatosis’ and the results 
were independently analysed.
Mr Mark Pawsley MP hosted the 
Reception and Afternoon Tea on 
behalf of Haemochromatosis UK. 

Both the event and the publication of 
the report were sponsored by Denis 
and Daniel Nolan of the Toureen 
Construction Company.

Principal findings:
48.7% reported persistent fatigue and 
joint pain

36.6% reported none or very mild 
symptoms 
14.7% reported persistent and painful 
symptoms 
Most people who have undergone or 
are undergoing treatment reported 
that de-ironing helps improve many 
of their haemochromatosis related 
symptoms. 
The most common symptoms 
that survey respondents reported 
were arthritis or joint pain, fatigue, 
psychological	or	cognitive	difficulties,	
skin problems, menstrual problems 
and sexual health issues.
Regarding arthritis the most common 
locations were knuckles (69.3%) hip 
(56.8 %) or hand/wrist (46.9%)
The survey can be downloaded using 
the link 
https://www.haemochromatosis.org.
uk/2017-survey 

Sincerest thanks to the Chair of 
Haemochromatosis UK, Ms Corrina 
Towers, and Chief Executive, David 
Head for their kind invitation to 
Margaret Mullett who represented the 
IHA at the reception.



PReseNtAtIoN DR DoNAl tIGhe coNsultANt GAstRoeNteRoloGIst
•	 Joint	pain:	Knuckle,	and	first	joint 
	 of	the	1st	two	fingers	usually 
 affected 
• Abdominal pain 
• Reduced libido 
•  Discolouration of or bronzing of 

skin 

FActoRs thAt INFlueNce 
eXPRessIoN oF the DIseAse 
• Gender (women protected 
 bymenstruation) 
• Alcohol 
• Diet high in iron 
• Obesity 
•  Other liver conditions, e.g. hepatitis 

B&C 

hAemochRomAtosIs – IRoN 
meAsuRemeNts 
Normal transferrin saturation 20-50% 
Haemochromatosis sufferer 55-100% 
 
Ferritin 
Normal Range Females  
(ng/mL or mg/L) 15-150 
Females with Haemochromatosis       
250-3000  
Normal Range - Males  
(ng/mL or mg/L)  20-200 
Males with Haemochromatosis           
300-3000 

DIAGNosIs oF 
hAemochRomAtosIs 
Genotype Diagnosis  
• C282Y Homozygous (i.e. two 
 mutations) 
• C282/H63D Heterozygous 
 Phenotype Diagnosis 
• Raised Serum Ferritin 
• Raised Transferrin Saturation 
• Liver Biopsy Iron Excess 

otheR cAuses oF RAIseD FeRRItIN  
•	 Inflammatory	conditions:	e.g. 
 Rheumatoid arthritis, Lupus, 

• Other causes of chronic liver  
 disease, e.g. fatty liver,  
 autoimmune liver disease 
• Alcohol abuse  
• Kidney disease 
• Certain lymphoproliferative  
 cancers 

INDIcAtIoNs FoR GeNetIc 
testING 
• Family history of    
 hemochromatosis  
• Chronic liver disease 
• Abnormal liver tests 
• Abnormal serum iron studies 
• Diabetes mellitus 
• Arthropathy 
• Heart disease 

VeNesectIoN mANAGemeNt  
• Acute Early Phase - 1 unit (250 mg 
 Fe) weekly or biweekly until 
 almost anemic. 
• Maintenance Once iron stores 
  are depleted (ferritin <50ng/ml, 
 transferrin sat <50%) continue 
 with phlebotomy every 2-3 
 months. Monitor haemoglobin, 
 ferritin and transferrin saturation 

PhleBotomY ImPRoVes 
suRVIVAl  
• Preventable: all clinical 
 manifestations
 
• Reversible: cardiac dysfunction, 
 glucose intolerance,  
 hepatomegaly, and skin 
 pigmentation
 
• Irreversible: cirrhosis 
 risk of hepatocellular carcinoma 
 arthropathy, hypogonadism 
• Early diagnosis is vital

INtRoDuctIoN 
• Disorder of iron overload 
• Prevalence 1/200 in Europe, 1/83  
 in Ireland 
• 1/5 Irish people carrier 
• Genetic disorder 
• Autosomal recessive - need to  
 inherit both genes 
• C282Y main mutation 
• Iron is required to help body  
 produce haemoglobin and  
 transport oxygen around body 
•	 Iron can build up in organs -  
 including liver, pancreas, heart,  
 anterior pituitary 

hIstoRY oF hAemochRomAtosIs 
- VIKING hYPothesIs: 
• The locations of clusters and 
 mapped patterns of this mutation 
 have a very close correlation to 
 migration of Vikings & locations 
 of Viking settlements in Europe 
 that occurred around the time of 
 c.700 AD to c.1100 AD 
• Mutation could have been easily 
 spread by Vikings and later by the 
 Normans, indicating a genetic link 
 between hereditary 
 hemochromatosis and Viking 
 ancestry 

WhY so commoN IN IRelAND - 
celtIc cuRse 
• Isolation of island based people 
• Possible selective advantage of 
 carrying haemochromatosis gene 
 during famine - limited iron 
 availability and delivery 
• Concentration of individuals with 
 the gene amongst survivors 
• Increased carrier rates in the Irish 
 population 

sYmPtoms oF 
hAemochRomAtosIs  
• Fatigue, lethargy, weakness 

Sincerest thanks to Dr Luke 
O’Donnell, Nurse Jean Walsh and Dr 
Donal Tighe for a very informative 
and interesting meeting. Apologies 
from the IHA to all the attendees for 
not booking a bigger function room. 
There was an incredible turn out of 
well over 100 people. 

Jean spoke from the nursing 
perspective, Dr O’Donnell chaired 
the meeting and Dr Donal Tighe 
gave the following excellent 
presentation.

 INFoRmAtIoN meetING cAstleBAR octoBeR 4th 2018

Dr Luke O’Donnell, Margaret Mullett, Nurse Jean Walsh and Dr Donal Tighe attending the 
meeting in Castlebar



www.haemochromatosis-ir.com

INFoRmAtIoN meetING 
AthloNe WeDNesDAY 
NoVemBeR 7th

ReNeWAl oF suBscRIPtIoN- chANGe oF ADDRess

The IBTS is very happy to be able to 
include Haemochromatosis donors 
and hope that this will be nationwide 
very soon. At the moment this 
service is available in D’Olier St in 
Dublin and St Finbarr’s in Cork and 
most recently in clinics happening 
in Limerick,	Clare,	South	Tipperary	
and	North	Kerry. 	A	full	list	is	
available on the link:
https://www.giveblood.ie/Clinical-
Services/Haemochromatosis/

The IBTS will post a message 
on their face book page about 
the Haemochromatosis	pilot	

programme and will update it as 
more Clinics are able to offer this 
service to include HH donors. 

If you have a query contact the IBTS 
donor number line 1850 731137 or 
the	website	– www.giveblood.ie. 
If HH donors become followers of 
the IBTS facebook page they have a 
better chance of staying informed as 
the IBTS will post more information 
on the programme as they roll it out 
nationwide.

The link to the facebook is: https://
www.facebook.com/giveblood/

Membership renewal forms are 
enclosed with this newsletter. Please 
complete and return to our treasurer 
Brendan Keenan. If you have recently 
sent in your subscription or pay by 
standing order, please ignore this 
reminder.
Brendans address is: 
66 Harold’s Cross Cottages, Harold’s 
Cross, Dublin DO6 WF72.
Should you no longer wish to be 
a member, please let us know by 
emailing kategeog@gmail.com with 
Haemochromatosis in the subject 
line or alternatively leave a message 
on the voicemail 01 8735911.

If you would prefer to receive the 
newsletter by email or if your email 
address or phone number has 
changed, contact us as above.

Your ongoing support through 
the annual subscription is greatly 
appreciated and is one of the 
main sources of income for the 
Association. Sincerest thanks 
to each of you who have made 
donations to the IHA, in addition to 
the annual fee. 

A special thanks to the Murray girls 
who once again did the marathon for 
the IHA in memory of the late Des 
Murray.

Sincerest thanks to Michael 
O’Callaghan and the very generous 
team at Idea Bubble in Limerick 
who have very generously donated 
us a fantastic new web-site: http://
haemochromatosis-ir.com/ and 
http://ironoverload.ie

A very successful 
meeting took place 
in the Sheraton 
Hotel, Athlone 
on Novembr 7th. 
The speaker was 
Professor Gerard 
Clarke, Consultant 

Gastroenterologist, Portiuncula 
Hospital, Ballinasloe, Co Galway.
Several people who attended the 
meeting were newly diagnosed with 
Haemochromatosis. They greatly 
appreciated the advice given by 
Professor Clarke. The Question and 
Answer session after the talk was 
invaluable and there was a very high 
level of audience participation. 
As well as explaining the signs, 
symptoms and treatment of 
Haemochromatosis, Professor Clarke 
mentioned that Haemochromatosis 
can occur as a side effect of other 
diseases, in which case it is often 
termed secondary iron overload. 
The causes of Secondary iron 
overload include Alcohol, Liver 
Disease, Non-Alcohol Fatty Liver 
Disease, Porphyria Cutanea Tarda, 
Blood Disorders, Haemolytic 
Anaemias and Kidney. 
Thanks to Professor Clarke for a very 
informative and enjoyable talk. 

IBts moBIle clINIcs IN lImeRIcK, clARe, NoRth 
KeRRY AND south tIPPeRARY

Thelma Scott and John O’Brien attending a 
stand at the NPC

The National Ploughing 
Championship took place in 
Screggan, Tullamore, Co Offaly on 
18th, 20th, 22nd September 2018. 
Thanks to all our volunteers who 
manned the stands on the18th and 
20th. A particular thanks to the brave 
and patient volunteers who got 
themselves to Screggan early on the 
Wednesday morning. 

They waited around until 12 am 
when they were advised that the 
event was being cancelled because 
of	the	severe	flooding.	No	one	
complained and even volunteered to 
help again next year !

NAtIoNAl PlouGhING 
chAmPIoNshIP 2018

Several deputies have asked 
parliamentary questions regarding 
the €80 Venesection charge. 
The disappointing noncommittal 
reply from the Minister is as 
follows:
“Officials	from	the	HSE	and	my	
Department held two meetings 
in recent months to discuss 
the provision of therapeutic 
phlebotomy services for hereditary 
haemochromatosis patients.
Meanwhile, proposals in regard to 
the issue of charging hereditary 
haemochromatosis patients for 
venesections in acute hospitals are 
being considered.”

VeNesectIoN
chARGe

Rosaleen McCourt attending the Athlone 
meeting


