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Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes.

Foreword

We are delighted to welcome you to this
publication, produced to commemorate 50
years of Diabetes Ireland. In November 2016
we held our 50th annual general meeting in
Dublin, which marked the beginning of our
year-long celebrations.

The seeds of Diabetes Ireland were sown
in 1957 when efforts were made o get a
diabetes charity off the ground. However, it
wasn’t until 1967 that the momentum was
established for an organisation to become
a reality. Some 750 people aftended the
first public meeting of the Irish Diabetic
Associatfion in Dublin. One of its first major
successes was to obtain free medication for
people with diabetes.

Since then each year our organisatfion has
gone from strength to strength as we identify
and achieve annual goals. This publication
charts the development of Diabetes Ireland
over the past 50 years.

We have grown to become a sfrong and
unified voice in advocating for better services

for those with diabetes and influencing
health policy in this area. The purchase of
a state-of-the-art headquarters in Santry in
2013 considerably broadened our scope,
enabling us fo offer services directly to
thousands of people with diabetes. The
opening of another care centre in Cork was
one of the highlights of 2016.

With our comprehensive support and
education services, our meetings, activities
and regional services nationwide, our
website and quarterly magazine, we
constantly strive to provide what our
members need to optimally manage their
diabetes.

We would like to take this opportunity to
thank everyone who has given their fime,
commitment and enthusiasm —in paid roles
and as volunteers — over the past 50 years.
We look forward fo many more advances as
Diabetes Ireland continues to grow.

Hilary Hoey, Chairperson
Gerald Tomkin, President
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Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes

From a single room
to a state-of-the-art
Diabetes Care Centre
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Prof Gerald Tomkin

n 1975 Prof Gerald Tomkin embarked on what

was to become a long-term involvement with
the Irish Diabetic Association, subsequently the
Diabetes Federation of Ireland and now Diabetes
Ireland. This had been set up in 1967 by Patricia
and Michael Carroll, who had tirelessly run the
fledgling organisation from a room in their home in
Clontarf, Dublin.

Their first major achievement had been in
relation to medication for Type 1. “The Carrolls
were successful in working to get free insulin for

. everyone with Type 1 diabetes. At that time the

health services were not well organised for the
lesser well off and insulin had very significant cost
implications for many,” Prof Tomkin recalls.

While this was a real milestone for people with
diabetes, there was a lot more to be done. Prof
Tomkin believed that the appointment of a strong
CEO was warranted to spearhead efforts at
advocating for people with diabetes and growing
the organisation.

lan Morrison, former director of the Bank of
Ireland and chairman of the Adelaide Hospital
Board, became president of the Irish Diabetic

Diabetes Ireland has had a major impact on
awareness of diabetes and the development of
diabetes services in Ireland, Prof Gerald Tomkin
tells Sheila O'Kelly

1967

First public
meeting

1999

Four Peaks
Challenge

Association. In addition, Paul Mooney, from the
pharmaceutical company NovoNordisk, then came
on board and added some extra energy to the
organisation.

Between 1995 and 1997 the organisation
received a two-year grant of £50,000 for
educational literature from the Department of
Health through the National Lottery.

Around this time it also received a £25,000
grant from Servier Laboratories fo conduct a pilot
scheme through general practitioners to identify
people newly diagnosed with Type 2 diabetes.

In addition, the Four Peaks Challenge in the
1990s attracted attention. Shown on RTE it raised
a lot of money.

“It was important because it showed the public
that diabetes was compatible with the highest
achievements,” said Prof Tomkin.

In 1998, Kieran O’Leary joined the Diabetes
Federation of Ireland. One of his early
fundraising successes was to organise the
Kilimanijaro trek. In 2000, the first National
Exercise Day was held with the aim of
developing public awareness that exercise had



arole in preventing type 2 diabetes and heart
disease.

“The organisation has gone from strength
to strength since then. Kieran has excellent
communications skills and powers of persuasion,
particularly with the Department of Health. He has
been an outstanding CEO ,” said Prof Tomkin.

Another key appointment was that of Anna
Clarke, clinical nurse specialist, who has since
received a doctorafe and has grown her role
info the important area of Health Promotion
and Research Manager. “Between these two
appointments Diabetes Ireland now has a very
powerful voice”, said Prof Tomkin.

Underlying the growth and success of the
organisation, is the fact that Diabetes Ireland has
doggedly knocked on doors and continuously
makes noise about diabetes care.

“Diabetes Ireland has had an enormous effect on
awareness of diabetes and the growth in services.
There was no other voice. It has been a huge
advocate for patients and provides the necessary
support. We know that the appointments of many
of our consulfant endocrinologists wouldn’t have
happened around the country without Diabetes
Ireland. It has also boosted services hugely,
especially in terms of diabetes nurse specialists,
dietitians and podiatrists,” said Prof Tomkin. These
services are continuing fo expand.

Times have changed in terms of how diabetes
is perceived as a public health issue. Around
2000 the National Cardiovascular Health Strategy
published by the Department of Health and
Children, barely mentioned diabetes. However,
following discussions with the Diabetes
Federation, by 2001 the Department had
started to rethink this. Up until then there was
littfle awareness about how important vascular
disease was in relation fo diabefes.

“Only microvascular disease —blindness,
kidney failure and neuropathy —had been
considered relevant. No one falked about
large vessel disease — hypertension and
dyslipidaemia (cholesterol levels) as being
imporfant aspects fo managing people with
diabetes. So it has changed dramatically over
the years,” said Prof Tomkin.

Other major developments have been in
relation to paediatric diabefes.

“Children really had a very hard time when |
first started practising. Things have improved
dramatically for paediatric diabetes care,” said
Prof Tomkin.

There were very few paediafricians with
specialised diabetes knowledge in the 1970s.
Now there are several in the country with
more appointments being planned.

2013

He points in particular to the support from
Diabetes Ireland children’s camps and activities,
and the role of parent support groups.

For years Diabetes Ireland campaigned for free
annual eye screening for people with diabetes.
Finally, in 2013, the national Diabetic RetinaScreen
programme began. It offers free eye screening for
everyone with diabetes over the age of 12 and has
been a great success, said Prof Tomkin.

The move by Diabetes Ireland from Gardiner
Streetto state-of-the-art premises in Santry in
2013 moved the organisation up another gear.
Prof Tomkin feels that the timing was perfect for
this major expansion.

“That was completely due to Kieran O’Leary’s
foresight. He saw the opportunity when property
prices were so low. It is wonderful to see the Care
Centre thriving. They have used the space in Santry
to make it an active rather than a passive sort of
place.”

When Prof Tomkin came back to Ireland from
working abroad in 1975, there was very little
diabetes expertise in the country.

“Most physicians looking after diabetes had very
little knowledge of diabetes apart from in one or
two units. However, when | frained | worked with a
specialist called Robert H Micks in Sir Patrick Dun’s
who was professor of therapeutics. Prof Micks was
exceptional because during the war he promoted
a new machine for measuring pofassium. The
significance of that was that ketoacidosis can
cause potassium to fall to dangerously low levels”.

Diabetic ketoacidosis (DKA) is a dangerous
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The official opening of the new Diabetes Care Centre in 2013 by Roisin Shortall

“There is much more awareness regarding N eEw STaTe_
care of children with diabetes. Improved Of‘Th e-3 rT
access fo insulin pump therapy has been very .
helpful,” he said. Drem ISES
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Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes

The first significant change in diabetes care

during Prof Tomkin’s professional career

was the recognition that diabetes was also

en

associated with large vessel disease, which

could lead to heart attacks and strokes

condition upsetting the delicate balance of the
body’s chemistry. Prof Micks popularised the use
of potassium all over Europe.

“In the US people were dying of ketoacidosis a
few days after hospital admission, because their
potassium went right down. Now more people die
from hypoglycaemia than they do of ketoacidosis,”
said Prof Tomkin.

“He is considered one of the founding fathers of
saving lives from ketoacidosis. It was this work in
particular that promoted my inferest in diabetes,”
he added.

“In the Mater Hospital, Dr Ivo Drury made a big
impact and developed a diabetes centre. He
was quite extraordinary because he looked after
diabetes patients in the three maternity hospitals.
He had a very unusual way of treating people with
diabetes by giving them huge doses of long-acting
insulin. He was a very good clinician,” he said.

From the 1970s, physicians such as Dr John
O’Sullivan in Cork, Dr John O’Donnell in Galway and
Dr Jim Devlin in Beaumont began fo specialise in
diabetes.

Endocrinology was developing as a specialist
field in the UK. When Prof Tomkin returned fo the
Adelaide Hospital, the concept of specialising in
diabetes was not commonly accepted. “I had to
work very hard fo specialise in the area,” said Prof
Tomkin.

The first significant change in diabetes care
during Prof Tomkin’s professional career was the
recognifion that diabefes was also associated with
large vessel disease, which could lead to heart
attacks and strokes.

“This awareness came at a time when we could
do something about it. Up to about 20 years ago
we had very poor medication for blood pressure
and no treatment for cholesterol. Then suddenly
we could address these.

“People were also beginning fo realise that good
diabetes conftrol really did stop refinopathy,” he
said, adding that these changes had taken a long
fime.

Prof Tomkin does not consider therapeutic
developments or the insulins as the answer fo

everything in diabetes management.

His view is that metformin and sulphonylureas
have been the mainstay of treatment for Type 2
diabetes for more than 20 years, and sfill are.

He said people are living longer because of the
improvements in cholesterol lowering and blood
pressure medications. The understanding that high
blood sugar damages the eyes has also reduced
the levels of diabetic retinopathy.

But what has made the biggest difference in
freating eye disease is laser therapy and the
new anti-VEGF injections for treating macular
degeneration. “These freatments are incredibly
successful in stopping blindness,” said Prof
Tomkin.

This means that people are living very
successfully with diabetes and they are living
longer. They don’t go blind and they don’t lose their
kidney function due to high blood pressure.

Despite all the improvements in care, the
incidence of both Type 1 and Type 2 diabetes is
increasing. Prof Tomkin believes that the higher
levels of obesity do not necessarily tell the full
story, particularly as increasing Type 1 diabetes
levels are unrelated to obesity.

“The beta cell transplants have been
disappointing. The pancreas transplant is now
very successful, but it really is such a huge
operation and there are not enough pancreases
to go around. There is also the related problem of
serious immunosuppression,” said Prof Tomkin.

“The new generation of islet cells or beta cells
that can be manufactured and put in under the
skin are exciting. If these fail you can repeat the
process. That is very exciting for the future of Type
1 diabetes therapy. Diabetes care facilities are
much betfter now. Our main problem is getting
people to take control of their own diabetes,” said
Prof Tomkin.

“We often see both young and old people who
just disappear from the clinics. They feel well and
don’t think about the future or they may be scared.
This is a major concern and we haven't anywhere
near a proper understanding yet about how to help
these people,” said Prof Tomkin.



Three pioneering women
who helped get Diabetes
reland on its feet

Phil Vizzard

hil Vizzard was the first person to be employed

by the then Irish Diabetic Association, with
which she worked from 1982 until shortly before
her untimely death in 1994. She joined the Irish
Diabetic Association when her youngest child
started school. At the time the organisation was
run from the front room of the two founders,
Michael and Patricia Carroll.

The family involvement has continued in latter
years with Phil's daughter, Nicola Vizzard, now a
diabetes nurse specialist and a former director
of Diabetes Ireland. “Phil was always chatting fo
patients. She loved her job, absolutely loved it,”
recalls Nicola.

In October 1989, Phil aftended the key St Vincent
meeting in Italy on behalf of the Irish Diabetic
Association. The small Italian town of St Vincent
hosted a meeting organised by the World Health
Organization and the International Diabetes
Federation. At this meeting, representatives of
diabetes associations, including the then Irish
Diabetic Association, and government health
departments from all over Europe unanimously
agreed what became a landmark document
known as the St Vincent Declaration.

Nicola also remembers her mother being very

The St. Vincent Declaration;
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much involved when the European Association for
the Study of Diabetes (EASD) held its conference in
the RDS, Dublin in the early 1990s.

Another highlight was when the renowned
pianist, Ruth Slenczynska, played on behalf of
the organisation in March 1992, at the National
Concert Hall, Dublin. It was a fundraiser and part of
the 25th anniversary celebrations.

One important contribution Phil made was to
infroduce computerisation fo the organisation.

“She had to learn computers herself to do so,”
recalls Nicola. “Diabetes Ireland has gone from
strength to strength and it is great to see if. It went
from an organisatfion with one part-fime employee
(Phil); then Una Wilson joined fo make it one and
a half people and now to see what they have. My
father would say that ‘if mammy was alive foday
and she saw how great the organisation was, she
would be so happy,” said Nicola.

The Phil Vizzard Research Fellowship Grant was
set up in Phil's memory after she died in 1994.

Nicola has been working for some time as a
diabetes nurse specialist, and explains that this
came about purely by accident.

“I frained in the Mater in 1997. For the last year of
my training | did a lot of work on St John’s diabetes
ward in the Mafer. | really enjoyed it. Then | went to
Holles Street Hospital for two years. In 1995, I filled
a maternity cover vacancy in the Diabetes Day
Centre —all by pure accident —
and | ended up staying in that
clinic until  moved to the Mater
Private Hospital last year,” said
Nicola.

i e Cimes el need some optinivn
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“In the old days of Diabetes Ireland, even before
| was qualified, we were always fundraising.
We'd be shaking boxes outside football matches,
raising sponsorship or collecting money in pubs.

Of course the money they had then was

nothing like what they have now. There
were months in the old days when
Phil Vizzard

there was not enough money in the
pot to pay the staff salaries. They have

ResearCh c?mg on sg much now,” sgid Nicola.
. I think Diabetes Ireland is a huge
Fellowshi P support for people with diabetes.
Gra Nt If anyone is looking for general

information, | will always refer them to the
Diabetes Ireland website. All the information
they will get there is free, accurate and up to date.
Itis a great network of patients and the new centre
in Santry is fabulous with wonderful services,” said
Nicola.

Una Wilson

nother key woman in the history of Diabetes
Ireland was Una Wilson. She was diagnosed
with Type 1 diabetes in 1982 and a few months
later her 12-year-old daughter, Orla, was also
diagnosed. After their diagnoses, Una joined
the Irish Diabetic Association and started
attending all its meetings. More recently,
Una’s grandchild (Orla’s daughter) has been
diagnosed with Type 1.
About 1989, Una decided to go back to
work. She was doing a course and needed
o do six weeks’ work experience.

“I said if | was going to work for
free, | would work for someone
who needed help and | went fo
the Association,” said Una. At
the end of the six weeks Una
was offered a part-time job and
she joined Phil Vizzard as the
second member of staff.

1990

FEuropean
diabetes meeting
Dublin

1990

‘Live Life to the Full’
information pack
launched

Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes.

Nicola was a director of the Diabetes Federation
of Ireland for some years. She was very involved
with the family activity camps and fundraisers like
the frip to Kilimanijaro.

“l learnt more on those weekends away with
the young adolescents than any text book would
ever have faught me. You see them living with
diabetes and coping or not coping with if. It
meant that when people came info the clinic
and asked me if their children should go on one
of the camps, | could say, yes definitely. The
children pick up so much information from each
other.

“People are now more aware of diabetes than
they were years ago. Information is everywhere.
When | qualified, Type 2 diabetes was for the
middle-aged overweight person —over 50. Now
we are seeing them in their 30s and 40s. And
sometimes in their 20s,” said Nicola.

“The two of us got on like a house on fire.

The following year we produced our first large
information pack. It was called ‘Live Life to the Full’
and there was abouf 10 sheets in it dealing with
the different aspects of diabetes,” said Una.

In 1990, there was a major European diabetes
meeting in Dublin and President Mary Robinson
launched the information pack at that conference.

“We senf out one of these packs to every
member of the Association and to all the diabetes
clinics, which was really big for us.

“At that stage we opened a few more branches
around the country — Kilkenny, Carlow, Portlaoise.
We used fo go to branch meetings and talk about
the Association and | used to talk about living with
diabetes.

“We were really frying fo educate people about
the condition. People were being diagnosed and
weren’t getting a huge amount of education at that
time,” said Una.

Afew years later the Diabetes Federation of
Ireland launched an information booklet for schools.

“I went to schools falking to the teachers about

“We were frying to empower people to find out
about their diabetes. People can be fold what
to do but really you have to be out there helping
yourself. Nobody can do it for you”



having a child in the school with diabetes. It wasn’t
as common then as it is now.

“At that stage we used to bring family and friends
info the office when there was a mailshot going
out. They all stuffed envelopes. My and Phil’'s
kids did it and various other people who had an
interest in helping. That was always a great social
occasion,” said Una.

Sadly Phil Vizzard died in 1994 and Una then ran
the office single-handedly.

“Peggy Gunning was a friend of mine. | knew she
was interested in going back fo work and | asked
her if she would come to work with me and she
did,” said Una.

As the organisation began to grow more rapidly
around the mid-1990s, there was increasing
emphasis placed on the whole idea of self
management.

“We were trying to empower people fo find out
about their diabetes. People can be told what to do
but really you have to be out there helping yourself.
Nobody can do it for you.

“Attitudes tfowards diabetes have changed over
the years. People are becoming more aware of
whatitis all about.

“Back in the 1990s, we used to be fighting with
insurance companies about mortgages and motor
insurance for people with diabetes. And even
about jobs. That has all changed. People have
become aware that they can live a normal life once

Peggy Gunning

Peggy Gunning joined the Diabetes Federation
of Ireland shortly after the untimely death of
Phil Vizzard in 1994 and continued working for the
Federation until 2006.

At first Peggy did the accounts, but later moved
info working on the helpline. She saw the
organisation grow from a small, relatively little-
known body, to a large, busy one, with regional
offices and support branches throughout the
country.

Working on the helpline, Peggy dealt with all
basic enquiries. This included telling people about
the supports available in their area, sending out
information packs and explaining how to handle
the diagnosis.

And Peggy knew plenty about handling
the condition. Ironically while working in the
Federation, she developed Type 2 diabetes herself.
“l wasn'’t surprised as my brother and sister have it
t00,” she said.

As she was so aware of the symptoms, “I latched

they look after the condition,” said Una.

“I got a great grounding from my doctor, Dr lvo
Drury. By golly you were educated about your
diabetes. | was in hospital for 12 days —really to
learn all about diabetes. Now they hardly keep
people in hospital at all when they are diagnosed.

“These days | am on four injecfions a day,
including one af night. But my daughter and her
daughterin the US are both on insulin pumps
and they use continuous glucose monitoring.

I'll stick with the injections at

this stage,” said Una.
Una finished working at

Kieran O’Leary

joined

the Diabetes Federation
of Ireland in 1998, the
year Kieran O’Leary
joined the charity. In
the meantime, there
have been significant
developmentsin the
services provided by Diabetes

Ireland.

“There was a great need for the new Diabetes
Ireland Care Centre. That was the kind of thing we
were talking about 20-30 years ago, but it was
up in the air then. The chances of anything like
that happening then were slim. We used to be
delighted if we got a few hundred euro from some
of the pharmaceutical companies to help us on our
way,” said Una.

onto it immediately,” said
Peggy.

“I lost a bit of weight
and | was thirsty and
tired. These are three of
the main symptoms, so

Thirty yvears of the Irish
Diabetic Association

e
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immediately | had myself
checked out,” she said.

As Peggy sought medical
advice so quickly, the
condition was detected
in the early stages and
she was able fo control
her diabetes through diet
alone for three years, before having to start taking
medication as well.

For the first few years that Peggy worked with
the Federation, Prof Gerald Tomkin, was a regular
visitor to the office. GP, Dr Tony O’Sullivan who has
Type 1 diabetes himself got involved around that
fime too.

“I enjoyed working there so much —all the
people in and out. They would come in to pay their
membership and have a chat,” said Peggy.

1
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1967
1968
1971

1980

1985
1989

1990

1992
1993
1994
1995

1996

1997

1998

o First public meeting of people with
diabetes

e Free insulin scheme announced

e First committee of the Irish Diabetic
Association formed

o Irish Diabetic Association incorporated

e Mr & Mrs Carroll and the committee
obtain free diabetes medications for all
under the Long Term lliness scheme

o First Irish Diabetes Nurse employed in
the Mater Hospital

o Phil Vizzard becomes first staff member

e Landmark St Vincent Declaration on
diabetes. Phil Vizzard attends meeting
in Italy on behalf of the Irish Diabetic
Association

e Una Wilson joins the organisation’s
staff

e EASD (European Association for the
Study of Diabetes) meeting held in
Dublin. An Educating the Educators
programme was agreed af this meeting
paving the way for the growth of the
Diabetes Nurse Specialist role

o Una and Phil produce first information
pack ‘Live life o the full’ which is
launched by President Mary Robinson
at the EASD meeting held in Dublin

o First Children’s Adventure Camp held in
Donegal

e Peggy Gunning joins the staff,
eventually running the Helpline

e Church gate collection launched by the
Donegal Branch

e Launch of first Diabetes Information
Pack for Schools

e Phil Vizzard Research Fellowship Grant
established in memory of Phil

e Children’s Tadpole Club set up, later
becoming Sweetpea Kidz Club

o ‘|dentity’
magazine
launched

e Young Adults
Type 1 Diabetes
Four Peaks
Challenge

e Name changed
to Diabetes
Federation of Ireland

1999

2000

2001

2002

The first 50 years

e Kieran O’Leary joins Diabetes
Federation of Ireland

o First diabetes nurse specialists
appointed to Tallaght Hospital

o First diabetes family weekend held

o First overseas fundraising trip to
Kilimanjaro

o First National Children’s Adventure
Camp

o National Parents Support Network
formed

e Insurance industry agrees Specified
lliness & Whole of Life Cover life cover
scheme for Diabetes Federation of
Ireland members & their families

e ‘New beginning’ five-year strategy
published

o Travel insurance scheme launched
for Diabetes Federation of Ireland
members & their families

o First Diabetes School Educational video
launched

o National Exercise Day launched to
highlight role of prevention

e St Vincent Group highlights disparities
in Irish diabetes services

e Clinical Nurse Specialist, Anne Clarke
joins Diabetes Federation of Ireland

o First conference for young people with
diabetes in Delphi, Co Mayo

o South Counties Diabetes Association
integrated info Diabetes Federation of
Ireland

e Lo-call Diabetes Helpline launched

e New interactive community website
for people with diabetes in Ireland
launched

o First Diabetes Young Adult weekend
held

e Diabetes Federation of Ireland wins IDF
(Europe) Patient Association of the Year
Award

e Diabetes Service Development Group
(DSDG) set up

¢ Southern Regional Office opened
followed by Western Regional Office

o Diabetes Ireland Professional Services
Section set up

o DSDG Report “Securing the Future”
launched

o Diabetes Federation of Ireland
successfully advocated for High
Cholesterol & Hypertensive
medications for people with diabetes



2003

2004

2006

2007

2008
2009

to be included on the Long Term lliness
scheme

o Received an Irish Pharmaceutical
Commendation Award for an improving
patient care initiative

o First “Diabetes Health Awareness
Exhibition” held

e Conference specifically for parents of
children with diabetes held

e “Volunteer of the Year” initiative
launched

e Launch of
Diabetes
Ireland, the
new official
journal of
Diabetes
Federation of
Ireland

o [nitiative launched to train qualified
counsellors to support people with
diabetes

o Won the 2004 Irish Pharmaceutical
Award for best public awareness
initiative for its ‘Life Under 7’ campaign

o Diabetes Federation invited to become
a member of HSE Diabetes Expert
Advisory Group (DEAG)

e Launch of ‘The way forward
2006-2010’

o Health Promotion team set up

e Motor industry stops discriminatory
practices in car insurance for people
with diabetes

e Former Chairperson Dr Tony 0’Sullivan
becomes President of IDF (Europe)

o CODE Structured
Education
Programme
launched

o IDF (Europe)
‘Together We Are
Stronger’ meeting
held in Dublin for
first time

o DEAG produces its first report

o Diabetes Ireland Research Alliance
(DIRA) established

o First “National Teen Activity Day” event
held

o DIRA partners with Juvenile Diabetes
Research Foundation to promote high
quality diabetes research in Ireland

2010

2011

2012

2013

2014

2015

2016

o First HSE podiatrists employed to
provide footcare service
o First “30Km Night Hike” held in Dublin

e Look to the Future 2011-2015 strategy
launched

o First podiatrists employed by Diabetes
Ireland to provide footcare service

o HSE Paediatric Diabetes Working group
setup

o First charity group to meet the new
President at Aras an Uachtarain

o First Annual

Paediatric

Healthcare

Professional Study bt o

Day held  President marks
o Diabetes VoL S by

Federation joins
with other support
groups fo produce
new resource pack ‘Managing chronic
health conditions at school’

e Republic of Ireland Diabetes Junior
Team participated in International
Diabetes Junior Cup

o Diabetes Ireland moves to state-of-the-
art premises in Santry, Dublin

o Free annual diabetes RetinaScreen
programme introduced

o First Diabetes
Ireland Care Centre
opens in Santry

o First National
Junior Diabetes
Cup event

o HSE launches
paediatric model of diabetes care

o Diabetes ‘Cycle of Care’ launched in
primary care

e “Changing Lives 2016-2020” strategy
launched

o Cork Diabetes Ireland Care Centre
opens

e Online interactive education module for
diabetes patients launched

e Commemorative
medals presented
to those living
with diabetes for
over 50 years to
celebrate 50th
birthday of the
charity
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Diabetics aim
to contribute
to research

THE NEWLY-FORMED Irish
Diahetic Association (T ublin
Region), plans to coniribute to
research with the hope that a
cure for the disease will be found
eventually.

This was announced by the
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Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes

Diabetes Ireland grows
from fragmented voices 1o
unified force for change

Since joining in 1998, Kieran O'Leary set about

Kieran O'Leary

iabetes Ireland CEO Kieran O’Leary joined the

Diabetes Federation of Ireland in June 1998.
He became the third member of staff working
alongside Una Wilson and Peggy Gunning.
This was the start of a period of significant
development, moving the organisation centre-
stage in improving diabetes awareness and
education and advocating for better services. The
achievements up to the present day speak for
themselves.

At the time, relationships with healthcare
professionals needed o be developed.

“Some nurses were involved with the local
branches, but there was no cohesion, direction
or relationship between us as a pafient
organisation and the healthcare professionals.
That was one of the first things we needed fo
address,” Kieran recalls.

“Our focus was on promoting awareness. The
only problem was that we had no money. So |
spent about 12 months travelling around meeting
all the branches, healthcare professionals and
consultants. | was also trying to engage with the
HSE fo secure funding,” said Kieran.

When Kieran joined the Federafion, Prof Gerald
Tomkin, the current President of Diabetes Ireland,
had recently sef up an executive committee
fo manage the organisation. There was also a

strategically expanding the services provided by
Diabetes Ireland and ensuring the needs of people
with diabetes in Ireland were fully met. Interview by
Sheila O'Kelly

1999

Website
developed

2000

Five-year
development

strategy

national council with
about 28 members
that met six times a year.

Prof Tomkin had recognised that the problem
of diabetes as a health issue in Ireland was
growing rapidly and that there was a huge lack of
awareness among the general population.

In order fo promote its message, the organisation
launched its first website in 1999, under the
guidance of Mary Frances McKenna who was
working as editor of the organisation’s pafient
journal Identity.

A few months after Kieran joined, colleague Una
Wilson retired. There was no funding for full-time
staff so staff were hired through a FAS employment
scheme that was in place at the time. And then he
began fundraising in earnest. The first port of call
was to organise a fundraising trek.

“We decided to organise a trip to Kilimanijaro,
promote it and try and make it a good fundraising
initiative. That really worked. | had to do the rounds
and persuade doctors and nurses to come along
as part of the medical team. We had a total group
of about 39. It raised a profit of over £50,000.

We were the first diabetes group ever to go up
Kilimanjaro and achieved public recognition for
this,” Kieran recalls.

These funds gave the organisation the impetus to



recruit staff. In addition, we approached the Health
Promotion Unit of the Department of Health, to
request funding fo hire a nurse. This was successful
and Dr Anna Clarke, clinical nurse specialist and
now Diabetes Ireland Health Promotion and
Research Manager, joined the organisation.

Over the subsequent years there were many
successes in terms of achieving equitable
freatment for people with diabetes in terms of
insurance. In 1999, following lengthy negotiations,
Irish Life Insurance agreed terms for a group
specified-illness and life-cover plan for members
of the Diabetes Federation. Notably this made this
type of insurance available to people who might
otherwise have been furned down.

In October 2000, the organisation put in place
a fravel insurance scheme that for the first time
offered full cover for its members. Members could
avail of this scheme without having a medical
report.

In 2006, following serious campaigning, the
motor insurance industry removed discrimination
against people with diabetes in relation to car
insurance. The organisation argued successfully
that since the law already required all motorists
to disclose any illness (including diabetes) before
getting a licence, that if the Driver and Vehicle
Licensing Agency (DVLA) felt someone was fit to
drive, so too should the motor insurance industry.

“We made the case for getting rid of blanket
discrimination. Just because you have diabetes
doesn’t mean you are a higher risk. In fact if you
have diabetes you usually have a more structured
planning of day-to-day driving. That was a huge
win for the diabefes community,” Kieran recalls.

Kieran and Anna invested a lof of fime fravelling
around the country to falk fo people with diabetes
as well as health professionals. It was clear that
the organisation would have more strength if it had
one united voice.

“Once we had foured the country, it became
apparent that from an advocacy point of view,
diabetes was not on the radar. It was not a priority

TREKKERS 39
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of the Department of Health whose focus was
on the cardiovascular strategy and smoking
cessation,” Kieran said.

This led to the roll-out of the Diabetes Federation
of Ireland’s first five-year plan, put together helped
by the funds raised from the Kilimanjaro event.

A New Beginning’was published in 2000. The
main aims of this five-year development strategy
were to expand the services provided by the
Diabetes Federation of Ireland and to work in
partnership with all those interested in ensuring
that the needs of people with diabetes in Ireland
were fully met.

During Micheal Martin’s time as Minister for
Health from 2000-2004, the charity successfully
campaigned fo have cholesterol and blood
pressure medication added to the long-term illness
medications list. This meant that people with
diabetes could get these essential medicines free.

The Federation’s five-year plan, A New
Beginning’was very well received and led to a
closer relationship with the Department of Health.
Funding from the department helped fo establish
the telephone diabetes helpline.

One of Anna’s priorities was to setup a
professional services section to help cement
relations with medical professionals. The next stop
was the ‘Decision Makers’ conference’, which went
on to become the annual health professionals
study day —a key event in the Federation’s annual
calendar. In addition, in recent years Diabetes
Ireland has been working in conjunction with
MedMedia on the quarterly journal, Professional
Diabetes and Cardiology Review for health
professionals working in the area of diabetes and
cardiology care.

An active support group for parents had
developed by the early 2000s. This group
produced a diabetes education video for schools,
which was the first of its kind. We secured funding
so that a copy of this video could be distributed to
every school in the country.

In October 2001, the first Irish conference for

“Once we
had toured
the country,
It quickly
became
apparent
that from an
advocacy
point of view,
diabetes was
not on the
radar”
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at School

A resource pack forteachers and parents
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Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes.

FIRST GOALS

. @ Set up a telephone helpline

. o Open seven new regional offices :
. o Improve detection and prevention of diabetes
. o Promote diabetes research :
. o Improve public awareness

o Train and develop Diabetes Ireland staff

young people with diabetes took place

in the Delphi Adventure Centre, Co Mayo.
Some 60 young adults with diabetes from
all over Ireland gathered to meet people
their own age who also had the condition.

The first conference specifically for
parents of children and adolescents with
diabetes was held in 2003. The conference
focused on the needs of parents and
siblings as well as the child with diabetes.

Laterin 2011 a paediatric advocacy
group was set up to lobby the HSE. In
November 2015, the HSE finally launched
the ‘Paediatric model of diabetes care’.

In 2011, the Diabetes Federation of Ireland,
Asthma Society of Ireland, Brainwave the Irish
Epilepsy Association and Anaphylaxis Ireland
came together fo produce a resource pack
‘Managing chronic health conditions at school’.
The pack helps teachers and parents to work
together o provide a safe and enjoyable school
environment for students with any one of these
conditions.

“The teacher has a duty of care to have
an overview of the child. Buf there is not a
specific duty of care on them to give injections.
Understandably many schools had issues or were
hesitant,” said Kieran.

With multi-dose insulin injection regimes, children
nowadays often need injections during the school

2001 - Securing the Future
Diabetes Service
Development Report ®
2
é.
O =
=)
(0] 3
I @ Report of the Diabetes Service Development Group 2002
2011 -
Managing chronic health
conditions at school
Diabetes
24 Ireland
|
2016 - | Changing
Diabetes Ireland s
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day. Thus, the organisation continues to press for
support from special needs assistants (SNAs).

“Itis in the child’s long-term health interests to
be on a multi-dose regime. During 2016, we were
working with schools. We think that up fo the age
of eight in particular, children with diabetes should
have SNA support. Over 12, there should be an
SNA in the school who knows a child has diabetes
and whom the child can go fo if they have any
problems,” said Kieran.

In the area of paediatric care, the organisation
has been successful in substantially increasing the
numbers of consultant paediatric endocrinologists
and paediatric diabetes nurse specialists. Areas to
benefit have included Sligo, Drogheda, Donegal,
Galway, Limerick, Cork and Waterford.

Diabetes Service Development Report

By the early 2000s the organisation had in the
region of 30 branches. In 2001, the Irish St Vincent
Group (see panel) highlighted the striking
disparities in diabetes services around Ireland.

The Diabetes Service Development Group (DSDG)
was initiated by the Diabetes Federation of Ireland
in 2001 to bring fogether people from across the
diabetes community. This group worked intensively
over many months to draw up the report.

“We had met the Department of Health, but
we were gefting nowhere. Then we decided
fo produce our own strategy. We invited in
representatives from the various healthcare
professional bodies that were involved in diabetes.
We had an independent chair and Anna Clarke
was the secretary. We met the first Saturday
morning of every month for six months.”

The launch of Diabetes Service Development
Report achieved a lot of national affention helping
fo increase the profile of diabetes as a health issue.

The DSDG designed a framework with costings,
for putting in place comprehensive diabetes care
in Ireland for everyone with diabetes, regardless of
their age or location, over four-years.

Following the DSDG report, Diabetes Federation
of Ireland lobbied the Department of Health to
write a policy paper prioritising diabetes based
on the information in the DSDG report. This paper
focused on:



- The cost-benefits of preventing diabetes
complications

- The expanding number of people with
diabetes

- Future prevalence rates

Diabetes Expert Advisory Group

By 2006 the Diabetes Federation of Ireland was
amember of the Expert Advisory Groups set up by
the HSE. It was the only disease-specific grouping
to be part of the Expert Advisory Groups. The other
three groups focused on older people, children and
mental health.

“We were invited to take part because we had
been highlighting that the need was there. The
DSDG report was also very influential. Diabetes was
becoming such a huge issue in terms of numbers
frying to access health services. It was the first time
the HSE prioritised diabetes,” said Kieran.

The aim of the Diabetes Expert Advisory Group
(DEAG) was to help those providing services
including doctors, consultants and nurses, and
those receiving services — people with diabetes
and carers, to become involved in influencing how
services were planned and developed.

The DEAG produced its first report in 2008, but by
then the Celtic Tiger was in the past and budgets
were decimated.

“We had fo prioritise and based on feedback
from people all over the country, we focused on
stopping blindness and reducing the number of
amputafions,” said Kieran.

After many years of campaigning by Diabetes
Ireland, free annual diabetes screening was finally
infroduced in 2013.

In the meantime, the branches were becoming
more active. In the early 2000s, the Southern
Counties Diabetes Association became
incorporated info the Diabetes Federation. Cork
and Sligo offices were opened fo offer a regional
presence.

The children’s Tadpole Club, setup in 1995, was
renamed as the Sweetpea Kidz Club in the early
2000s. Diabetes Ireland ran children’s holiday
camps which were very popular and allowed
children, sometimes for the first fime, to gef fo
know other children with diabetes.

The organisation was keen to meet the needs
of each age group so it also began to hold
public information meetings for people with
Type 1 diabetes, Type 2 diabetes and special
events for teenagers. These attracted significant
numbers.

“In 2001, Cork and Kerry still had the
Southern Counties Diabetes Associafion. But we
needed to be an all-country Republic of Ireland
association. We successfully held negotiations
fo bring them on board.

“We opened the Cork office in 2002, and an
office in Sligo. That meant we had a national

presence and we could negotiate as the voice of
the diabetes community in terms of advocacy. That
was the goal,” said Kieran. Later the organisation
was restructured into four regions similar to the
HSE.

Another major step forward was in 2004
when the charity initiated a scheme to support
accredited counsellors around the country
to provide counselling services for people
with diabetes by running diabetes training
programmes. Counselling is just one of the
services available at the Diabetes Ireland Care
Centre in Santry.

In 2006, the Federation launched ‘The Way
Forward 2006-2010’. Dr Tony 0’Sullivan, outgoing
president of the Federation, highlighted its focus
on supporting people with diabetes and their
families, raising awareness of diabetes and
fostering early detection.

Also in that year the HSE invited the Federation
fo set up a structured education programme for
people with Type 2 diabetes. The result was
the Diabetes Ireland CODE (Community
Oriented Diabetes Education) fraining
courses for people with Type 2 diabetes.
The evidence is strong that people
who participate in structured diabetes
education will manage their condition
better. The HSE provided some funding
to deliver CODE programmes around the
country, this was matched by the charity.

Diabetes Ireland employed four healthcare
professionals to help deliver the programme and
they also enabled Diabetes Ireland to increase
its role in promoting improved diabetes care and
awareness, and holding more diabetes screening
events.

However, while CODE courses are available all
around the country, there are still not enough
places available for the people who need them.
Evaluations show that people who attend enjoy
long-term improvements to their health and

Teachers af one of the annual feacher-training days
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lifestyle. To help deal
with this shortfall, in
2016 Diabetes Ireland
developed an online
education module for
people with diabetes.

“We are still only
supporting 2,000-2,500
people a year and there
are 200,000 out there.
This module will just
help us fill some of the
gap,” said Kieran.

In 2009, the Diabetes
Ireland Research
Alliance (DIRA) was set
up to develop and fund
diabetes researchin
Ireland. DIRA's aim is
fo encourage people
internationally to see Ireland as a place where
world-class research can take place. The Diabetes
Ireland Research Alliance is a partner of the
Juvenile Diabetes Research Foundation (JDRF),
the leading charitable funder of Type 1 diabetes
research worldwide.

Alandmark for the organisation was its move in
2013 from Gardiner Street, Dublin, where it had
limited space, to new premises in Santry, Dublin,
which now houses a state-of-the-art diabetes care
centre. This move was made possible by a bequest
of a house left to the charity some years before,
and the fact that office space was not as expensive
during the downturn in the economy.

Diabetes Ireland now employs 30 staff, with 756%
healthcare professionals.

The organisation has a current five-year plan
from 2016. “With this five-year plan one of the
main priorities is to raise awareness of pre-
diabetes, that is people who are at high risk of
developing diabetes and who need to change
their lifestyle. We also wanf to make it clear that
Type 1and Type 2 diabetes are different,” said
Kieran.

Diabetes Ireland is also working with GPs to
ensure that children with diabetes are diagnosed
more prompfly.

Diabetes Ireland continues to run af least three
evenfs a week, including:

- Public information meetings

- Diabetes screening events

- Workplace awareness days

- CODE (Community Oriented Diabetes
Education) training courses.

Services at the Dublin Care

Centre include:

e Podiatry ‘
e Dietetics

e Hearing fests

e Eye screening

e Counselling.
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In June 2016, the Cork
Diabetes Ireland Care Centre
opened with services

. including:

e Podiatry

e Footwear

e Dietetics

e Eye screening

The Diabetes Working Group set up by the HSE
has meant major developments in services and
structure, including the Diabetes Cycle of Care
strategy.

“We hope that in addition to free diabetes-
related medications, under the recent Cycle of
Care, everyone with Type 2 diabetes will get at
least three annual reviews a year from their GP.

In recent years around the country we have seen
huge improvements in the level of resources
being provided for people with diabetes and new
technologies like the insulin pump. We will keep
pushing to make sure that all the developments
people with diabetes need are put in place,” said
Kieran.

“We want everyone with diabetes to have the
support and confidence to live a long and healthy
life. That is our vision,” said Kieran.

In the late 1990s, the charity’s annual income
was about £65,000 a year. Now it is €2 million.
Most of this is used to fund professional healthcare
staff who deliver services directly fo patients.

“The more money we have, the more services we
can provide. Our services are labour infensive and
to provide them we need nurses, diefitians and
podiatrists,” said Kieran.

It costs around €25 to become a member of
Diabetes Ireland. If every person with diabetes
became a member, 200,000 multiplied by an
average of €25 —that would come to €5 million per
annum. Imagine what we could do with that!

The charity will be working fo attract as many
members as possible with a view fo expanding its
services for people with diabetes in the future.

“We will keep pushing to make sure that all the developments
people with diabetes need are put in place”



Diabetes: Yesterday, foday

and fomorrow

Prof Richard Firth looks af the diagnosis and freatment of diabetes from
ancient fimes when the prescription was to avoid sex and wine, to today’s

more modern freatments

nJune 2016, it was my privilege and pleasure

to present a group of individuals, who were
attending the opening of a new Diabetes Day
Centre in one of Ireland’s peripheral hospitals,
with Diabetes Ireland ‘50-Year Medals’, which
acknowledge that the individuals have had
diabetes for 50 years.

This is a remarkable achievement, and
fortunately it is a frequently increasing occurrence.
| for one have known well over 100 such
outstanding individuals. They will almost without
exception have, with their healthcare professionals,
looked after their diabetes very well over the years.
So, how have we reached this stage of increasing
numbers of people with diabetes improving their
prognosis and quality of life?

We have come a long way since the first
reference to diabetes in the ‘Ebers Papyrus’, written
around 1500BC, which described a condition of
“too great emptying of the urine”.

Around 2300BC, Apollonius in Greece for the first
time used the term diabetes, which means ‘to pass
through’ (dlia- through, betes- to go). Aretaeus of
Cappadcoia was a Greek Physician who described
diabetes as “a dreadful affliction not very frequent
among man, being a melting down of the flesh and
limbs info urine.”

Two very astute Indian physicians, Sushruta and
Charaka, in the fifth century AD, were the first to
differentiate between the two types of diabetes
mellitus. They observed that thin individuals with
diabetes developed diabetes at a younger age in
confrast fo heavier individuals with diabetes who
had a lafer onset and lived longer periods of fime
after the diagnosis.

Some 200 years later, Li-Hsuan in China,
noted that patients with diabetes were prone to
infections and he prescribed avoidance of sex and
wine as treatment for diabetes — a freatment that
may not go down too well these days!

A Swiss physician with a five-barrelled name
but also known as Paracelcus, in the early 16th
centfury, allowed the urine of patients with diabetes
fo evaporatfe and observed a white residue.
However, he incorrectly felf that this was salt and
not glucose.

In 1670, Thomas Willis in Oxford noticed a sweet
faste from the urine of pafienfs with diabetes.
Mellitus means honey sweet.

However, no great advances were seen until the
late 19th and early 20th centuries. Minkowski
and Von Mering working in Strasbourg in 1889,
observed that removing the pancreas from dogs
caused them to develop severe thirst, excessive
urination and weight loss with increased appetite.

Minkowski was convinced that this was due to
the dogs developing diabetes and indeed found
glucose in the urine. Following this, a number of
researchers around the world made significant
confributions by ‘curing’ such animals by injecting
pancreatic extracts or by regrafting a pancreas
back into each of these diabetic dogs.

Nicolas Constantin Paulesco, in the early 20th
century working in Bucharest, Romania before
Bantfing and Best, injected pancreatic extracts
info dogs who had their pancreases removed.
This resulted in the death of the animal with
symptoms of hypoglycaemia (dangerously low
blood glucose). The dogs’ blood glucose fell from
7.8mmol to 1.4mmol per litre.

However, because of World War 1, Paulesco
did not publish the report of his experiments until
1921. As a resulf, many people in Romania feel
that Paulesco and not Banting and Best was the
frue father of insulin.

Frederick Grant Banting was a young and not very
successful orthopaedic surgeon who developed
an inferest in diabetes. At the University of Western
Ontario in Canada, he isolated a very crude extract
of insulin from the pancreases of foetal calves. He
injected ‘a thick brown’ substance info the buttocks
of Leonard Thompson, a 14-year-old boy being
freated for diabetes at Toronto General Hospital.
Leonard Thompson became acutely ill, developing
abscesses af the injection sites. However, a second
injection using a much improved preparation, made
by the biochemist James Collip, caused Leonard’s
blood glucose to fall from the equivalent of 29mmol
per litre down fo 6.7mmol per litre and the kefones
disappeared from his urine. Leonard Thompson
received ongoing therapy and lived for another 13
years but died of pneumonia af the age of 27.
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“We have come a long way since what could
be described as the first diagnostic test for
diabetes following observations in India
3,000 years ago that the urine of people with
diabetes aftracted ants and flies”

There was universal acclaim for these
achievements. In 1923, the Nobel Prize in
Physiology or Medicine was awarded to Banting
and John JR MacLeod, in whose laboratory the
work was carried out. Both Banting and MacLeod
acknowledged the contributions of Charles Best, a
physiology student who worked with Banting, and
of Collip —indeed the two Nobel Laureates shared
their prize with Best and Collip.

While Leonard Thompson did not survive for very
many years, Ted Ryder, one of the first four children
to receive insulinin 1922 in Toronto, lived until the
age of 76, dyingin 1993.

After Fredrick Sanger and Dorothy Hodgkin
separately won Nobel Prizes for discovering the
exact building blocks of insulin and the shape
of the insulin molecule respectively, the drive to
synthesise new insulins began fo accelerate.

Thus the insulins traditionally used, which had
been extracted from the pancreases of calves and
subsequently pigs, and that occasionally caused
allergic reactions, began to be replaced with
insulins that were identical to human insulin but
were made by bacteria into which the insulin gene
had beeninserted.

Subsequently, the pharmaceutical industry
championed the development of human insulin,
in which the structure was changed fo either
accelerate or slow down the absorption of injected
insulin. This meant they could replicafe the
pattern of background insulin levels along with
a rapid rise in meal-time insulin seen in people
without diabetes who have a normally functioning
pancreas.

This concept was progressed further starting in
the 1970s with the insulin pump. These are worn
externally and administer rapidly acting insulin
under the skin through a finy plastic cannula
(tube). The insulin is released in successive tiny
droplets fo supply a background or ‘basal’ insulin,
supplemented by a ‘bolus’ given with meals fo
mimic the normal pancreas.

At first, these insulin pumps were foo big fo be of
practical use, but they have progressively become
miniature. Now they are virtual mini-computers
that can be pre-programmed for different infusion

rates. They can also store and display large
amounts of information on a visual screen. The
body absorbs insulin from these pumps in a much
more predictable way and usually results in an
improvement in diabetes control and reduction in
hypoglycaemic events (when blood glucose levels
fall dangerously low).

It is now well established that Type | diabetes
is partially genetic and that, together with some
environmental trigger, it causes an autoimmune
destruction of the beta cells and ultimately
depletes the body of insulin. For many years it
was known that people who developed Type 1
diabetes were generally found to be young and
slim, and developed diabetic ketoacidosis (DKA)
if they were insulin deficient. They also had little
if any detectable insulin when their blood was
tested.

Diabetic ketoacidosis is caused when too many
ketones are produced too quickly. The ketones can
upset the delicate balance of the body’s chemistry
leading to serious problems.

In contrast another type of diabetes, now known
as Type 2 diabetes, was found to affect older, more
overweight people who did not appear to develop
ketosis. Such people did retain measurable, but
reduced levels of insulin, and did not succumb to
the disease quite so rapidly. Unfortunately, this led
to the mistaken belief that Type 2 diabetes was not
as dangerous as Type 1 diabetes.

Sir Harry Himsworth injected insulin into people
with diabetes and found that there was one group
who were sensitive fo insulin (we now know these
are people with Type 1 diabetes) and another
group in whom the insulin did not reduce blood
glucose levels very much (Type 2).

Diet, exercise and lifestyle are of vital importance
in the treatment of diabetes. Prior to insulin, the
Frederick Allen diet in the US in the early 20th
century was a restricted 400-calorie diet with
reduced carbohydrates for those with diabetes.

At the fime most people diagnosed with diabetes
had Type 1 and while the lack of carbohydrates
restricted the rise in their glucose levels, they
gradually lost weight and eventually when their
insulin stores ran out, they succumbed to ketosis.



2016

‘50-year Medals’
awarded

Prof Richard Firth presents Diabetes Ireland ‘50-Year Medals’ to individuals who have had diabetes for
50 years. Pictured (I-r) at the opening of the Dundalk County Hospital Diabetes Care Centre were:
Jenny Thompson, Diabetes Nurse Specialist; Paul Finegan and Owen Garvey, who received 50-Year
Medals; Prof Richard Firth (back); Bridget Kavanagh, 50-Year Medal recipient; Pauline O’Hanlon, Diabetes

Nurse Specialist; and Mary Connolly, 50-Year Medal recipient

For the remainder of that century a low-
carbohydrate diet was recommended, but in the
1980s and 1990s carbohydrate allowances were
liberalised with restrictions on proteins and fats.

While the ideal composition of the ‘diabetic
diet’ has again become quite controversial, with
many people advocating a reduced carbohydrate
diet, there is little doubt that the basic principles
of achieving an ideal body weight and improving
insulin sensitivity with exercise is a universal
goal.

Glucoses meters today derive from those using
colorimetric strips in the 1970s in large and bulky
meters. However, these were the first machines fo
allow people to measure their blood glucose levels
athome.

We have come a long way since what could be
described as the first diagnostic test for diabetes
following observations in India 3,000 years ago
that the urine of people with diabetes attracted
ants and flies. This caused them to name the
condition ‘madhumeha’or ‘honey urine’. Von
Fehling developed a quantitative test for glucose
in the urine in 1848 and this became the standard
diagnostic test for diabetes.

Our glucose meters for testing capillary blood
from a finger prick are becoming smaller and
more sophisticated with the ability to analyse
patterns and store large amounts of information.
However, the process remains tedious and painful
for some, resulting in many discontinuing blood
testing.

The past 10 years have seen an increasing use in
contfinuous blood glucose monitoring by a probe
under the skin which can continuously measure
and record blood glucose levels in the extracellular
fluid. Of course, a huge amount of research is
ongoing trying to link this monitoring system to
an automated insulin pump, which would result

in one of the holy grails of diabetes research —the
artificial pancreas.

Another massive advance has been the
description of ‘glycosylated haemoglobin’ or
HbA1c. Glucose attaches to haemoglobin, the
oxygen carrying protein in the red blood cell. The
HbA1c is the percentage of the tofal haemoglobin
in the blood that has been glycosylated. The
higher the level of glucose (that is, the worse
the control of the diabetes), the more glucose
adheres fo the haemoglobin and the higher the
HbA1c.

The red blood cell which contains the
haemoglobin has an average life of 120 days and
the HbA1c therefore gives an indication of diabetes
control over the preceding four fo six weeks. All the
outcome measures of diabetes frials now use the
HbA1c as the index of diabetes control.

The classic microvascular (small blood vessels)
complications of diabetes such as those affecting
the eyes, the kidneys and the nerves to the lower
limbs were unequivocally shown to be dependent
on the level of glycaemic control by certain
landmark studies in diabetes. For Type 1 diabetes
this was the Diabetes Control and Complications
Trial (DCCT), published in 1993 and for Type 2
diabetes the United Kingdom Prospective
Diabetes Study (UKPDS), completed in 1998. Thus
glycaemic control is very important.

However, historically, 80% of people with
diabetes died prematurely from heart disease. This
is especially frue of people with high cholesterol
levels, high blood pressure and those who smoke.

Many studies have shown a massive impact on
mortality when there is good control of diabeftes,
blood pressure and cholesterol.

Many medications now exist to help control
glucose levels in Type 2 diabetes and these other
risk factors. Patient education and awareness are
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History of Diabetes

A Timeline

Term diabefesis ®
first used

Quantitative test @
for glucose in
urine developed

Discovery of @
insulin

Frederick Bantingand @
John Macleod win the
Nobel Prize in Physiology or
Medicine for their role in the
discovery of insulin

First glucose meter @
infroduced

Firstislef transplant g
performed at
the University of
Minnesota

Diabetes Control and ®
Complications Trial highlights
importance of glycaemic
control in reducing risks of
other complications in Type 1
diabetes

First lasting islet cell ®
fransplant perfected in
Edmonton, Canada
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of other complications in
Type 2 diabetes

Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes.

the bedrock of diabetes care and | would urge
all patients to be aware of the targets for these
deadly risk factors and be aware of their own
levels.

Obesity surgery in Type 2 diabetes (partial
gastrectomies and gastric bypasses) have been
performed on tens of thousands of overweight
patients with spectacular results. Cure rates
of diabetes and hypertension of 80% in such
individuals are being noted.

Pafient education and awareness are also
crucially dependent on the multidisciplinary team
now charged with the care of those with diabetes.
Quite apart from the doctors, the diabetes feam
consists of any or all of the following:

e Specialist nurses

e Dietitians

e Podiatrists

e Psychologists

e Administrative and secretarial staff.

This educational and supportive environment is
also a major advance in diabetes care.

Attempts to cure diabetes

The first living donor pancreas transplant was
performedin 1978.

The first islet transplant was performed at
the University of Minnesota in 1977. However,
the first lasting islet cell fransplant technique
was perfected in 1999 in Edmonton, Alberta,
Canada. Islet cell transplants extracted from
the pancreases of people who had died, gave
people with Type 1 diabetes 15 months without
needing insulin. The islets did not last indefinitely
and required further top-up ‘infusions’. However,
hypoglycaemia was abolished completely
in these individuals. The chief limitationis a
shortage of available donors.

Research is also active in the use of islet cells
that will not be rejected by the host. Aftempts are
also being made to create islet cells from human
pancreatic duct cells, foetal pancreatic stem cells
and embryonic stem cells.

So where are we now?

We have come a long way, and have the tools
that allow us to go on and live a long and healthy
life. However, one could argue that since the
discovery of insulin, advances have not really
been revolutionary, merely a process of gradual
refinement. There is still a great deal that needs to
be done —tedious involvement in measuring this
and injecting that, which also requires a great deal
of motivation. This motivation isn't always present,
leading to poor self-care, often with disastrous
consequences.

Nowadays, one cannot but be optimistic that
major advances, be it an artificial pancreas, islet or
stem cells, or the obesity pill for Type 2 diabetes is
just around the corner.



From boiled up needles
fo Insulin pumps: a trip
through time with diabetes

Dr Tony O’Sullivan

’m coming up to 40 years living with Type 1

diabetes, and I’'m expecting a medal! | feel like
a survivor, not only of the condition but of the
treatment, and | am certainly lucky to have stayed
reasonably intact until now. I'm in my early 50s,
and if you believe as | do that life begins at 70, then
I've got to keep working at it for many years to
come.

| was diagnosed in the 1970s, when | was 14.
The usual story, peeing all the fime and wasting
away. | was in a boarding school, so why should
anyone have noticed? In hospital my diabetes
education consisted of being given a medical
text in which | read “people with diabetes do not
usually survive beyond the age of 40”(I don’t think
Type 2 diabetes existed at all back then).

My freatment was a mixture of insulin extracted
from cow pancreas, given using a glass syringe
which | kept in methylated spirits. | had fo boil
up the needle once a week and could start with
a new one every two months or so. Testing was
atablet dropped into a urine sample, followed

Having lived with diabetes for 40 years,

Dr Tony O’Sullivan has experienced great
strides forward in the management of his
condition and has been an active advocate
for others living with diabetes, both with
Diabetes Ireland and internationally

119705

Diagnosed
atagei4

by a volcanic reaction which always came out

a disappointing yellow (high glucose). In my
boarding school going to the loo to do the test
meant running into the smokers, so diabetes
started me smoking as well (I've given up since).

I never had a problem about injecting in public,
even though the process was quite long. | opened
my fravel pack, fook out my syringe and squirted
meths out of it until the alcohol dried out; then |
shook my insulin bottles and carefully drew it all
up before injecting. | remember doing this on a
ferry on the Irish Sea once, and when | looked up
after injecting it seemed as if the whole ship was
staring, | think they thought | was a feenage drug
addict.

Progress finally started to impact on my life:
first came disposable needles, then a disposable
insulin syringe with needle just like we have now.
| found it hard to throw them away at first. Before
leaving school I was given an actual glucose meter.
It was a little bit fiddly, but great. The only problem
was, because | was on a mixture, | was never told
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“Progress finally started to impact on my life:
first came disposable needles, then a disposable
insulin syringe with needle just like we have now.

| found it hard to throw them away af first

how to adjust my insulin. The finger pricker was
designed by a specialist in the art of torture —a big
swinging guillotine which whacked a needle deep
info my finger, drawing great quantities of blood —
maybe that's why | did so little testing in college.

In 1980, | went fo study medicine in Dublin,
and discovered there was life beyond diabetes. |
aftended the Mater Diabetes Clinic where we all
sat around making up some blood results, passing
around different coloured pens and even blood-
staining the pages to add realism. Of course | was
kidding nobody but myself. However, at this clinic
| came across the most significant technological
leap forward in all diabetes care —the diabetes
nurse. In my case the wonderful Deirdre Cregan,
who gave me the first sense of hope and optimism
in my struggle with diabetes.

Being a doctor with diabetes doesn’'t make you a
better doctor, nor any betfter at managing diabetes,
but it has its moments. On my first day as a
medical student on the wards, we were introduced
fo a pafient, a young man who fold us about his
symptoms of thirst and going to the loo a lot. The
futor asked if any of us had an idea what might be
the problem with this man —needless to say | was
top of the class that day.

My training hospifal was the Adelaide, where |
met Prof Gerald Tomkin, who was of course one of
the foremost diabetes specialists in Ireland, and
stillis. He brought the artificial pancreas machine
fo Ireland in 1987, and while it was huge and
cumbersome, it gave us all some optimism about
the future. | spoke at some Diabetes Federation

\

NEW
DEVELOPMENTS

Insulin pens, better meters
with more gentle finger-pricking
devices, and human insulin

7

evenfs around the country about the machine, and
the positive reaction to this technology had a big
impact on me, driving me into involvement with
the Diabetes Federation of Ireland, and eventually
with the International Diabetes Federation.

New developments came thick and fast in the
1980s: insulin pens, better meters with more
gentle finger-pricking devices, and human insulin.
I remember breathing several sighs of relief as
these innovations arrived. One of the best was the
MediSense meter which used an electronic strip
for the first fime. It was lightning fast and | thought
it looked so cool.

I moved to Cambridge in 1988 to frain as a GP.
Caifriona and | were married in 1990 and the first
of our three children was born in 1992. We moved
back to West Cork in 1993 and to Dublin in 1994.

I met Prof Tomkin again then and at his suggestion
| joined the committee of the Diabetes Federation
of Ireland, starting a 13-year involvement with
diabetes politics.

| was always impressed with the energy of
people with diabetes and their efforts to support
one another. Over the following years | realised the
frue extent of this, including meeting people with a
lifelong involvement in volunteering.

It is great to see Diabetes Ireland continuing to
flourish and develop new services.

Meanwhile, the diabetes clock kept ticking.
Analogue insulins arrived, adding further
improvement fo control in Type 1.1n 1999, |
aftended the American Diabetes Associafion
medical conference. | met many people with

%




“When I meet a young person with Type 1 diabetes, | am
opfimistic that they will be able to enjoy a very full life”

Type 1 there, all of whom were using insulin
pumps. When asked if they would return to
injections, they all said they would not. | came
home and set about starting pump therapy, and
was using a pump myself by June 2000.

My glucose levels were suddenly fantastic, a
sign of the greater efficiency of fast-acting insulin,
but | also started gaining weight, a downside of
this efficiency. | had to start being more careful
about food for the first time, but the flexibility of
the pump, the lower overall insulin dose, the ability
to use a higher basal rate in the early morning or
to take a 0.5-unit dose with a tiny snack, all make
pumping the optimum way to use insulin.

During this time | also became involved in the
International Diabetes Federation European
Region. This is a group of diabetes associations
from 60 countries including the huge area of
Eastern Europe and Central Asia. This involved
a huge amount of travel, which eventually | had
o give up as | was also running a single-handed
general practice at the time.

Meanwhile, | was lucky fo visit most European
countries as well as Kazakhstan, Belarus and
others. We set up an associatfion development
course and hired a development officer to support
fledgling associations, which were often run from
somebody’s kitchen.

We also spent a lot of time working with the
European Parliament to establish diabetes as a
health priority. We had a lot of support from the
Irish EU Presidency and from Irish MEPs.

The IDF European Annual Congress was held
in Dublin fo coincide with the 40th Anniversary
of Diabetes Ireland. The event was opened by
President Mary McAleese, who offered a warm
Irish welcome to the diverse group of delegafes.
Our eastern colleagues were especially impressed
fo be able fo chat with the President personally.
As her sister was working in Belarus as a nurse
at the time, President McAleese had a genuine
understanding of their particular difficulties.

In 2007, I had to end my involvement with IDF
due fo work pressures. | continued fo push for
greatfer GP involvement in diabetes care, and ran
a course for some years with the Irish College of
General Practitioners, helping GPs and practice
nurses to keep up to date with the rapidly changing
field of Type 2 diabetes.

Recently, the Diabetes Cycle of Care has
commenced, where GPs manage uncomplicated
Type 2 diabetes in their surgeries. This is good for
everyone with diabetes, because the expensive
resource of hospital diabetes care will now be

more accessible for people with complex Type 2
diabetes, and those with Type 1 diabetes who
need that expertise.

Over the past few years I've continued trying to
improve my diabetes numbers, which have never
been fantastic. I've learned about carb counting,
obtained a sensor pump, used ratios, I've even
tried healthy eating!

My A1cis still stuck around 60 (about 7.7 in old
numbers — everyone’s using the new numbers
now, right?). This year, after 40 years of diabetes, |
attended a pump DAFNE course in Loughlinstown,
and still learned a lot of new stuff from the experts
there —both the professionals and the other
people with diabetes. Like me, they struggle
through each day and have to be good about
forgiving themselves —an important skill in living
with diabetes.

The sensor pump is an annoying friend who
keeps telling you what you're doing wrong. | was
over-reacting fo if, and hence swinging from highs
o lows several times a day. After the course I've
backed off a bit and the swings have improved.
I'm also using the wizard more, and femporary
basals (steady trickle of insulin), which are brilliant
when exercising. So | think I'll be around for a while
longer.

Of course, no diabetes story would be complete
without acknowledging the support of friends
and colleagues, but especially my family —from
my wife Caifriona who keeps a steady supply
of orange juice carfons everywhere, to my kids
Aisling, Maeve and Niall, who chased me around
with a glucagon dart when | delusionally tried fo
go to work af 3am. They share the life and are
affected by diabetes as much as lam.

What about the future? As with Ireland, the best
days for diabetes are sfill ahead. I've seen so many
incredible changes that have liberated people
with Type 1 and Type 2, and if anything the pace of
change is accelerating, not slowing down.

There are new insulins available this year,and a
new rapid-acting one to come. The FreeStyle Libre
wearable meter will be a real game-changer for
Type 1 when it gets GMS approval, hopefully soon.

That is why, when | meet a young person with
Type 1 diabetes, | am very optimistic thaf they
will be able fo enjoy a full life, not restricted by
inflexible freatments as it once was.

We have an incredible range of resources right
now, fo help us stay in good condition while we
wait for a virtual or actual cure. We just have to use
them. Remember, patience isn’t just the wait, it's
how we look after ourselves on the way.
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Some highlights
of the period
during which
| was involved
with Diabetes

Ireland
included:

Appointments of
Kieran O’Leary
and Anna Clarke

Establishment of
regional offices in
Cork and Sligo

Agreement
with the HSE to
fund diabetes
education

The partnership
with Medmedia
as publishers
of Identity now
Diabetes Ireland
of course
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50 years of diabetes care
for children in Ireland

Prof Hilary Hoey, Chairperson of Diabetes Ireland,

Prof Hilary Hoey

he lives of children with diabetes and their
families have improved considerably during the
past 50 years. While in the early 20th century the
average life expectancy of a 10-year-old child with
newly diagnosed diabetes was approximately one
year, today children with good diabetes control can
expect to live a full life with a normal life span.
There are now greatly improved insulins,
technologies and easier access to health
information than ever before. The healthcare
professionals treating children with diabetes know
more about the complexity of the condition and
which tfreatments work best. Diabetes Ireland
has worked continuously since its foundation
fo provide support for children with diabetes
and their families, and to promote and lobby for
services and resources needed.
Traditionally children with diabetes were
looked after by general paediatricians and adult
endocrinologists untfil the 1980s, when we saw
the appointment of paediatric endocrinologists Dr
John McKiernanin Cork, Dr John Gleeson in Sligo,
Dr Colm Costiganin Crumlin and myself in the
National Children’s Hospital.
The first diabetes nurse specialists Adrienne
Brennan and Ann Corby were appointed in the
National Children’s Hospital, Harcourt Street,
which transferred to Tallaght in 1998. Ms Brennan
subsequently qualified as the first paediatric
diabetes advanced nurse practitioner in Ireland.
Today paediatric diabetes is recognised as a
specialty and Dr Stephen O’'Riordan was appointed

writes about the major advances in the care of
children with Type 1 diabetes

the first National Clinical Lead for Paediatric
Diabetes in 2011; followed by Prof Nuala Murphy
in2015.

A national ‘Model of Care’ has been developed
for children and young people with diabetes in
Ireland by the HSE Paediatric Working Group in
collaboration with the Faculty of Paediatrics along
with patient input from Diabetes Ireland. In addition
guidelines for the fransition of care from paediatric
fo adult health are services are available.

The ‘Model of Care for Children and Young
People with Type 1 Diabetes’was launched by
then Minister for Health Leo Varadkar in December
2015. Excellent paediatric diabetes physicians and
multidisciplinary paediatric health professionals
including diabetes nurse specialists, dietitians,
psychologists and other allied health professionals
frained in paediatric diabetes have been appointed
during the past 10 years. However, there is an
urgent need to expand the paediatric diabetes staff
and resources throughout the country in keeping
with this Model of Care.

Diabetes is a common chronic condition in
childhood and is due primarily to insulin deficiency
known as Type 1 diabetes. This is different to
Type 2 diabetes which occurs mainly in adults.

The cause of Type 1 diabetes is not yet clear and
current research shows that genetic, autoimmune
and environmental factors are associated.

The incidence of diabetes in childhood has
been increasing at a rate of 3% throughout the
world during the past 50 years. A prospective
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National Diabetes Register for children with
diabetes was established by Prof Edna Roche in
2008. This register shows that Ireland has a high
and increasing incidence of childhood diabetes.
There are currently 27.5 children with diabetes
per 100,000 children under the age of 16, which
amounts to approximately 3% of children.

In collaboration with other infernational
registries and the Eurodiab network, the register
aids further insight info the cause of diabetes in
childhood. Monitoring the occurrence of diabetes
in populations also allows improved healthcare
planning and appropriate resource allocation. This
results in enhanced patient care.

When a child is first diagnosed with diabetes,
the presentation of symptoms is substantially
more rapid than in adults. However, diabetes
may be difficult to diagnose particularly in young
children.

Recent evidence has shown that those who
present with late sympfoms and signs of diabetes
are more likely to suffer from diabetic ketoacidosis
(DKA) and require more infensive treatment
initially. They also tend to have more difficulty
obfaining good metabolic control.

A maijor study led by Prof Edna Roche and
supported by Diabetes Ireland and the National
Children’s Hospital Foundation is currently
being undertaken. Its purpose is fo develop a
programme to promote early detection and
reduce the incidence of DKA in young children
when they present with symptoms to healthcare
professionals. It is also designed to raise
awareness among the general population about
Type 1 diabetes signs and symptoms. This will
also help reduce the risk of diabetes-related
complications in later life.

The management of diabetes in childhood
has greatly improved during the past 50 years

COVER STORY

entre of thair care plans, writes Shoila ok,

9 children and their farnilies at the
wily

Services for children with diabetes have improved immensely in recent
years, including the development of a nafional Model of Care for Children
and Young People with Type 1 Diabefes

KEY ISSUES

FOR CLINICAL PRACTICE

o Empowerment: Empowering the child and family by education,
motivation and support is the cornerstone of good control

e Psychosocial: Psychosocial factors play a very important role in
the management of childhood diabetes

e Individual needs: The diabetes management regimen should
be tailored to the individual needs of the family and provided by a
multidisciplinary feam frained in paediatric diabetes care

e Wide involvement: Siblings, the extended family, the school
and the community should also be involved in the process

¢ Cohesive approach from healthcare team: The healthcare
team should have a cohesive approach and target optimal
glycaemic control. Continued parent involvement is important,
with the promotion of independent, responsible self management
appropriate to the child’s level of maturity and understanding. It is
also necessary to develop strategies to manage the transition to
both adolescent and adult services

o Easily accessible ongoing care: Adherence to freatment
over a long period of time presents many difficulties for children
and their families. Easily accessible ongoing care and support are
required

o Extra resources for vulnerable groups: Children from single
parent families and ethnic minority groups have poorer metabolic
control and lower quality of life (QOL). It is therefore very important
that additional resources are provided to meet the needs of this
particularly vulnerable group

o Positive and effective care: The challenge for the paediatric
diabetes care team is to provide an enthusiastic, positive and
comprehensive approach; and to lay the foundation for each child
and family to cope positively and effectively with a lifetime of
diabetes
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"We are determined to see a high-quality national
diabetes service available for everyone”

with improved insulins, technologies and easier
information access. However, the management is
complex and it has been clearly shown in recent
years that good diabetes control not only reduces
diabetes complications, but is also associated
with a better quality of life for children and their
parents.

Structured self-management education is the
keystone of successful diabetes care. It requires
a patient- and family-cenfred empowering
educational programme that includes a curriculum,
a trained educator and quality assurance, together
with regular audit.

School

Children and young people spend most of their
day in school or college. Problems for glucose
management, insulin and meals have come about
due to changes in care that enhance diabetes care.
They include:

e Recent developments of improved insulins

e Recommendations for more frequent insulin
administration

e The insulin pump

e Glucose monitoring.

School personnel must be educated about
diabetes management including:
e Blood glucose monitoring
e Insulin administration
e Hypoglycaemic events.

This will allow them to support and help the
young person participate fully in all the available
work, sport and leisure activities. A school
resource pack was developed by Diabetes Ireland
with the support of the Irish National Teachers’
Organisationin 2011.

Diabetes Ireland has played a major role in the
provision of education and advocacy. It has also
provided invaluable support for children and their
families since its foundation 50 years ago.

As a result, services available include:

e Eye screening for over 12s as part of the HSE
national retina screening programme
e Children’s activity clubs including the Tadpole
Club whichin 2001 became the Sweetpea Kidz
Club
e Teen days organised nationally and regionally for
teenagers with diabetes
e The National Diabetes Cup 5-a-side soccer
tournament has been running for three years

e Events for the child and whole family include
weekend fun and educational activities for
families whose children with Type 1 diabetes are

aged five to 14.

For children with Type 1 diabetes and their
families, the misconception and lack of

understanding of the differences between Type 1
and Type 2 diabetes is frustrating. Diabetes Ireland
intends to play its part in reversing these frends

by developing new campaigns to understand

the significant differences between Type 1 and
Type 2 diabetes. Diabetes Ireland is developing
partnerships and collaborations with other groups
and organisations to develop these messages and
reach as many people as possible.

Research

Paediatric diabetes research has increased in
recent years. Ireland has been to the forefront of
international research on the management of
paediatric diabetes and quality of life of children
and their families. This includes membership of the
steering committee of the Hvidoere International
Study Group on Childhood Diabetes, of which Iam
amember.

Link with JDRF — IMeROVING

Diabetes Ireland JDRF,‘,&;,‘}";G
has promoted and e
supported high
quality Irish-based and global paediatric diabetes
research with international organisations such as
the JDRF (Juvenile Diabetes Research Foundation).
This organisation is committed to the cure,
freatment and prevention of Type 1 diabetes and
its complications.

Maijor ongoing international research and
developments include:

e The prevention of diabetes

e Detection of friggers

e Genetics predictors

e Targeting of freatment

e Immune modulation

e Restoration of beta cells, including islet-cell
transplantation

e Fully automated closed loop insulin pumps.

Diabetes Ireland will continue fo campaign to
make sure the resources are in place to follow
the blueprint outlined in the Model of Care. The
organisation is determined to see a high quality
national diabetes service available for everyone.
We will continue to hold Government and state
agencies fo account and to work with policy
makers to maintain diabetes as a public policy
priority and to improve diabetes services.

Living with diabetes is not easy. However, with the
right help, advice and support, there is no reason
why Irish people with diabetes cannot live life to
the full. This is our goal and each year through our
patient education and information services we
provide that support fo thousands of Irish people
with diabetes and their families when needed
most.



Junior & teen highlights
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Diabetes Ireland
changes focus o
patient empowerment

Dr Anna Clarke, Health.Promotionrand
Research Manager with'Riabetes Ireland,
welcomes the shiff from ‘doctor knows all
to people with diabetes faking control

Life has changed a lot in the past 50 years and
also in the diabetes world. There have been
changes to the faces, the way diabetes is managed
and the daily lives of people living with diabetes.
When the Irish Diabetic Association was set up in
1967, support and funding research was the goal,
but over the years it has had to evolve to fulfil its
original mission.

During the 50 years there have been
phenomenal advances in medicine and changes
in the delivery of healthcare services. The
daily management of chronic conditions and
particularly diabetes have led many changes and
continue fo make an important contribution to
this evolutionary process.

Insulin improvements
In 1967, the only option for the freatment of
Type 1 diabetes was fo inject animal insulin,
which came from cows or pigs. It sometimes
resulted in adverse reactions and, over time, insulin

resistance. Syringes were glass, which needed

fo be boiled to sterilise and then fo be stored in
methylated spirits. Needles were similarly cleaned
and reused for months.

Today, human insulin is produced by micro-
organisms and is used without fear of running
out of it. Insulin can now be given as injection
or continuously by pump, using disposable
needles.

Glucose testing

The way glucose levels are tested has also
changed dramatically. The only way to assess
glycaemic control (blood glucose control) outside
a laboratory up until the 1980s was by testing
urine for the presence of glucose.

Today there are numerous, far more accurate
portable kits to fest blood glucose levels by a
simple finger prick. This includes HbA1c, the test
that measures a person’s average blood glucose
level over the past two to three months.




Advances in technology

The advances in technology meant that the Irish
Diabetic Association evolved with support from the
pharmaceutical companies. It focused on public
meetings and general education on diabetes-
related issues with dietetic information always a
key focus.

Dietary advice has changed, but the basic
principles remain the same — be aware of the
carbohydrate content and failor fo suit your insulin.
Inthe 1960s, carbohydrates were restricted to
‘exchanges’ which were interchangeable but
prescriptive in quantity. Now for Type 1 diabetes, it
is all dose-adjusted insulin for normal eating; and
for Type 2 diabetes the focus is on carbohydrate
content and portion size.

still along way to go

Yet there is sfill a long way to go both for the
organisation and for diabetes management. It was
in 1967 that it was first speculated that Type 1
diabetes had an autoimmune basis, whereas now
that is the first line in every explanation.

Researchers have learned how diabetes
develops, how to prevent or delay Type 2
diabetes, and how it affects all of the body. All of
this was virtually unknown in the 1960s. There
has been a lot of change and advancement
in the management and outcomes, but what
people really want is a cure and we don’t have
that yet.

Diabetes Ireland Research Alliance (DIRA)
Diabetes Ireland has always supported
Irish research. Initially this was with small
supplementary grants, but we now have a
dedicated research stream — Diabetes Ireland
Research Alliance (DIRA). It offers major research
funding of up to €£225,000 per annum.
In addition, DIRA has joined forces with Juvenile
Diabetes Research Foundation (JDRF) fo ensure

In 1967 the only option for the
freatment of Type 1 diabetes was
fo inject animal insulin, which came
from cows or pigs

=4 INSULIN o

 IMPROVEMENTS |

Irish funds are donated to specific Type 1 cure
possibilities.

At the moment, those DIRA/DRF funds are
donated to the Nano Versus Micro Encapsulation
for Islet Transplantation based at Kings College
London. This is developing new techniques
using nano-technology fo provide very thin
porous coatings. These coatings will protect new
implanted beta cells to replace the ones that have
been destroyed by the immune systemin Type 1
diabetes.

Epidemic of Type 2 diabetes

During the 1960s, Type 1 and Type 2 diabetes
were differentiated by whether or not the person
needed insulin treatment. The epidemic of Type 2
diabetes that escalated through the 1990s to the
current tsunami was only just starting. Now Type 2
diabetes accounts for 85-90% of all diabetes
diagnoses.

Initially, doctors relied on persuading people to
adopt the dietary and activity changes to daily
behaviours known as daily self-management
behaviours.

First diabetes nurses

The first diabetes nurses were employed in the
early 1980s to help hospital staff safely administer
insulin. Insulin was procaine insulin and there was
only a small availability of bovine insulin in either
40 unit or 80 unit strength.

Disposable syringes

The infroduction of 100-unit insulin required
meticulous attention to drawing up insulin. With
its introduction came the disposable 100-unit
insulin syringes which revolutionised insulin
administration. At the same fime the introduction
of the first ward-based blood-glucose machines
required nurses with specialised knowledge.
As their role developed, their focus shifted from

a (O

In 2016, human insulin is produced
by microorganisms and can now be
given as injection or continuously by

pump, using disposable needles
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Diabetes Ireland professional journal

With the support of Medmedia, Diabetes Ireland
has a professional journal, Professional Diabetes &
Cardiology Review. It is delivered four times a year
to professionals working in the fields, focusing on
Irish and infernational best practice, latest news
and research findings.

teaching fellow colleagues to teaching people with
diabetes.

Professional study days

Diabetes Ireland has contributed fo the
professional teaching of all healthcare
professionals through its annual professional
multidisciplinary study days. Up to 2016 there
were two study days a year, but with the growing
number of people with diabetes this is expected to
increase in the future.

‘Teaching’ people with diabetes

Some 50 years ago, ‘teaching’ was the term first
used fo give information to people diagnosed with
diabetes. It was assumed that knowledge alone
would entice people to follow doctors’ orders, and
then be labelled as ‘compliant’ or ‘non-compliant’.

This approach was based on the medical
model of health which was designed to freat
acute medical problems. This approach meant
the doctor was the authority responsible for the
diagnosis, treatment and health outcomes.

Over time, this model was deemed unsuitable for
chronic (long-term) conditions. It was recognised
that a more holistic approach was needed. It is
still evolving and recognises that people are in
control of and responsible for their daily diabetes
self-management.

The responsibility of the healthcare professional
is to align the self-management plan with the
person’s goals, priorities and lifestyle, as well as
their diabetes.

Ultimate control

Diabetes Ireland has always striven to push the
reality of living with diabetes to professionals by
offering opportunities for people with diabetes
fo voice their story at professional training. In this
way, we strive to push the professional focus on to
choices, control and consequences.

Daily choices have a greater impact on outcomes

=
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Virtual
reality

DIABETES & CARDIOLOGY

Vague symptoms?
— think childhood diabetes

New initiative to impro\
heart failure care
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than professional inputs. It is the person with
diabetes that has control over their behaviour. They
are also in control of what professional advice they
putin place or ignore.

Advances in the field of education and more
knowledge on learning techniques have also
impacted on diabetes education. That combined
with increasing numbers diagnosed resulted in
development of group education programmes in
the early 2000s.

Orientated

CODE education for Type 2

The prevalence of Type 2 diabetes in Ireland
is now so great that Diabetes Ireland has had to
focus on providing Type 2 diabetes education
throughout the country. This was the start of a new
era for Diabetes Ireland as it pushed into the field
of service delivery due to the long waiting times
and recognition by the HSE of the need for service
level agreements with alternate service providers.

CODE (Community Oriented Diabetes Education)
provides group educational sessions for up fo 16
people over three consecutive weeks. There is
follow-up at 10 weeks by phone call and at six
months.

Each session is two hours long and is facilitated
by a professional with a set curriculum.

To date, Diabetes Ireland has run almost 400
programmes for almost 5,000 people with Type 2
diabetes, pre-diabetes or their carers. In addition,
in recent years the organisation has focused more
on specific fraining for carers of people living with
diabetes, through, for example, fargeted delivery of
programmes in residential insfitutes.



Support for people with
Type 1 diabetes

W ith Type 2 diabetes, the focus is on education, but the prevalence of Type 1 diabetes
is much lower. People with Type 1 diabetes have complex insulin adjustment needs
and group education is limiting. Therefore, for this group, Diabetes Ireland has focused on
providing psychological support.

Each year, camps, days out and tournaments offer younger people and their families
the chance to meet up and socialise together. The younger individuals gain much from
seeing their peers dealing with diabetes-related tasks and parents always welcome
the opportunity to meet other parents.

In the early 2000s, Diabetes Ireland supported the need for more professional

psychological support by training qualified professional counsellors in diabetes. FQTPESE%
This extended the base of counsellors with better understanding of the issues facing = I\f:;?n;gizﬁg:;};e;fy

people with diabetes. However, as the service was a private service at normal fees,
it never really developed. Last year, Diabetes Ireland shifted focus and now has a
counsellor offering the service in the Santry Diabetes Ireland Care Centre, which is
being extended to the Cork Care Centre.

Over the past 50 years, the Irish Diabetic Association evolved to become the Diabetes
Federation of Ireland and now Diabetes Ireland to meet the needs of the growing
organisation and the diabetes community. Much has been done, but it still is only the
tip of the iceberg in terms of providing support to people living with diabetes.

Offaly Teen Day 2015

We are progressing in finding new ways of
managing diabetes, but are we any closer
fo a cure for Type 1 diabetes or stemming

the tfsunami of Type 2 diabetes that
threatens the very core of our society?
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Fundraising is
a TEAM effort

As is the case with many charities, Diabetes
Ireland would simply not exist without
fundraising and the support of the diabetes
community nationwide, writes Gary Brady,
Fundraising Manager, Diabetes Ireland

Gary Brady
Fundraising in modern times takes many forms There can sometimes be a misconception in
and is constantly evolving to mirror societal relation to Diabetes Ireland’s funding relationship

changes. The increase in the role digital and social with the HSE. To reinforce the reality once again,
media play in fundraising is perhaps the easiest we are a wholly independent charity.
example to demonstrate this. Our annual published accounts show HSE

We at Diabetes Ireland are no different from any funding accounting for approximately just 50%
national charity in the breadth of our fundraising of our income. It should be noted this funding
platforms and the avenues we look to raise money is specifically in relation to our Service Level
through. Our current fundraising platforms are Agreement for specific projects and services.
listed in the graphic below. These include our podiatfry partnership in the
Membership scheme
Grants and funding (for example, Ireland Funds, National Lottery Health
Grants)
Corporate support (mainly from pharmaceutical brands working in the
diabetes field)

Overseas treks (Mount Kilimanijaro Trek in 2016)

Our own organised events (for example, walks and cycles)

TEAM Diabetes Ireland (participants fundraising through sporfing events)
Biannual raffle (spring and winter)

Donations (for example, one-off donations, direct debit, wills and legacies, in
lieu of wedding favours)

Branch fundraising

Locally organised community fundraising events (for example, coffee
mornings and table quizzes)

Corporate Charity of the Year (we have recently been Charity of the Year for
Bord Gais and the GAA)

HSE funding (fo provide nursing, dietetfic and podiatry services)



North East and Southern Regions where we
employ podiatrists and the HSE gives us the
funds to pay their salaries. It also includes
elements of our health promotion services, for
example CODE (Community Oriented Diabetes
Education).

In line with our growth as an organisation over
the past decade, Diabetes Ireland’s fundraising
platforms have extended to meet the demands
of society. There are more than 8,000 registered
charities in Ireland making the competition for
fundraising money more demanding than ever.
It is becoming an ever more difficult area to be
successfulin.

The amount of money spent by other major
national charities to raise funds greatly exceeds
our tofal annual tfurnover. In recent years, we
have seen the explosion of mental health
and homelessness issues in Ireland and the
subsequent charity fundraising which has
followed.

Support of the diabetes community in Ireland
is essential to the growth and extension of our
services. We also place an ever greater focus on
corporafe funding and applying for other grants.

A key part of our fundraising is that all
fundraising supporfers may choose which area of
our services they would like their funds to go fo.
These areas are:

- Type 1 diabetes research

- Type 2 diabetes research

- Education and support services

- Teen Activity Day and Sweetpea Kidz Club
- 2016 Type 2 Online Education Programme
- 2016 Type 1 Awareness Initiatives

- Cork Care Centre.

In the past number of years we have secured a
number of new and large funding grants:

- In 2014, we applied for and were awarded
Charity of the Year for Bord Gais and
received €40,000 to help set up the
Diabetes Ireland Dublin Care Centre

-In 2015, we applied for and were awarded
GAA’'s Charity of The Year, which delivered
€20,000

-In 2016, we received large-scale
funding from Medtronic through its
US headquarters for projects in the
Midlands.

These funding streams will confinue to be a
key area of greater focus for us. Our success in
this revenue sfream is certainly aided by the ever
increasing media and societal focus on diabetes
as a major healthissue.

Other sources of funds

Pharmaceutical support

Pharmaceutical corporate support is a very
important part of our income. We have a strong
stable of pharmaceutical brands who support
various areas of our everyday activities and are
essential to our sustainability.

National Lottery funding
Annually we receive varying amounts of regional funds
from the National Lottery, which we use to help hold our
local meetings and other projects. In 2015/16 National
Lottery funding allowed us to run a successful Diabetes
Course for carers working in Intellectual Disability Care
Homes and Facilities. In 2016, we focused on a similar
nationwide project for Nursing Homes.

TEAM Diabetes Ireland was an umbrella project we created
in 2013 for all our fundraisers who raise vital funds for our
services. They do this through many sporting activities that
fake place annually, both nationally and internationally. Our
TEAM jersey has been worn for example at:

e Marathons e And as far afield as

e Cycles —The New York Marathon
e Triathlons — The top of Kilimanjaro

e Mud runs —Phuket Marathon in

o Skydives Thailand

There is an ever increasing number of nationwide fundraising
and general sporting participation events, such as the
Women’s Mini Marathon, most weekends. It is increasingly
becoming more economically beneficial for us to encourage
people to take part in these events to raise funds for Diabetes
Ireland than to organise and run our own events.

Historically overseas freks, our biannual raffle, the
membership scheme, the Women’s Mini Marathon and
donations would have been the core of our fundraising.

In the late 1990s, we were the first national diabetes charity in
the world who brought a group of people with Type 1 diabetes
fo the top of Mount Kilimanijaro, the highest mountain in Africa.
A major medical study was undertaken as part of this trek and
overall this trip was an important landmark in our history. At
that time there was a strong push to show that Type 1 diabetes
should not be a boundary to sport, activity and life success.

In recent years there has been a decline in the funds raised
through our annual raffles and the Women’s Mini Marathon.
This reflects sociefal changes and highlights the ‘swings and
roundabouts’ nature of charity fundraising.

It is important to note the role one particular supportfer played
in our recent history. We were very fortunate fo have been left a
property in Dublin through a supporter’s Will. This major legacy
was used as the principal funds for us fo purchase and fit-ouf
our Dublin Diabetes Ireland Care Centre and allow us for the
first fime fo provide direct medical services. The Centre now
sees more than 8,500 people a year due to this greaf personal
legacy which we will never forget.
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What has
Diabetes
Ireland done
for me?

Since 1967, Diabetes Ireland has been dedicated to helping people with diabetes

Ask not what Diabetes
Ireland can do for you...

Grainne Flynn, who won Diabetes Ireland Volunteer of the Year in 2012, writes
that volunteering has been key to managing her own Type 1 diabetes

Grainne Flynn being presented with her Volunteer of the Year Award, by Steve Williamson of Roche

've been volunteering with Diabetes Ireland for

10 years. Yes, | have given a lot, but what I've
received in return has been 10-fold. Proving that,
as the saying goes, you have to give in order to
receive. And | have received bucket loads!

Diabetes Ireland enabled me to creafe a local
diabetes support community when | desperately
needed if; it helped me become empowered
as a person with diabetes and fostered me as a
diabetes advocate. Diabetes Ireland has given
me numerous volunteering opportunities, which
allowed me to grow and develop as a person and
ultimately to find my calling.

But it didn’t start out that way. My first experience
of Diabetes Ireland was soon after | was diagnosed
in 1993. My diabetes nurse recommended that |
join and | went fo my first diabetes public meeting
in Tullamore, Co Offaly as a 20 something-year-old
who was still trying to navigate her way through
this new life with diabetes.

| wasn'timpressed. | felt | was surrounded by
older people —they probably weren’t that old, but

fo a 20-something-they seemed ancient. So, when
my membership of the organisation lapsed after
12 months | didn’t renew it and spent most of my
20s largely ignorant of diabetes management.

After | got married, my new husband and |
moved from Dublin fo the US, where | had my
first experience of diabetes education and how
diabetes care could be. Moving back to Ireland
was a big decision for us. We knew that Ireland
was lagging behind when we left and hoped it had
advanced in the time we were gone. We decided
that if the health service didn’t show significant
signs of improvement within five years we would
leave again. We settled in Co Clare and wanted to
access diabetes care more locally than Dublin.

By 2007, | had two very small children and | was
a stay-at-home parent. | wasn’t happy with my
diabetes care options, having tried a couple of
them over two years. My lowest point was after the
most humiliating clinic appointment | have ever
had. I broke into tears as soon as | got into my car.

I had had enough —there hadto be better care



out there and if | had to travel fo the other side of
the country to get it with two toddlers in tow then |
would. This was my health, my life, and my children
needed to grow up with a healthy mother.

This is where Diabetes Ireland came back info
the picture. This time, the organisation came
through for me, and more.

Diabetes Ireland fostered me as a peer
support facilitator

Just when | needed it, the Clare branch of
Diabetes Ireland was being set up. As soon as |
got home from that clinic appointment, | pulled out
the newspaper and rang the number. The woman
who answered was a person about the same age
as me who also had Type 1 diabetes, and was also
new to Co Clare.

We talked for ages about our frustrations with
our diabetes services and abouf how if we knew
more people with diabetes we could ask them
what other local services were available. By the
end of the phone call we had decided to start
diabetes support groups.

Diabetes Ireland provided us with the advice we
needed to get started and has been supporting our
groups for almost 10 years in whatever way it can.
Diabetes Ireland fostered me as a
diabetes advocate

In 2010, Diabetes Ireland launched an advocacy
campaign to push for the implementation of a
national podiatry programme — the first of a series
of such campaigns. It provided advocacy training
to volunteers in how to help with this campaign.
The training and support | received during this
campaign | have been using ever since and
continue fo learn.

Diabetes Ireland enhanced me as a
graphic designer

When | came across the Australian Type 1
Diabetes Network'’s version of the Type 1 Diabetes
Starter Kit: A Guide for Newly Diagnosed Adulfts,
| knew it was something that could be adapted
easily, or so | thought, for people with Type 1
diabetes in Ireland.

| approached Dr Anna Clarke, Diabetes Ireland
Health Promotion and Research Manager, about
it, but the resources that were needed, Diabetes
Ireland just didn’t have. So, when Anna fold me to
“Go for it!” I thought “Why not!” I'm very proud of
the resulting Irish edition of Type 1 Diabetes Starter
Kit: A Guide for Adults with Type 1 Diabetes, and
am very grateful for Diabetes Ireland’s support. The
knowledge | gained during the process of adapting
this information kit has helped me organise
Thriveabetfes.

During the time | was working on the Starter Kit,
Diabetes Ireland decided to shorten its name from
the Diabetes Federation of Ireland fo Diabetes
Ireland and it needed a new logo. As a graphic
designer, the organisation approached me to take
on this task. | still have to remind myself wherever |
see it that | helped do that.

e 1 Diabetes
w:’!’a.l.or't«r Kit
A Guide for Pduln with

Type | Dicl
Oy

i The guide that Grainne fundraised for
A ;A and for which she co-ordinafed the
o production and distribution

Diabetes Ireland fostered me as
‘Thriveabetes’ founder and event organiser
‘Thriveabetes: The Thrive with Type 1 Diabetes’
conference is probably what | spend most of
my volunteer time on these days. This event is
independent of Diabetes Ireland, but everything
| have done with the organisation up to this point
has enabled me to pull it together — with the help
of a very supportive diabetes community.

When | approached Kieran O’Leary, CEO
of Diabetes Ireland, with this idea stating
unequivocally that we didn’t want the
organisation’s money, but we did need its support
and help with it, he made sure we knew what we
were getting ourselves info. No question or idea
from us has ever been too ridiculous or too small
for Diabetes Ireland. And no email (and there
have been hundreds) has ever gone unanswered.
Having Diabetes Ireland in your corner means that
the people you want to hear you, start to listen.

Volunteers make us stronger

And there you have it! What started
out as a cry for help, over time became
‘What can | do to help you?’

Diabetes Ireland has been an amazing
source of support and growth to me,
allowed mad ideas to become real
things and | can’t wait fo see where we
find ourselves next!
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Parents will always need the
support of other parents

Charlofte Pearson

“‘Ring if you need someone fo
falk o, | know exactly what you
are going fo go through”

Charlotte Pearson describes how
her life changed when her daughter
Karen was diagnosed with Type 1

1778 YARRE

Karen
diagnosed
atage 5

c—

y daughter Karen was diagnosed with Type 1

diabetes at the age of five on December 18,
1998 —three days after her fifth birthday. Anyone
who has experienced this would know that when
you have a child diagnosed, every detail of that day
stays with you.

My first support confact was with another mother
just like me who was about to go home with her
newly diagnosed daughter. As she was leaving
and we were being admitted she handed me a
note with her phone number and all she said to
me was “Ring if you need someone to talk to, |
know exactly what you are going to go through”.
We became friends and would ring each other
constantly for support. When we first arrived home
from the hospital, | was hungry for information so |
would read whatever | could find. We would share
information with one another.

While in hospital | was given contact details for
the Southern Counties Diabetic Association and
sent off a cheque to become a member. However,
six months later my cheque was returned with
a note fo say that it was disbanding, | was very
disappointed with that because | felt | needed
more confact with families living with this
condition.

In September 1999 my friend (whom | met in the
hospital) was doing the Cork Evening Echo Mini-
Marathon and while she was walking it she noticed
a lady wearing a t-shirt with ‘Cork Parents Support
Group for Children Living with Diabetes’ and a
phone number on her back. She asked the woman
for more information and then in turn passed that
number on to me. That was when | first spoke to a
fantastic person, Anne Conroy who listened to me
for hours at a time and gave me so much support



As parents know, the first year of diagnosis is the

milestone year much like having a new baby’

when | needed it the most. As parents know, the
first year of diagnosis is the milestone year —much
like having a new baby.

The regime for Karen was twice daily injections
which was very regimented to control the
condition, having to inject and eat at set times, day
in day out. It was hard on all the family, not just the
child with Type 1. Having Anne to turn fo in that
first year helped me to decide to become involved
with the Diabetes Federation of Ireland (as it was
known back then).

| attended the very first AGM that the Diabetes
Federation of Ireland held in Cork, when it
amalgamated with the Southern Counties. | joined
both the parents and branch committees, and | am
still active on both.

The people I have met from being involved with
Diabetes Ireland have meant the world to me —
Margaret Phelan, Jacinta Cottor, Anne Conroy,
Therese Crotty, Sheila Stokes and Aileen Horgan.
The support | received from them when | needed
it made me want fo help and give something
back. Parents will always need the support of
other parents. We know what it is like to have the
worries of having a child living with Type 1, the
hypos and hypers and the worry of complications.
Family and friends, although kind and caring, will
never understand this like another parent of a child
with Type 1 diabetes.

As time went on and | became more involved in
the organisation, | enjoyed meeting new parents
and their children through the activities we were
now organising with the help of the newly opened
office in Cork. Our leffers to parents were being
sent out for us from there and the number of
contacts grew. One person who was my most
important source of support was Trish 0’Donovan
who helped with organising our Teddy Bears
Picnic, Oyster Haven Activity Day, our Christmas
party and numerous educational meetings. She
will always be in my heart and | still miss her
support since she passed away over two years
ago.

Over the years Anna Clarke from Diabetes Ireland
helped me in so many ways. On one occasion
when | needed someone fo talk to the primary
school Karen was aftending, Anna gladly helped
out and paid a visit to the school to give much
needed education on Type 1 diabetes. Anna has
always been a great source of information to me
even today | know | will always get sound advice
from her.

Diabetes Ireland CEO Kieran O’Leary supported

us in improving hospital services by providing
documentation on best practice and guidelines.

| was fortunate fo start working in the Cork office,
filling in initially for a maternity leave vacancy.

The position involved supporting the Regional
Development Officer in the Southern Region,
Pauline Lynch.

| can honestly say that Diabetes Ireland means
the world to me as | am doing a job | love and still
meeting people with diabetes, especially parents
and their children living with Type 1.1 have enjoyed
all the events and campaigns with which | have
been involved. These included a few crazy things,
the most memorable being a parachute jump for
my 40th birthday.

Without having diabetes and Diabetes Ireland
in my life, | would not have met all the amazing
parents living and coping with having diabetes
every day. | know | am a stronger person with
the support | still get from other parents and from
Diabetes Ireland. °
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Awakening of the West 1o
diabetes awareness

Strenuous campaigning spearheaded by branches in the west of Ireland has
led to vastly improved services for people with diabetes in recent years

he Sligo Branch (now the Western branch) of

the Diabetes Federation of Ireland was founded
in 1988. Founding members included Donal
Conway, Suzanne Donnelly, Marie Fowley, and
Denis and Caitriona Coleman. After many years of
campaigning it is looking forward to the opening
of the new Diabetes Care Centre in Sligo University
Hospital.

Initially the branch began by running children’s
events and public meetings. In the 1990s, the
branch set up a small office in aroom made
available free by a local pharmacy. The office was
open one day a week. That was the core from
which the current office has grown.

Suzanne Donnelly has been a stand-out volunteer
and along with other members of the Western
Branch, Donal Gilroy and Patricia Crocock, has
been the recipient of the Volunteer of the Year
award.

The Sligo branch ran its first one-day diabetes
conference in 1999 aimed at healthcare
professionals, people with diabetes and parents of
children with diabetes. It was a huge success with
more than 200 people attending.

“It went very well and was an eye-opener as to
what could be done anywhere in the country,” said
Donal Gilroy.

Donal has been a member of the branch since
the early 1990s and was ‘Volunteer of the Year’in
2006. He donated his €1,000 prize to Cregg House
in Sligo where his wife works. This provides care
for people with intellectual disabilities — many of
whom have diabefes.

As the Sligo branch grew, it moved on to office
space in the local Citizen’s Information Office. In
2001, May McConnell was appointed Resources
Officer serving Sligo/Leitrim and Donegal. This
was the branch’s first professional appointment.

A few years later May’s position was retitled
Western Regional Officer as the office was
expanded fo include nine counties along the west
coast. New offices in Wine Streef were sef up as
the branch expanded. When May refired in 2008
Regina Patton took over as Regional Development
Officer, West.

From a single part-fime diabetes nurse in Sligo
Hospital in 1988, services have expanded.

“We now have three specialist consultants and
six diabetes nurses that we lobbied for. A new
diabetes centre for adults and children is due fo
open soon at Sligo Hospital,” said Donal Gilroy. This
will enable many more children in the North West to
take advantfage of insulin pump therapy. In addition
it will provide more space for diabetes patient care,
as existing conditions are quite cramped.

The Western Branch has always been very
strong. In the early days members helped to set
up branches in places like Castlebar, Carrick-on-
Shannon, Cavan, Mullingar and Longford.

Expert speakers were invited to meetings from
Sligo, Donegal, Galway and Dublin and the format
of these gatherings proved very successful.

“When | first did local radio and newspaper
interviews, you would find that people knew
practically nothing about diabetes. These days
people are much better informed and more aware.
GPs have changed too, in that they test older
people for Type 2 diabetes more regularly.

One of the early diabetes campaigns in the
West was for an eye-screening service. This led
to a successful mobile eye-screening service,
which was a precursor of the national Diabetic
RetinaScreen programme, now available
nationally.

Donegal branch

The Donegal Diabetes branch, part of the Western
branch, was formed in the 1970s and in the early
days the main volunteers were Liam McGlinchey,
Grace Mulligan, Frank Morris and Bernadette
O’Donnell.

Danny McDaid, two-time Olympian, got involved
in the organisation in 1991, shortly after his two
daughters were diagnosed with Type 1 diabetes.
Danny has been nominated for Diabetes Ireland
Volunteer of the Year several times.

Danny’s 13-year-old daughter was diagnosed in
August 1991 and his eight-year-old a few months
later. When Danny joined, the chairperson was
Harry Cheevers, who was very supportive. The
McDaid family were also helped along the diabetes
path by Kelly Hyndman who had three children
with diabetes.

“We were tofally ignorant of diabetes, how to
look after someone with the condition or what



having diabetes meant,” said Danny.

The most important role for branches is to
support people newly diagnosed with diabetes,
said Danny.

“I have stayed involved for so long because of the
fremendous support that we got when we badly
needed it. It's traumatic when it happens, but when
you see other people in the same boat as yourself
you get good comfort.

“Of course when you see the likes of Bernadette
0’Donnell who has had diabetes for more than 60
years, you know that with good control you can
lead a normal life,” said Danny.

Danny was very well known as an Olympic
athlete and he used this as a fool to highlight
awareness about diabetes and to campaign for
better services. He competed for Ireland at two
Olympic Games, Munich 1972 and Montreal 1976.
He also fook part in nine World Championships
and was captain of the Irish Senior Cross Country
team from 197510 1981.

The running track at the Lefterkenny Regional
Sports and Leisure Complex is named in his
honour. The Danny McDaid 15k, which begins and
concludes aft this track, is also named after him.

Danny introduced the church gate collections for
the Diabetes Federation of Ireland to Donegal in
1993.

“The first year we raised about £€3,000. It went to
a high, before the recession, of £25,000 a year. The
money was used to support family events, hospital
equipment, and fowards the national office in
Dublin,” said Danny.

From Danny’s early days, the Donegal branch
has had close contact with the diabetfes nurses
in the hospitals. Members of the branch find that
the nurses are very good about putting newly
diagnosed people in contact with the branch.

“When my kids were teenagers, the clinics were
mixed so you could have a teenager sitting in with
an old man who had had amputations and felling
her the worst stories you could ever imagine,” said
Danny.

When Diabetes Nurse Specialist Kathleen
Crerand came on board she managed fo carve out
a bit of space to give people privacy.

When Danny joined the Diabetes Federation
of Ireland, hospital services were provided by
Dr Liam Bannon, who had an interest in diabetes.
After many years of strenuous campaigning by
the branch and Diabetes Ireland, a Consultant
Endocrinologist, Dr Amjed Khamis, was appointed
to Letterkenny in 2012.

In 2014, a full-time paediatric diabetes
nurse specialist was appointed to Letterkenny
Hospital. In addition, there is now a Paediatric
Endocrinologist in Sligo Hospital, which saves
many a long trip to Dublin. However, with 160-170

Danny McDaid, from the Donegal Branch, is
pictured above (third from left) with some of
his fellow Diabetes Ireland stalwarts (I-r): Liam
O'Doherty, Dublin; Pat Power, Waterford; and
Leonard O’Connor, Dublin

children with diabetes under the age of 16 in
Donegal, the branch there felt that the numbers
warranted a Paediatric Endocrinologist in the
county.

The numbers of children being diagnosed
with Type 1 diabetes in Donegal has increased
significantly.

“When my children were diagnosed with
diabetes there was an average of eight fo10
children a year diagnosed in Donegal. Now it is
more than 16 children diagnosed a year,” said
Danny.

“We have a good working branch here af the
moment. Gerard Gallagher who has Type 2
diabetes joined the branch as treasurer and
is now the chairman. He and myself are on
the National Council of Diabetes Ireland. The
treasurer is Paul Gillespie,” said Danny.

Back in 1998 Danny, Kelly Hyndman and a
young man called Edwin McCloughan, who
has sadly since died, organised the first family
weekend away. They took about 20 children
and 25 adults to the Carrigart Hotel. Prof Gerald
Tomkin joined the families and spoke to them
about diabetes care.

“That was the start of the family weekends and
they have continued ever since. In 2016, some
180 people attended the family weekend at the
Inishowen Gateway — and they were all just from
Donegal,” said Donal.

Danny has seen major changes in diabetes care
since his daughters were diagnosed, including
much more user-friendly insulin pens, insulin
pumps and carbohydrate counting and the DAFNE
course.
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Uniting for a stronger voice

Diabetes services in the Southern region have moved from strength to
strength in the years since the Southern Counties Diabetes Association
united with Diabetes Ireland

M argaret Phelan has been involved in diabetes
support and campaigning since her daughter
was diagnosed with Type 1 diabetes at the age of
fourin 1987.

“There have been big changes since then.
Appointing a development officer and the
dietitians made a huge difference. There is more
awareness and better services now. The new
Care Centre and the free eye screening is a huge
improvement. The podiatry services have also
improved hugely and become more available. The
new system is way, way better,” said Margaret.

“There are more people coming info the office
now because they are coming for the eye and foot
services. It is totally different o the office we had in
the start. It is a big improvement,” said Margaret.

Back in the late 1980s, the Southern Counties
Diabetes Association (SCDA) representing Cork
and Kerry were active in the South. The SCDA
liaised with the British Diabetes Association.

At one of the SCDA meetings, a group of parents
got together fo form a diabetes parents’ support
group. A member of the SCDA attended the
parents’ support group meetings.

“We organised days out for the children and
meetings with the consulfants. We began to
send the children away on holidays fo Northern
Ireland. One of these was a trip fo Castlewellan
Co Down, organised through the British Diabetes
Association,” said Margaret.

At the fime the SCDA did not hold public
meetings so the parents’ support group stepped
in fo organise these. The group liaised with the
= hospitals, especially Dr John McKiernan who was
d g - the paediatric consultant and helped the group
C - ! communicafe with newly diagnosed children,

In the late 1990s, when Phil O’Donovan, the
chairperson of the SCDA was retiring, the Diabetes
Federation of Ireland approached the SCDA and
the parents’ support group about affiliating with
the Federafion. CEO Kieran O’Leary organised a
meeting in Cork in late 1999 and out of that the
new Cork Branch of Diabetes Ireland evolved some
months later. The Cork office opened in May 2002
on Grand Parade after a lof of work and many
meetings with the then Southern Health Board.

“Pauline Lynch was appointed the first Southern
Regional Development Officer, which put it on a
professional footing,” said Margaret.

- Sheila 0’Kelly
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eS would like to thank everyone who

has contributed to the organisation

:‘ Ireland over our 50-year history.
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