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PATIENTS LEFT IN LIMBO AS THE HSE

REFUSES TO PAY FOR VITAL MEDICINES

By

Name:


Age: 61
Condition:
Alpha-1 genetic
emphysema

ORLA Keane is living proof that the drug
Respreeza works.
The 61-year-old has Alpha-1 genetic emphysema, a disease of the lung and liver
caused by a protein deficiency.
Diagnosed 21 years ago, she spent much
of the next decade suffering from constant
infection, pneumonia and debilitating bouts
of coughing and choking.
Yet all that changed when she was
accepted on to a trial for the drug
Respreeza, which slows the
progression of the disease.
Her health has vastly
improved to the point that
at times she no longer feels
like she has the condition.
As one of 21 Irish patients
who took part in the clinical
trials, Orla’s experience was
crucial when it came to
manufacturers CSL Behring
securing a licence for the
drug.
Yet when it came to funding
Respreeza,
the
HSE
Drugs Group decided that it

“did not result in a significant improvement
in quality of life.”
It’s understood the drug would cost in the
region of €100,000 per patient per year, but
last month the HSE announced that it
wouldn’t fund it, leaving Orla and several
others in “a cruel limbo”.
She said: “I just don’t understand how
they can say it doesn’t work well enough.
“I know it’s not a cure but it slows progression and I’m living proof of that. Since
I’ve been on Respreeza, I haven’t cost
the State money. I
haven’t
taken
up
space in hospital,
I’ve been well.
“I’ve paid my
taxes all my life
and I feel I
deserve
this
chance to be as
well as I can
be.”
Since the clinical trials finished in 2010,

Name:



Age: 36
Condition:
Brain tumour

KENNY Tynan describes himself as “a medical
refugee” in Spain.
The dad of four from Athlone, Co Westmeath would give anything to be at home with
his wife and children, but he feels he has no
choice in order to save his life.
The 36-year-old is currently undergoing treatment for a Grade 2 glioma brain tumour with
a cannabis-based medication.
The compounds THC and CBD, both found
in cannabis, are known to significantly reduce
tumours, but medical cannabis is not legally
available in Ireland.
Following his initial diagnosis in 2015,
Kenny underwent extensive surgery which
resulted in him having to re-learn how to use
his right side.
When the tumour returned last November,
doctors advised a lengthy course of chemotherapy and radiotherapy.
This simply wasn’t an option, as he recalled:
“I saw what it did to my mother. She passed
away in 2016 with stage four small-cell liver
and lung cancer.
“The chemo made her sick, and the radiation left her afraid and confused. I’ve heard all
the horror stories.
“I don’t want this for me, I’d rather die
quickly than poison myself with chemo and
radiation.” Doctors didn’t mince their words,

telling him he had a prognosis of two years
without treatment.
He requested the cannabinoid treatment
Sativex, which is licensed for use here
but currently unavailable as no price has
yet been agreed between the HSE and the
manufacturers.
With no alternative, he got in contact with
the Kalapa Clinic in Barcelona and was
accepted by a doctor who specialises in the
treatment of tumours with medical cannabis.
He said: “I heard stories of how people I
knew of with cancer
were getting the all
clear
from
using
medicinal cannabis oil.
“So I got my files
from
Beaumont
and
sent them to Kalapa
Clinic in Barcelona, and
I wanted a specialist
plan, from a doctor
who specialises in the
treatment of tumours
with medicinal cannabis.
“I
wanted
tailored
medicine, as I was also

she and other trial participants have been
receiving Respreeza from the drug company
on a compassionate use basis.
Following the HSE’s decision last month,
CSL Behring said it would continue to provide the drug to Irish patients until September 30 so that patients could use the time
to consult with their doctors.
It’s a “terrifying” situation, as Orla
explained: “I don’t know where we go from
here. Who’s going to take responsibility for
us? My big fear is that I don’t know what’s
going to happen to me. How fast will I
deteriorate?
“I don’t know of anyone who has ever
been taken off Respreeza so I don’t know
what will happen.”
In a cruel twist, Orla’s younger sister has
the same condition, and is currently on
oxygen.
Yet she, along with dozens of others,
haven’t had a chance to benefit from
Respreeza.
Orla said: “I’m at my wits’ end now, not
just for me but for my sister and all the
others who need this drug.
“We’re wasting time. All these people are
deteriorating without the drug and you can’t
gain back what you lose.
“You have to fulfil certain criteria in order
for the drug to be effective and if people
get too ill then it won’t work on them.”
Her frustration is exacerbated by the fact
that
Respreeza
is
already
available in several other
countries.
She
pointed
out::
“People
in
those
countries didn’t have
to leave their sick
beds and go out
and campaign for it.
“We were part of
the original trial and
yet we’re not entitled to it and the
HSE won’t pay for it.
w,
“I’d like to know,
why is an Irish life
worth less than a European life?”

14%

Portion of
€14bn health
budget spent
on drugs

warned not to buy it from the internet or
even from people who contacted me trying to
help, because you do not know the purity of
the product.”
Now seven weeks into a planned threemonth treatment programme, he says he feels
“fit as a fiddle”.
Kenny is still also taking some other medications to control his symptoms but has
stopped taking others.
And he is even lifting weights and getting
out for exercise.
Once his three-month programme finishes,
he’ll need to continue with a maintenance
dose of treatment, and he hopes that Health
Minister Simon Harris will “see sense by then”.
He’s also pinning his hopes on the success
of TD Gino Kenny’s Cannabis for Medicinal
Use Regulation Bill, saying: “It’s a no-brainer
for the Government really.
“Everyone wants this bill passed, the wheels
are in motion and there is no stopping this
force of the common health.”
He also urged the Government to “take
a leaf out of Spain’s book”, saying:
“They have been studying the uses of
cannabis for over 20 years, they know
how to regulate it.”
Kenny is particularly incensed that
he has to go abroad for medicine
that other EU citizens, such as in
Spain and Holland, can easily access
in their home countries.
He said: “I feel that it is a total
disgrace that I have to leave my family,
when all the evidence to support that
THC causes apoptosis without harming
other cells.
“I have a legitimate prescription from a European
doctor, and have a lab to
source it from.
“I can’t understand why
my life is worth less than
a Spanish or Dutch person with the same problem. The whole country is
behind
us
medical refugees
and
wants
us
home.”

AOIFE FINNERAN
Features writer

IRISH patients claim
they’re missing out on
vital
new
drugs
because their lives are
considered
to
be
“worth less” than their
European counterparts.
Thousands of people have
been
denied
treatment
because the HSE has refused
to fund the medications —
even though they’re freely
available in other countries.

Just 14 per cent of Ireland’s
€14billion health budget is spent
on medicines, compared with
the EU average of 19 per cent.
And
as
more
treatments
become available each year,
they are exposing a gaping hole
in the State’s funds as it fails to
negotiate affordable prices with
drug manufacturers.
The crisis is so acute that
some patients have been forced
to move abroad to access lifesaving treatment.
Others say they’ve had no
choice but to leave their sick
beds and mount public campaigns to shame the Government into action.
The situation hit the headlines
earlier this year when patients
with cystic fibrosis won their
long battle for the funding of
two highly-effective drugs Orkambi and Kalydeco.
Manufacturer
Vertex
had
initially sought €159,000 per
patient per year for Orkambi,
having struck a deal to sell it
in Germany for €133,000.
While the exact figure paid by
the
HSE
was
substantially
reduced in confidential negotiations, it’s understood the drug
could be the most expensive
ever bought by the State.
Unfortunately, patients with
other conditions have not been
so lucky.
And with some new therapies
only suitable for very small
numbers of Irish people, worried patients fear they simply
don’t have enough people power
to make their cases heard.
All
applications
for
the
reimbursement of new drugs
are considered by the National
Centre of Pharmacoeconomics
which makes recommendations
to the HSE based on clinical
evidence and cost effectiveness.
Yet while the medications
have
been
approved
for
purchase by health services in
other countries, they repeatedly
hit a cost stumbling block in
Ireland.
And the problem is only
going to get worse, with more
expensive
and
targeted
therapies
coming
on
stream.
The Irish Patients
Association says the
Government
urgently needs to plan
for future costs,
while also looking
after the needs of
patients
waiting
for existing drugs.
It stated: “While
we do need reform
in the planning of
funding new life-saving
and or quality of lifeimproving drugs, we now
have drugs that patients say
they need and proved to be
effective.”
And it warned that patients
should not be used “as pawns
by
any
side
in
pricing
negotiations.”
But unless the medicines budget is dramatically increased,
patients can expect to continue
missing out on treatment that is
currently
available
to
their
European neighbours.
Here, we meet three patients
counting the cost while the
State refuses to cough up.

21

Number of Irish
who took part
in trials for
Respreeza

20

Number of
years Spain has
been studying
THC drugs

€100k

Estimated cost
per patient per
year for
Translarna

Name:



Age: Five years,
nine months
Condition:
Duchenne Muscular
Dystrophy
TIME is ticking far too fast for Lewis Harte
as he turns five years and nine months.
The youngster from Castlebar, Co Mayo,
is one of just a few children in Ireland
who are eligible for the drug Translarna –
but he can’t get it here.
Lewis has the muscle-wasting disorder
Duchenne Muscular Dystrophy, a progressive disease which mainly affects boys.
He tries not to let it hold him back.
Exceptionally bright, with an IQ of 129, he
has just started in senior infants.
But while his classmates enjoy the rough

and tumble of the outdoors, that’s not an
option for Lewis. The signs of the condition are already evident. While Lewis is
still mobile, he walks slowly and with a
waddling gait, and tires easily.
His parents know a wheelchair is inevitable, but crucially he’s still well enough to
be eligible for treatment with Translarna.
The drug is only suitable for boys under
six who haven’t lost their mobility.
It’s not a cure, but it has been shown to
slow the progression of the disease by
between seven and ten years. That’s pre-

cious time which would give him the
c
chance of a normal childhood, and an
c
opportunity to make lasting memories.
o
Yet Lewis won’t have this chance
because the HSE has refused to fund
Translarna,
believed
to
cost
around
€100,000 per child per year.
Lewis’s mum Anne Marie told how the
family had clung to the hope of success
after the initial application for the drug
was declined. But last month, they
received the devastating news an appeal
had been rejected.
Anne-Marie said: “I get that they’re trying
to find money for everything, but this
really is a breakthrough medicine.
“It’s life–changing. If we got Lewis on it
now we could keep him the way he is for
seven to ten years.
“Without it, we’re looking at maybe two
years without a wheelchair and then everything starts to go downhill.”
Lewis is due to turn six in just three
months’ time, leaving the family in a frantic
scramble for a solution.
Anne-Marie said: “The drug is available
on the NHS in the UK. My sister lives
there and has inquired about it, but we
can’t just go over there and expect them
to give us an expensive drug.”
The Hartes were particularly disappointed at the
reasoning behind the HSE’s
decision, which cited the
clinical results of the drug.
She said: “They’re saying
it’s not really proven to
work as well as it’s claiming, but how was it good

enough for 22 other countries? I’d love to
know what evidence they got that made
them decide it wasn’t worth it?”
The Harte’s agony is compounded by the
fact that the drug is only relevant to a tiny
number of people in Ireland, which means
it’s difficult to drum up support.
She said: “I’ve seen people with Cystic
Fibrosis and they’re on the news and there
are hundreds of them out protesting, and
then they got the drug they wanted.
“There are so few of us that we can’t
make enough noise.
“I feel like I’m left on my own to try and
take this on. I’m heartbroken and I feel so
let down.”
Like so many other parents in similar
situations, she’s heartbroken by the fact
that her son’s life is being reduced to a
question of money.
She explained: “I’m fighting for my son
but everyone else is doing the same for
their kids.
“I understand that there isn’t enough
money to fund every drug and if it was a
question of him only getting an extra six
months or a year of improved life quality,
fair enough.
“But this is going to make a massive difference. We could keep
him well for up to ten
years, 22 other countries considered it was
worth paying for.
“I don’t know what
we’re going to do but
there’s no way on earth
that I’ll let him go without this medicine.”
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IRISH SURGEON CHANGING THE LIVES OF TRANSGENDER PATIENTS

NEVER BORED . . .
Dr Gallagher explains
how no two surgical
procedures are ever the
same for her and her team

Quizzed . . . Barton labelled ‘Dr Opiate’ after 656 deaths

‘Distress’ claim
‘DOCTOR Opiate’ Jane Barton branded a
murder probe into her “repugnant and
deeply distressing”.
The former GP, 70, who oversaw 656 deaths
in an English hospital, was quizzed under
caution on suspicion of murder.

She snubbed questions in the 43-minute cop quiz
in 2006 but submitted a statement that acknowledged
police had told her it was
By TOM WELLS
a murder probe.
In it Barton said: “The
lished
its
report
this
fact you interview me
under
caution
makes week. It also saw snaps
clear I am suspected of of 2009 graffiti at her
local
home
reading:
this offence.
“As a medical practi- “Murdering b**** s***”.
She denies wrongdoing
tioner and human being I
find this repugnant and and faces a new probe.
Barton hit out as cops
deeply distressing. I have
how
hunalways been concerned to investigated
treat patients humanely dreds of people in her
care
had
died
from
lethal
and lawfully.”
The 2006 interview was painkiller doses — a toll
her 11th in six years more than twice that
from
three
separate killed by notorious GP
investigations by English Dr Harold Shipman.
Her
statement
read:
police. She added: “I
have found this whole “Yours is, I understand,
the
third
police
inquiry
process stressful.”
Barton
oversaw
the in this process.
“I shall consider any
administration of paindisclosure
that
killers at Gosport Hospi- further
tal, in Hampshire from you make and any ques1989 to 2000. She claimed tions that are asked of
it was “profoundly diffi- me today. I may wish to
cult to recollect events” give a response at a
future date
given the
but
for
time that
the
reapassed.
sons
I’ve
Her
given
I
statement
shall make
was given
no
comto
an
inquiry
ment
Abuse
.
.
graffiti
at
her
home
that pubtoday.”

GAY BOLLY CALL
LGBT characters should be given more screen time
in Bollywood movies, an Indian star has insisted.
Actor Manoj Bajpayee, who played a gay professor
in 2016 drama Aligarh, said public debate about lesbian, gay, bisexual and transgender issues was key to
tackling taboos in India, where gay sex is still illegal.
He said: “There is not enough portrayal or enough
films on LGBT rights or LGBT issues in our industry.
“It is a sign of a healthy society if each and every
citizen of our country is given the rights to live, and
live in the manner they want to live.”
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MEET the Irish plastic
surgeon who’s changing the lives of US
transgender patients.
When Louth woman Dr
Sidhbh Gallagher graduated from UCD, she never
imagined that she would
wind up running a gender
affirmation surgery programme in the conservative US state of Indiana.

But with dozens of patients
coming through her clinic
every month seeking to match
their bodies with their gender
identities, she describes it as
“the most meaningful work
I’ve ever done”.
Dr Gallagher, 37, was always
interested in the transformative effects of surgery, explaining: “The first time I saw
plastics, I thought ‘this stuff is
like Frankenstein, taking bits
of tissue off the body, making

By AOIFE FINNERAN
noses’. I did art in school and
I always fancied doing something creative, and there really
is a creative aspect to plastic
surgery because you want to
make things look good.
“It didn’t disappoint me,
you’d never be bored. Yesterday I was working on a
nose, then genitalia, then a
hand, and no two surgeries
are the same.”
Having spent time working
in Dublin’s Mater Hospital, Dr
Gallagher continued her surgical training in Philadelphia
before completing a fellowship
in plastic surgery with the
Indiana School of Medicine.
She then decided to focus
her attentions on gender affirmation surgery.
However, getting specialist
training was difficult, and she
explained: “This is a very
new area, and I did find it
really tough to get training as
I had to go to Australia, Bel-

gium, California and Miami. A
lot of the things you do in
other types of reconstructive
surgery, you do in gender
affirmation surgery. It’s really
exciting and techniques are
improving all the time.”
After returning to Indiana,
she set up the Indiana University Gender Affirmation Surgery Programme in 2015.
The programme’s title is significant. She explained: “In
the US we use two terms —
gender confirmation or gender
affirmation. I think it’s the
most respectful thing. It was
originally
sex
change
or
gender reassignment, but a
patient’s identity is the most
important thing.
“In the past, it was believed
these people were psychiatrically unwell and needed treatment to be convinced of their
gender. But now we understand we change the body to
fit the patient.
“The biological sex and all
of that is none of your busi-

ness, it’s how the patient identifies that’s important and
we’re aligning the outside to
what’s on the inside.”
While Dr Gallagher’s practice offers general plastic surgery, the vast majority of their
patients are seeking gender
affirmation procedures.
It’s one of the few programmes in the mid-west to
offer genital surgery for transgender men and women, and
its reputation is growing, with
up to 90 referrals a month.
The
most
commonly
requested treatment is masculoplasty — removing breasts in
female to male patients and
creating a chest.
This area is particularly
exciting as Dr Gallagher has
developed a new and efficient
technique which reduces discomfort for patients.
And she’ll shortly be publicising this element of her
work in a medical journal.
She said: “With masculoplasty, you take off the breasts

LIFE CHANGE . . . Dr Gallagher
with her patients Laura, above,
and Thomas, far right, and an
example of masculoplasty, middle

‘It’s such bravery
to come out, we
change the body
to fit the patient’
and traditionally there’s a
space left behind so you put
in plastic tubes called drains.
“But they are uncomfortable for
patients,
develbl
f
ti t so we d
l
oped a way of doing it
without drains. We’ve done
over 300 of them, and there
are fewer complications.”
Breast construction in male
to female patients is also a
popular procedure, as well as
male to female genital surgery. But not all procedures
are straightforward.
She revealed: “We don’t do
much female to male genital
surgery as it’s much more
complicated. The plumbing is
really
difficult,
trying
to
lengthen where you pee and
for getting an erection.
“The
techniques
are
improving and there are places doing it, but I would say
that not many of our guys
sign up for it.
“I’m
very
frank
with
patients, and by the time I
tell them the possible com-

plications, a lot decide not to
do it. They’ll have their
breasts removed, and have a
hysterectomy, but they might
that.”
lleave it att th
t”
Surgery
for
transgender
patients is still a small area,
but
as
knowledge
and
expertise increases, it’s gradually becoming more popular.
It’s not currently available
in Ireland, although the HSE
has funded the cost of operations abroad for 60 patients
since 2012.
In addition, 40 Irish teenagers who have questioned
their gender identity are
undergoing treatment in the
UK. In the US, the nearest
equivalent to the HSE —
Medicaid — covers transgender
procedures
in
some
states, but not in Indiana.
This meant when it came
to setting up her practice,
insurance was the trickiest
issue for Dr Gallagher.
Encouragingly, while Indiana certainly isn’t regarded

as the most liberal of American states, the gender affirmation programme has been
widely accepted.
She explained:
“Maybe
I’m
Sh
l i d “M
b I’
naive but I’ve never had
any direct opposition to
my work here.
“I
tread
carefully
when
I’m
talking
about my job because
you don’t want to
alienate people. I just
say I’m a plastic surgeon and if they want
to hear more I’ll
tell them.”
With
the
opportunity to
make such a
difference to
the lives of
her patients,
she
recognises
her
work is a
privilege,
saying:
“It
felt
very
right
from

the beginning. When I was
getting into the field, I didn’t
know
anybody
personally
who was transgender.
“People’s
really
“P
l ’ stories
t i
ll resonated with me. I think
it’s such bravery to
come out. I can’t
imagine, if you’re
born
and
raised
somewhere
like
rural Indiana, what
it’s like when you
have to come out to

Getting the
plumbing
right can
be difficult

yourself and family and community.
y It’s very scary to have
y.
to say this is who I am and
that’s a characteristic I see in
my patients
ti t I really
ll admire.
d i
“When you have this diagnosis of gender dysphoria,
the suicide attempt rate in
people who aren’t treated can
be up to 46 per cent.
“Our patients are so grateful for their surgery and I’ve
a great bond with them. In a
way I hate to see them go.
“This time of year is lovely,
you have men who are going
out sunbathing, and for the
first time they’re able to take
their tops off, and they tag
me on Instagram. After a
long day on the programme
when you get home and
you’re exhausted, it’s just
lovely to see.”
Understandably, her unique
area of work attracts plenty
of questions, but she has
been very heartened by the
positive response from family
and friends back home. She

said: “I was home to Louth
in February and my parents
had a party so they invited
neighbours and relatives.
how
“I was amazed
d att h
much people knew about the
subject. They were very well
informed
and
using
the
right terminology.”
Dr Gallagher makes a keen
effort to help improve public
awareness of gender affirmation surgery, regularly posting photographs and videos
on social media and on her
own YouTube channel.
And while Indiana is home
for the foreseeable future,
she’s also keen to help
improve education in Ireland.
She said: “I’ve always had
it in the back of my head.
I’ve been very well educated
in Ireland and I left really
early, and I feel I should give
something back.”
TO find out more about Dr
Gallagher’s work visit the website
universitygenderaffirmationsurgery.com
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FOUR YOUNG PEOPLE OPEN UP ABOUT LIVING WITH CONDITION
Venetia Qu’Sick
Q102 HOST
QUICKFIRE COLUMN

A LOT has been written
about consent over the
past few weeks in the
wake of the Belfast
rugby rape trial.
We have read articles
and heard interviews
about what consent
means and how we can
teach our kids to understand that meaning.
Not before time, Education Minister Richard
Bruton announced that
schools would soon
teach kids the meaning
of consent as part of a
Government review of
sex education.
While this is a very
welcome and much
needed progression, do
we as adults not need to
understand the meaning of consent when it
comes to our kids?
How often when you
were a child were you
told to go and give great
aunty so-and-so, or
uncle whoever a big hug
or even a kiss?
How often have you
perhaps asked your
kids to do it yourself?
According to counsellor Owen Connolly,
children feel they have
no choice when they’re
asked by a parent to hug
or kiss another adult.
He says: “They are at
a place in their develop-

ment, that they must do
what they are told.
“So when you are
teaching a child about
consent they need to be
given a choice. Instead
of ‘give your aunt...’, it
should be ‘would you
like to give...’
Owen also explains
that no child should let
their intimate space be
accessed without their
say so.
He said: “That means
hugging, kissing or
touching if you want
them to learn about
consent.”
While what Owen says
makes perfect sense, I
believe consent starts
right from when the
child is in the womb.
During all three of my
pregnancies, people,
some of whom I barely
knew, would feel they
had every right to come
up and touch my bump.
Something I found
incredibly invasive.
Consent is also
taught through how kids
play and learn to share
their toys. Mum-of-five
Elaine Adams tells me:
“If one of the kids takes
another’s toy to play
with, I will always ask if
they got permission
from the other to play
with that particular toy.
“It’s all about modifying it to a child’s world.”

Drive at 5

With Scott Williams
& Venetia Quick
Weekdays from 5pm

IT affects up to one in 65 people in
Ireland and yet many are still painfully
clueless about autism.
Owing to characters such as Dustin
Hoffman’s Rainman and The Big Bang
Theory’s Sheldon Cooper, some have a
very skewed perception of this common neuro-developmental disability.
The
spectrum
disorder,
which
includes Asperger’s, affects everyone
differently, but is usually characterised
by difficulty with social interaction and
communication.
Many people have difficulty with sensory processing so everyday sounds
LIVING with the “invisible disability”
autism is a lonely experience for this
22-year-old Tipperary girl.
Yet the plucky young woman is meeting the challenge head-on by introducing an autism-friendly initiative in her
home village.
Ailis, from Ballina/Killaloe, has always
found friendships “difficult”.
She said: “This I know is partly due
to the fact that I am really uncomfortable initiating contact with people. In
fact I find it impossible to do.”
It’s a difficult situation which she
feels is complicated by the common
misconception that people with autism
don’t like being in contact with others.
On the contrary, Ailis enjoys company but interactions are only successful if people understand her sensory
difficulties.
She said: “If someone makes the
effort to draw me into contact and
conversation I am very happy.
“I know that my thinking is different,
quirky and very black and white.
“Also, when I’m anxious I’m told that
my tone of voice can be hard and
harsh, I don’t mean it to be but my
anxiety has taken over.
“In reality I just want to be accepted
and included for who I am, as I am.”
Ailis attended a mainstream primary
school with the help of a full-time Special Needs Assistant.
However, secondary school proved
more of a challenge as she struggled
to cope with the noise levels, so she
moved to a special school in Limerick.
Ailis is now studying a Programme in
Contemporary Living in Mary Immaculate College. While she would love to
work, she feels her autism, anxiety and
learning difficulties make this a difficult
goal to achieve.
She has looked into some options
with a supported employment agency,
but said: “I feel they don’t understand
those of us with autism or those with
intellectual disabilities.
“With my anxiety and my difficulties
around change, I could not always
work the 21 hours they say I have to
be able to do to come under their
scheme. I would like there to be an
adaptable supported employment organisation to put a programme together
that is based around what the individual can cope with.
“Every person with autism is different
and while we find it difficult to be flexible, what we need is flexibility around
us to help us reach our goals.” Every-

“I AM an autistic teenager in a long-term
romantic relationship.
“But you would swear by people’s
reactions sometimes that that makes me
a unicorn.”
Kevin, an 18-year-old who is originally
from Dublin is well used to the lack
of understanding surrounding autism —
but that doesn’t make it any less
frustrating.
Now living in Co Clare, he feels that
while awareness of the condition has increased
somewhat in recent
years, most people
still don’t know how
to interact with him
on
a
day-to-day
basis.
As a result of
these
misunderstandings, they will
often slow down
their speech or overexplain things to him
in a way he often finds
extremely “patronising”
and painful.
Even when
he meets
people
who
AWARENESS

. . . Kevin

and situations can quickly become an
overwhelming nightmare. Busy streets,
crowded supermarkets, and noisy
rooms can all prove hugely distressing.
Unfortunately, the general lack of
awareness means many services and
public amenities are hopelessly illequipped to offer an autism-friendly
experience.
Despite the fact many with the condition have above-average intelligence,
the lack of supports can cause them to
struggle in education, miss out on
employment and to feel isolated in
social situations. However, small

changes can make a huge difference
so organisations like AsIAm are leading the push for increased awareness
and improved facilities.
Already, supermarkets are doing
their bit by hosting quiet shopping
evenings, while cinema chains like
Odeon run autism-friendly cinema
screenings with lower sound levels.
In addition, DCU recently became
the world’s first autism-friendly university. Here, AOIFE FINNERAN talks to four
young people with the condition who
explain how it impacts on them, and
how we can all help make life easier.
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SCHEME . . . Ailis launched
a local autism initiative

AILIS CONACUR
Tipperary

day situations can make her uncomfortable, such as sitting beside a stranger
in a waiting room or on a train.
And while she finds it hard to walk
around her home village alone, she’s
working hard to overcome this by
doing short daily walks.
However, there are hurdles even in
unexpected places.
She explained: “I recently joined our
local history society and had to run
out of the first lecture I went to as a
laser pointer light was being used.
“I don’t know why but laser pointer
lights make me light-headed and I have
to get out.
“They have now made sure all lecturers in future will be asked not to use
them so I can attend.
“It is small things like this that make
a big difference.”
Despite the daily challenges, Ailis
finds people are very supportive once
they are aware of her condition.
That’s partly thanks to the Smile &
Bridge the Gap initiative which she
launched in Ballina/Killaloe, inviting people to “smile and say hello”.
She said: “I will now go into the
shops and cafes in the village on my
own, where the Smile & Bridge the
Gap’s sticker is on the window.
“I know that they know about me
and will help me out if I get into difficulty. This has helped me enormously.
“I was very proud when a parent of
a six-year-old boy with autism thanked
me for my campaign.
“She said that what I was doing was
really going to make help things easier
for her son.”
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have a certain level of experience
of autism within their own family or
friends, he can, on some occasions, have to stop himself from
screaming.
Kevin explained: “It can vary from
person to person.
“I don’t need all the same help as
that one friend or sibling or cousin
you know who has it.”
The real problem, he feels, is
that the idea of autism is
more often than not stereotyped. And “few

people understand that autism is an
individual disability — everyone who
has it experiences it in similar but
unique ways”.
Originally, Kevin was diagnosed with
autism when he was eight-years-old.
Growing up without any inherent
social skills, he couldn’t always
read social cues or emotions, and so
found it impossible to make friends as a
youngster.
Despite this, Kevin is an intelligent
and capable guy, so spent time learning
about emotions and expressions in
order to fit in.
However, the impact of his condition
became particularly noticeable in secondary school as his difficulties caused
him to fall behind.
He said: “I have needed extra organisational help the whole way through
secondary school.
“This has included a Special Needs
Assistant and a locker separate from the
rest of my year.”
Issues like forgetting his books and
homework caused him to get several
detentions, which naturally further
fuelled his anxiety.
Over the years, he has suffered a
number of panic attacks with one episode so severe that it caused him to

pass out. Kevin also has sensory
issues, so the ordinary everyday noises
of the classroom can sometimes sound
like “a deafening hum”.
He now has friends but he says it
“took a lot of work” developing and
maintaining relationships.
Kevin added: “Those are all hard
things for teenagers but for me it took
something like ten times the effort to
make it happen.”
While he enjoys socialising, parties,
bright lights and music can often be
problematic.
Dealing with several conversations at
once is also an issue.
And he finds he panics if presented
with a lot of information such as a
detailed list of instructions.
He would particularly love to see
autism interaction training for the
nation’s civil servants.
This development he feels is crucial
given that one in 65 people in Ireland
has autism.
And he is also keen for people to be
more proactive in their approach to people with autism.
He explained: “If you’re not sure about
something, it really is as simple as asking us or someone who knows, you’re
only at risk of learning.”

Autism is
an invisible
disability, I
just want to
be accepted
& included
for who I am
STUDYING for a science degree
in Trinity College Dublin, Laura
should be looking forward to a
very promising future.
But the teenager from Mayo
admits she’s “concerned” having
autism will affect her career
prospects because “job interviews
tend to rely heavily on social
skills, even when that isn’t particularly relevant to the work you’ll be
doing”. Laura finds it hard to
relate to people and often feels
anxious in social situations.
In fact, she says “being autistic
means I think and view the world
in a different way to most people,
so there isn’t any part of my life
that isn’t affected”.
The 19-year-old tends not to tell
people she’s autistic, as they’re
either uninformed about the condition or have already formed a
negative perception.
She feels while most people
don’t think they need to know
about the condition, they’re probably encountering it every day.
She said: “People don’t realise
their friend, neighbour, co-worker
or family member may be autistic
— the general public have a fixed
idea of who can and can’t be
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autistic. It occurs to a lot of people the child having a meltdown
in the supermarket might be
autistic, but not the teenager
wearing headphones on public
transport, or the person they work
with who prefers to communicate
via email instead of by phone.”
The reality is, she says, autism
is not something you “grow out
of”, and people living with it are
often unable to get the supports
they need.
Laura feels change is needed
for everyone. She explained: “The
need for inclusion and understanding doesn’t stop when you
reach adulthood.”

STUDENT Caitriona wants to
become a science teacher so she
can help students who struggled
in school like she did.
Growing up, the 21-year-old recognised autism as her younger
brother had a form of the condition. But she “never truly understood what it meant” until she
herself was diagnosed aged 11.
She now finds her experience
has been a help with her chosen
career, as she has huge patience
and determination and learned to
understand various behaviours.
As a child, Caitriona developed
social skills by observing and
mimicking
others,
as
she
explained: “If I went to the cinema
and my friends cry, I might not
understand why. While I may be
thinking it’s not real, my friends
explain that the movie is sad.
“The next time I attempt to act
the same but over-do it, eventually
I get it right.” The fact this is
learned behaviour doesn’t mean
she’s “emotionless”, “it just means
I am not sure what the feeling is”.
Now a student of science education at UL, Caitriona uses a dictaphone in lectures. It’s a key aid as
she often finds it takes time to
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process what she hears. Everyday
activities like walking on a busy
street can be difficult. Some days
she struggles with a heightened
sense of hearing, sight or smell
which causes migraine.
She describes it as being “a bit
like going outside in the sun after
being locked in a dark room”.
Caitriona is also concerned
about attitudes towards autism.
She said: “I’ve heard people discussing autism, rather than thinking about how to help the person,
they’re more concerned about their
own safety. This concerns me as
people should be open-minded and
never judge a book by its cover.”

Tips to make
the world a
better place
for those with
the disorder
GOING FOR DINNER
1) Provide quiet seating areas.
2) Help a person understand what they
are ordering by providing images of the
different dishes.
3) Be willing to meet specific dietary or
sensory needs the person may have in
how their food is prepared or served.
GOING SHOPPING
1) Enable a person to prepare for their
visit through visuals of the store and
recordings of the sensory environment.
2) Provide quiet hours for customers to
visit with the music and lights turned
down or off and any non-essential
equipment powered off.
3) Don’t stare or pass comments. Shopping experiences can be stressful for
everyone but especially autistic people.
4) If a person becomes upset or overwhelmed don’t stare or presume the person is having a ‘tantrum’.
GOING TO HOSPITAL
1) Allow the person to see a demonstration of the procedure before they experience it.
2) Ensure all staff are aware of the
patient’s sensory and communication
needs.
3) Less is more – don’t crowd the person, conduct non-essential treatments or
invade the person’s space.
4) Listen to the requests of the autistic
patient or family members/supporters.
GOING TO SCHOOL
1) Ensure an autistic person can access
sensory breaks as sitting in noisy classrooms can be exhausting and stressful.
2) Provide quiet spaces for autistic people to access during busy parts of the
day such as break time.
3) Teach peers to understand autism —
if we don’t do this bullying is inevitable.
PLAYING SPORT
1) Providing clear boundaries to a playing field can make concentration and
participation easier. Playing on astro turf
may be easier than on an open field.
2) Encourage — sport and physical
activity is so important. For autistic people it can be harder but we need to
encourage people with an interest, even
if they may not always be the top goal
scorer of the local club.
3) Be clear in instructions — jargon and
side-line instructions may be confusing
for autistic sportspeople.
GOING TO A CONCERT
1) Provide earplugs and access to less
crowded areas of the stadium or concert
hall for those who may love to go but
things may get too intense for at times.
2) Develop a visual guide for the event
so concert goers know what the environment will look like and what the ticket
inspection process will be like before
they go.
3) Ensure security staff have received
autism training.
MAKING FRIENDS
1) Don’t force a person to socialise but
always acknowledge the person and
invite them to participate.
2) Find out what the person is interested
in and strike up a conversation on that
topic or invite them to do something
around their interest. Then the person is
at ease in the situation and it is easier
to get to know people.
3) Be clear in your invitations and provide as much information about what to
expect as possible.
GETTING A JOB
1) Interviews are usually about body language, eye contact and answering
abstract questions — this process is not
inclusive for autistic people. Develop an
interview culture which accepts different
communication styles.
2) Be clear on your application that
you include autistic employees and that
disclosure will mean support, not discrimination.
3) Give the person an opportunity to
demonstrate their suitability for the job
rather than just explain it.
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