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hAemochRomAtoSIS 
AWAReNeSS DAY 
JUNe 7th 
Sincerest thanks to all the 
people who helped man the 
information stands in 30 
venues throughout the 
country. It would not have 
been possible to organise 
the event without the support 
of members of the association 
and friends. 
This year we were delighted to 
have articles in several newspapers 
including the Health Supplements 
of the Irish Times and the Irish 
Independent.



IBtS- ImPoRtANt PRoGRAmme chANGe 
the IBtS is changing the manner in 
which it accepts donations from people 
with hereditary haemochromatosis 
from monday 28th may. this change 
will allow a person with hh to attend a 
whole blood donation clinic in D’olier 
Street and St Finbarrs cork on any 
day rather than the dedicated day at 
present.
The new programme will be run for a 
month in D’Olier Street and St Finbarrs 
and then reviewed to make sure it is 
working as intended. The IBTS will then 
roll it out to the Mobile Team in Limerick 
and Mobile 1 in Dublin. That will happen 
by the end of July. It will then be rolled 
out to the remainder of the country - 
hopefully by the end of the year.

Background
the service for hh patients was initially 
introduced at the clinic in Stillorgan 
and today this clinic manages 
approximately 600 patients. there is no 
change to the operation of that clinic. 
Subsequently a clinic for HH patients 
was introduced in Dublin in August 
2013 and Cork in January 2014 as a 
pilot scheme for members of the public 
who were either not eligible to or did 
not want to donate, but still required 
venesection up to 4 times a year for 
the treatment of HH. This clinic is 
continuing, but this will require to be 
changed because of the decision to 
accept HH patients at any blood clinic. 
Most of the patients who attend this 
clinic are permanently deferred from 

donating blood. The IBTS will not be 
able to manage these patients in the 
new environment. the IBtS has to 
ensure that blood for transfusion and 
blood not for transfusion do not get 
mixed up.

Those patients who attend the clinic in 
D’Olier Street and St Finbarrs under the 
old system had the option to remain as 
a patient or, if eligible, donate.

Rationale for change
The reason for this change now is to 
facilitate a national expansion of a 
programme to whole blood donors who 
have Haemochromatosis and meet the 
IBTS criteria to have their blood used for 
patients in hospital. 
on 28th may, the IBtS will introduce 
a new programme where members of 
the public who have hh can attend any 
blood donation clinic in D’olier Street 
and St Finbarrs, cork. their eligibility to 
donate will be assessed by completing 
the health & lifestyle Questionnaire 
(hlQ). A new question has been 
added to the questionnaire asking 
about a diagnosis of or treatment for 
hh. the IBtS will no longer require a 
prescription from a GP to carry out a 
venesection.

If the patient is not suffering from 
complications as a result of HH and 
does not have iron overload or has 
completed iron depletion therapy and 
requires no more than 8 venesections a 

year, then the patient will be considered 
eligible for donation, provided all other 
IBTS criteria are met. However, in reality, 
because donors can only donate every 
90 days it is four venesections per year.
 
Patients who are temporarily 
deferred from donating will get their 
haemoglobin level measured using a 
finger prick test and will be venesected 
into a dry pack (i.e. not for patient use 
in a hospital). The IBTS will collect 
samples with the venesection and carry 
out the standard tests. The patient 
will be informed of the duration of 
the deferral. In the intervening period 
the patient may attend a clinic for a 
therapeutic venesection (i.e. not for 
patient use in a hospital), while the 
deferral is in place. The IBTS will not 
monitor Ferritin levels; patients will be 
required to continue attending their 
treating physician for the management 
of HH. 

For patients who are permanently 
excluded from donating, the IBTS will 
not collect any blood or blood samples 
and they will be advised to return to 
their GP, Clinical Nurse Specialist or 
treatment facility for managing their 
HH. 

Thanks to CEO, Mr Andy Kelly for 
forwarding this information. Please 
help ensure that the pilot scheme is a 
success and that the programme will be 
extended nationwide.

A normal person will only absorb a 
small fraction of the iron she/he eats: 
someone with HH absorbs up to 4 times 
more of the iron than other individuals 
(normal 1mg/d, HH 2-4mg/d).
The amount of iron absorbed depends 
on whether it is ‘haem iron’ or ‘non-haem 
iron’. Haem iron is the form of iron in 
our blood (haemoglobin in red cells) 
and muscles (myoglobin) and is found 
in red meat, poultry, liver, kidney, black 
pudding and oily fish. It is relatively well 
absorbed compared with non-haem 
iron. Most dietary iron is non-haem, and 
is found in a wide range of foods e.g. 
fortified cereals, eggs, dark green leafy 
vegetables, pulses, dried fruit, nuts.
The amount absorbed depends on the 
other foods and drinks that you take at 
the same time. Vitamin C can greatly 
increase the amount of non-haem iron 
absorbed. So, if you take Vitamin C in 
amounts of 25mg or more, it must be 
between meals and not with food.

On the other hand there are some 
foods which reduce the amount of iron 
absorbed from a meal – these are tea, 
coffee, wholegrain cereals, bran, beans 
and pulses, oregano and nuts. Calcium 
also reduces iron absorption. So, milk 
and milk products (naturally low in iron) 
are recommended.

Key messages 
•  Stay with a good balanced diet, 

including all fruit and vegetables, and 
don’t worry too much about the iron 
content. A low Iron Diet is of little 
benefit as considerably more Iron can 
be removed by a single venesection

• Limit your intake of red meat 
•  Drink tea, coffee or milk with meals
•  Avoid multivitamins unless 

prescribed by your doctor (Vitamin C 
and Iron)

•  Avoid raw oysters, clams, scallops 
and mussels

•  Avoid iron fortified foods

•  Minimise alcohol intake, particularly 
with meals, as it may increase iron 
absorption and can also cause liver 
disease.

A cautionary tale 
•  60% Irish population have excess 

body weight
•  Excess weight independently 

contributes to liver disease

Advice
•  Limit high-fat, sugar, salt foods and 

sugary drinks 
•  Eat more Vegetables, Salad and Fruit 

- up to 7 servings a day
• Cut down on alcohol 
•  Take 30 minutes of exercise 5 times a 

week

Sincerest thanks for this very helpful 
information to Niamh O’Sullivan, 
Specialist Dietitian, St Vincent’s Hospital, 
Dublin 4

DIetARY ADVIce -  NIAmh o’ SUllIVAN 



ANNUAl GeNeRAl meetING SAtURDAY mAY 26th

Dr Mensud Hatunic, Consultant 
Endocrinologist, Mater Hospital 
said diabetes develops in 30% of 
patients with haemochromatosis. A 
significant proportion of patients with 
newly diagnosed haemochromatosis 
have abnormal glucose levels. It 
is recommended that all patients 
with haemochromatosis are 
screened for diabetes. Appropriate 
haemochromatosis treatment with 
venesection will improve glucose 
level, prevent progression to diabetes 
and improve diabetes control with 
already established diabetes in 
haemochromatosis.  

It is estimated that there are 
190,000 people in Ireland 
living with diabetes, type 2 
diabetes accounting for 90% 
of all cases. 

PReSeNtAtIoN oN FAttY lIVeR 
PRoF. SUZANNe NoRRIS

Introduction
Patients with Haemochromatosis 
(HH) are usually very well informed 
about the importance of keeping 
ferritin levels under control to prevent 
complications. Phlebotomy or blood 
letting is often recommended when 
the ferritin values begin to increase or 
for symptom control. however, few 
patients with hh are aware that they 
also have a high ferritin for reasons 
unrelated to hh, such as fatty liver. 
Fatty liver is common in the setting of 
diabetes, high cholesterol, high BMI 
and may cause cirrhosis, a risk that is 
present even in non-drinkers. 

will be the most obese country in 
Europe by 2025. Additionally, it is 
estimated that there are 190,000 
people in Ireland living with diabetes, 
type 2 diabetes accounting for 90% of 
all cases. 

What are the consequences of fatty 
liver?
For most patients, the condition 
remains as uncomplicated steatosis 
or NASH. However, in approximately 
one third of patients with NASH, 
scarring can continue to progress to 
irreversible liver damage or cirrhosis. 
Patients with cirrhosis may develop 
life-threatening complications such 
as liver failure and are at higher risk of 
liver cancer. 
Patients with fatty liver also have 
a higher risk of heart disease, even 
in the absence of diabetes, and 
cardiovascular disease (CVD) is the 
leading cause of death in NAFLD 
patients. 

Who is at risk for fatty liver?
Fatty liver is typically associated with 
the following:
•  Obesity (especially central 

abdominal fat)
• high cholesterol 
• type 2 diabetes
• high blood pressure
• insulin resistance

how is fatty liver diagnosed?
The majority of diabetic patients 
with NAFLD are asymptomatic 
or have non-specific symptoms 
such as fatigue, non-specific RUQ 
discomfort, or arthralgia (joint pain), 
symptoms very commonly reported in 
haemochromatosis.
Because of the concern of 
the potentially huge burden of 
undiagnosed liver disease due to fatty 
liver in at risk patients, the European 
Association for the Study of the 
Liver (EASL) recommends that the 
progressive form of NAFLD (NASH) 
should be identified in patients at risk 
(age >50 years, type 2 diabetes or 
metabolic syndrome). 

Although a high liver blood test (ALT) 
can indicate liver inflammation in 
patients with NAFLD, patients with 
advanced liver scaring often have 
normal LFTs. Almost three quarters 
of diabetic patients with NAFLD and 
half of diabetic patients with NASH 
have normal ALT levels. Consequently, 

normal LFTS in diabetic patients 
should not reassure the clinician 
that there is no evidence of NASH 
or fibrosis. Liver ultrasound is 
commonly the means by which a fatty 
liver is identified. The simultaneous 
evaluation of both liver stiffness and 
fat quantification in the same liver 
volume is very useful in assessing 
NAFLD patients. 

What is the treatment for fatty liver?
The main focus of treatment is 
lifestyle modification including diet, 
exercise (aerobic and resistance), 
and behavioural change. Relatively 
small amounts of weight loss reduce 
liver fat and improve hepatic insulin 
resistance. Therefore, lifestyle 
intervention can improve and reverse 
NASH, provided significant weight 
loss is achieved. Food choices 
based on the Mediterranean diet 
are recommended considering the 
additional benefits. 

Summary
the main focus of hh management 
is venesection, guided by ferritin 
blood levels. however, high ferritin 
blood levels are also commonly 
found in NAFlD and in this setting, 
venesection should not be performed.

Thanks to Professor Suzanne Norris, 
Consultant Hepatologist, St James’s 
Hospital for her excellent presentation 
at the AGM. The above extract from 
her presentation is included in the 
newsletter as many of the attendees 
at the meeting were particularly 
interested in knowing more about fatty 
liver.  What is non-alcoholic fatty liver?

Fatty liver or Non-Alcoholic Fatty Liver 
Disease (NAFLD) is a term used to 
describe a condition caused by the 
build-up of fat in liver cells. NAFLD 
infers no significant alcohol intake 
(daily alcohol consumption less than 
3 small drinks for men and less than 
2/day for women).
 
how common is fatty liver?
Fatty liver is a common condition that 
affects up to 30% of the population. It 
is the most common cause of chronic 
liver disease in developed countries 
According to an epidemiological 
study published in the Lancet in 
2016, the incidence and prevalence 
of obesity in Ireland is increasing at a 
more rapid rate than other European 
countries, and if maintained, Ireland 

DIABeteS AND 
hAemochRomAtoSIS
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NAtIoNAl PloUGhING chAmPIoNShIP 
The National Ploughing Championship is set to return to Screggan, 
Tullamore, Co. Offaly on September 18th, 19th and 20th. Please let us know if 
you are free to help man the IHA stand. 

SARAh cAGNeY - eARlY DIAGNoSIS 

Hannah Murray, Deirdre Murray McCurtin, Katie McCurtin and Shauna Mc Curtin .

mINI mARAthoN SUNDAY, JUNe 3RD 
Four of the extended Murray family 
ran the marathon again this year in 
memory of their beloved brother, 
Des, who died two years ago as a 
result of complications caused by 

Haemochromatosis. Congratulations 
to Aisling Behan and Asta 
Vazneviciupe from Killester College, 
who also participated on behalf of 
the IHA.

The AGM of the Irish 
Haemochromatosis Association, 
which took place on Saturday 26th 
May 2018, was attended by 68 
members. Apologies were received 
from 67 members. The meeting, which 
was chaired by Margaret Mullett, 
commenced at 11.00 a.m. at the IBTS
Margaret welcomed members and 
thanked CEO, Mr Andy Kelly, for hosting 
the meeting and providing lunch and 
coffee. Mr Kelly gave an update on the 
future plans of the IBTS in relation to 
accepting Haemochromatosis patients 
nationwide as donors.
Margaret gave the chairperson’s report. 
the €80 charge for venesection is a 
cause of great concern to patients 
and affects people who do not have a 
medical card or health insurance. this 
charge of €80 has a ceiling of €800 
per annum.
Over 3,000 have signed a petition 
forwarded to Minister Harris
Several TDs have asked Parliamentary 
Questions. Four deputies mentioned 
that they themselves have HH.
Minister Harris replied that his 
department were looking into the 
matter.

Brendan Keenan gave the treasurer’s 
report. Frank Mc Hugh was elected 
to the board of the IHA. Frank was 
proposed by Margaret Mullett and 
seconded by Leonora Mullett. Frank 
replaced Kathy O’ Dwyer, who stepped 
down last year. Catherine Geoghegan 
was proposed for re-election by Fran 
Mullaney and seconded by Niall Rabbitt. 
Leonora Mullett was proposed for 
re-election by Kay Kenny Bedford and 
seconded by Beta O’ Brien. The other 
board members agreed to stay on. 

The business meeting concluded and 
the guest speakers were introduced. 
Speakers were Prof Suzanne Norris, 
St James’s hospital, ms Niamh 
o’Sullivan, Specialist Dietitian in 
liver Disease, St Vincent’s hospital, 
Dublin 4, Nurse Fiona colclough, 
haemochromatosis Nurse Specialist, 
Beaumont hospital, Dublin 9 and Dr 
conchúir o’Brolcháin who spoke from 
a patient’s perspective. 

The Meeting concluded at 2.00 p.m, 
after which all in attendance were 
invited to lunch, courtesy of the IBTS.

ANNUAl GeNeRAl 
meetING SAtURDAY 

mAY 26th 2018

When Sarah Cagney (32) discovered 
that her dad’s brothers had 
Haemochromatosis she decided 
to get tested for the condition 
in 2016. Even though she didn’t 
have any symptoms, she asked 
the GP to arrange the blood tests 
and it was confirmed that she had 

Haemochromatosis.
Following her diagnosis, Sarah 
attended Louth Hospital for fortnightly 
venesections for five months and now 
has venesections every six months. 
Sarah says it is reassuring to realise 
how easily the condition is treated 
without medication. She feels lucky in 
that she hasn’t had any huge lifestyle 
changes but is conscious of her 
alcohol consumption and has reduced 
iron-rich foods in her diet. 
Sarah appreciates she has been 
diagnosed early and spent several 
hours manning an information stand 
in Drogheda on the Awareness Day.

Well done Sarah for taking the initiative 
to get tested and also agreeing to be 
interviewed by Sylvia Thompson of the 
Irish Times Health Supplement.

A very special thanks to Leah and Georgina Mullett for helping Margaret to raise awareness


