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What’s On 
AsIAm.ie is holding their National 

Autism Conference entitled  
“Empowering Potential” 

on Saturday, 16 April 2016  
from 08:30 to 17:30  in the Dublin 

Castle Conference Centre.  
The conference explores 

“Empowering Potential” in 3 key 
areas – education, employment 
and independent living and also 
provides self-advocate, parental 

and professional viewpoints.  
Further info on AsIAm.ie  

The author of our parent piece  
“Our Journey to Diagnosis”, 
Karen Smith, runs a Facebook 

group for parents and guardians of 
children with ADHD or ASD. The 
group provides invaluable support 
for parents, offers tips and advice 
and meets for coffee on a regular 

basis. You can find them at  
www.facebook.com/groups/

1458314304468965/ 
 or search for  

North County Dublin  
ADHD/ASD Support Group  

Dyslexia Ireland are holding their 
Mary McKenna Golf Classic  

in Donabate Golf Club  
on Friday June 3rd.  

All funds raised will support  
DAI’s services for children and 
adults affected by dyslexia.  

You can book your tee time now at  
www.eventbrite.ie/e/mary-
mckenna-golf-classic-2016

Spring Into Action!  
Welcome to the 5th 
edition of ilíocht. 
This edition will revolve around the area of diagnosis.  
Our parents piece this edition was kindly written by a friend 
and fellow special needs Mum, Karen Smith. Although 
Karen’s son is not a pupil of our school, her poignant 
account of their journey to diagnosis will strike a chord  
with any parent. In particular, her thoughts around the grieving 
process really struck home with me – “My son was and still is 
perfect. I am grieving for the struggles he faces every day  
and will in the future”. I’d like to extend our heartfelt thanks  
to Karen for giving us an insight into what has to be one of the 
most difficult periods a parent has to face.  

Although the various routes to assessment were dealt with in 
detail in Issue Two, as this edition is covering issues relating to 
diagnosis, we thought it fitting to revisit the more common route. 
We also talk about the Teachers role in this difficult process. 

We would like to thank everyone who helped with this edition.  
If you would like to submit a parent piece, an article of interest  
or get involved in ilíocht in any way please email, 

celinecronan@gmail.com 

As always, if there is any other topic you would like us to cover 
please do let us know.
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If you have a disability in Ireland, choice seems to be a 
luxury that no Government to date could afford. And 
judging by the lack of discussion around disability 
services in the debates to date, it’s not likely to change 
anytime soon. It means that unless you have the money 
to pay for private assessments, your child has no choice 
but to join the lengthy queues waiting for assessment. 

When the assessment concludes that your child needs 
intensive therapies it means that unless you have the 
money to pay privately for speech therapy, 
occupational therapy, psychology 
etc. your child has no choice but 
to join the lengthy waiting lists. 
While you are waiting and you 
are trying to get your head 
around this new diagnosis, you 
are reading the recommended 
literature which explains that 
young children who receive the 
recommended early intervention 
have a much greater chance, 
l a t e r i n l i f e , o f l i v i n g 
i n d e p e n d e n t l y, s e c u r i n g 
employment and developing 
m e a n i n g f u l a n d l a s t i n g 
friendships (Howlin, 1997). But 
you have no choice but to wait. If 
the child is lucky enough to 
receive any form of therapy from 
an early intervention team, (if 
indeed there is a team in your 
area – it varies from county to county and it’s not a 
given) when the child turns 6 they are transferred to the 
HSE 6-18 team and waiting lists of up to 3 years in 
some areas.  

Parents have no choice but to watch as their child 
regresses while they wait. They might make the top of 

the list, start therapy, their therapist goes on maternity 
leave and her post can’t be filled so they wait for 
another year.  Some children receive almost no therapy 
at all; instead they queue for a service provider who 
then tells them their child doesn’t meet the criteria and 
refers them to another waiting list, and so on. And this 
is just around the area of services. This is before we get 
to the issue of trying to secure a place in a suitable 
school. Before we talk about trying to secure an SNA 
for your child. Sometimes it feels like one fight after 
another. 

It makes for grim reading I 
know, and it goes a little 
against the ethos of ilíocht as 
I’ve always endeavoured to 
keep it upbeat and positive. But 
I’ve allowed myself this one 
article for one reason only. 
When I was first catapulted into 
the world of special needs and 
l i s tened to some o f the 
exper iences o f parents I 
encountered, I could not 
understand how there wasn’t a 
huge public outcry at what was 
happening to our children.  

I think the reason for that is, 
unless you are directly affected 
by the severe lack of services 
then you really don’t know how 

bad things are. Before Fionn’s diagnosis, I always 
assumed if a child showed signs of a disability like 
Autism that a chain of events begins, like a well-oiled 
machine. But the reality is completely different and I 
think it’s very important that people know this. The 
“chain” is at best broken, and in some areas doesn’t 
exist at all. 

Choices 
By Celine Ronan, ilíocht Editor
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As I write it’s the final week of the election campaign. I’ve tried to educate myself on what the different 
parties/candidates are standing for. I’ve watched pretty much all of the debates. Everything from 
housing to crime, tax to the A+E crisis, has been discussed over and over again. And all it does is make 
me fear for my childs future. I say “child” even though I have three children. The reason being, I know 
that no matter what party eventually goes into Government, in this and future elections, two of my 
children will undoubtable be okay. Hopefully all the right decisions will be made and they’ll have access 
to college, successful careers in whatever catches their fancy and the opportunity to own their own home 
(very close to Mammy :) ). But I know that even in the worst case scenario they will still have choices, 
even if that choice is to emigrate.  

It’s not so simple for my other child, and children like him. 

“I always assumed  
if a child showed 
signs of a disability 
like Autism that  
a chain of events 
begins, like a well-
oiled machine…”



My son was always a very active 
and impulsive child from such an 
early age. So much so that we to 
make internal changes to our 
house to make it more secure, and 
small locks fitted to all doors so 
they could be locked from the 
outside. His brain never shut off, 
he was our dare devil, our fearless 
one, the one to give me grey hairs!   

He was 1 and a half when he broke 
his foot, he walked around on this 
foot for 2 days, although we had 
noticed he was limping a bit it 
never bothered him in the slightest 
with what he was doing. We took 
him to VHI to get checked out and 
it was fractured. In the space of 6 
weeks we had 7 casts put on.  
They got wet, they broke, they 
cracked, he managed to actually 
remove 2 of them. He still walked 
on it, jumped on it, nothing 
stopped him. At two years of age  
I used to jokingly say “that child 
has ADHD”. 

While I noticed his behaviour and 
energy level was different to that 
of his three older brothers,  
it became the norm for us. It was 
“just Toby”. We learnt our own 
way of handling things and were 
resigned to the fact he was just a 
busy kid. He started play school 
and it was quiet evident from early 
on he was dyslexic. There is a 
strong family history on my 
husband’s side; my husband and 
son are dyslexic, so we were very  
conscious of the signs.  

He started primary school and he 
struggled from the start. His lack 
of attention/concentration and his 
high impulsivity became issues.  

At the end of senior infants his 
main learning support teacher 
asked for a meeting. I thought I 
knew what was coming…  we think 
Toby might be dyslexic.  

At this point I had three previous 
children in the school and knew 
this teacher very well, and while 
she couldn’t tell me her personal 
thoughts, she handed me an 
Assessment of Need Form  
(AON) and recommended this  
was best course of action for Toby.  

Having been through the NEPS 
procedure before I knew she was 
trying to tell me that there was 
something else they were worried 
about. And in my heart of hearts  
I knew my son has ADHD.  

And so began the long process of 
the AON. We had medical officer 
interviews, speech and language 
assessments, occupational therapy 
assessments, physio assessments 
and a psychological assessment. 

This all took place over 17months 
and a further 4 months for a final 
report to be made. He was 
diagnosed with Sensory 
Processing Disorder (SPD), 
Auditory Processing Disorder 
(APD), Low Working Memory 
(LWM) and Emotional and 
Behavioural Difficulties (EBD).  
He was referred to the Child and 
Adult Mental Health Service 
(CAMHS) for further psychological 
assessment and NEPS for an 
educational assessment. 

Our Journey To Diagnosis 
By Karen Smith
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The day my son climbed the stairs perfectly at 9 months old,  
we knew we were in trouble!! 

“ He will have struggles,  
he will have battles, he will fail, 
and he will succeed…”
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He was referred to the Child and 
Adult Mental Health Service (CAMHS) 
for further psychological assessment 
and NEPS for an educational 
assessment. We were not happy with 
the psychological assessment; she 
met him for an hour and felt she 
didn’t get to see the proper Toby and 
missed out on a lot of things. The 
evening I met the psychologist she 
went through the report, I didn’t 
really take in any off it.  
 
I do remember coming out of that 
meeting, sitting in the car it was dark 
and raining. I started laughing, and 
then crying. As much as I didn’t 
understand the report, the laughing 
was a sense of relief and that we were 
not imagining things. And crying 
because my perfect child had a little 
crack in him. All of these diagnoses 
meant nothing to me - I didn’t 
understand them and hadn’t even 
heard of some. After a lot of research, 
books, and face-book groups we 
started to get our heads around it  
all and his behaviour was finally 
making sense.  
  
As the waiting lists for CAMHS was  
2 years, we decided to get him 
assessed privately. Instead of a 
rushed one hour assessment, the 
psychologist spent the day with him 
in school, spoke to us, and several 
hour long follow up phone calls. Her 
report was twice as long as the AON 
one and gave us a definitive answer, 
he has ADHD.    

While we always knew this was the 
case, to see it in black and white was 
heartbreaking. We were so angry; at 
this point we were two years from 
first submitting the AON forms. We 
were let down by the HSE. Two years 
my son could have had critical 
interventions he needed but lost out 
on. My husband was the strong one,  
I cried for about a week. That tiny 
crack had become a chip in my 
perfect son. I was devastated, for us, 
for him, and for the struggle he 
would face for the rest of his life.  
He was already asking “why am I 
different?” We then had to chase up 
all the recommendations as the HSE 
medical officer had left her post and 
his file sat on a desk for months and 
months. No one told us we had to 

make the referral to CAMHS 
ourselves so yet again he had been 
left waiting longer then he should 
have been. Our anger at the HSE just 
grew and grew.   

I blamed myself. I had had a difficult 
pregnancy. I had a general 
anaesthetic and several deep 
sedations and due to the 
complicated medical issues I had 
been on a lot pain relief. At one 
stage I was on four hourly injections 
of pedethine for a week. I still blame 
myself but without these medical 
interventions I would have died.  
It’s hard to balance the guilt.   

The HSE waiting lists are so long,  
we are still waiting on Occupation 
Therapy, Speech & Language 
Therapy, CAMHS, and an educational 
assessment. I done a lot of research 
into therapies and strategies and 
implemented my own interventions 
that I thought would help him.  
During this time, gradual acceptance 
seeped in. My son has “Alphabets”. 
That’s what I called them. And 
explained to him he has super 
powers. And I have to do anything 
and everything I can to help him.  

I am his warrior; I am fighting for him, 
for us and a better quality of life for 
him, a better future. At this point I 
can stand back and see that I was 
grieving. The instant I found out I was 
pregnant I dreamt of this perfect 
future for him, he would be perfect, 
life would be perfect. All would be 
perfect. My son was and still is 
perfect. I am grieving for the 
struggles he faces every day and will 
in the future. Grieving for his 
happiness, his confidence and self-
esteem. He struggles with his 
confidence around his educational 
difficulties; he knows that he is 
different to his peers and recognises 
the differences, and although we 
have explained it all to him he just 
can’t get his head around it. He 
struggles socially and it breaks my 
heart when he asks why he doesn’t 
get asked on playdates. Grieving for 
the fights and struggles he will face 
as he gets older. He is such happy 
kid, so funny, and has amazing 
empathy towards others. He is in his 
own way so clever and great with his 

hands. His SPD comes in very handy 
with his rugby as he is so very strong 
for his age.   

We are blessed with an amazing 
supportive school; they have fought 
just as hard as I have for him. Even 
before he had all his assessments 
they had interventions in place for 
him. They recognised his needs and 
were doing all they could do to help 
him and us. Since his diagnoses they 
have fine tuned his resources, sensory 
and social needs, his educational 
needs. The day I went to meet his 
resource teacher regarding his 
educational plan for the year, we 
both had our lists. Number one on 
mine and his teachers was his self-
esteem and confidence. The fact they 
recognised that, before anything and 
above all else, his own well being was 
of the upmost importance, I cried.  
We recently had problems with NEPS 
regarding his educational assessment 
and the Principal fought and fought 
for him. He now has a place in a 
reading unit as he is severely 
dyslexic, which he will start in 
September. The school have given 
him access/input from an OT for  
a few months as his sensory needs 
are very evident. He has a team 
supporting and fighting for him  
every day.   

We are very lucky. I am still angry  
that children with special needs in 
this country are treated dreadfully. 
Parent’s have to fight often as far  
as the high court just to get help  
and access to equipment that their 
children desperately need to live any 
sort of quality of life. It was only 
through support groups that I 
realised that we are entitled to  
so much more but most likely won’t 
get anything as our government 
doesn’t think my child is worth it.  

My wish for him in the future is  
that he is happy in no matter what  
he does. He will have struggles,  
he will have battles, he will fail,  
and he will succeed. We still have  
a long way to go with the HSE and  
CAMHS. We will fight for him all  
the way. Above all else I want him  
to be happy. I love the person  
he is, as he is. He is my perfect  
baby bear!

Our Journey To Diagnosis, continued from page 3
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Let’s face it, our children spend almost as much “awake” time with their Múinteoir as they do with us, 
their Parents. If the lines of communication are good between school and home then it can often be  
a Teacher who flags the first signs of a disability. I imagine that making a parent aware of a problem  
of this type must be one of the most difficult parts of teaching, especially for Teachers who pride 
themselves on focussing on the positives in every child. And as a parent myself, I know how hard it  
is to hear it. However I can’t emphasise enough how important it is to receive this feedback, however 
difficult. If a problem does exist, then the earlier the child receives some form of intervention, the better 
chance he will have to reach his full potential. As a parent I’ve been very lucky in this regard – from 
Naíonra onwards, the lines of communication were very much open. It meant that we were aware of  
any problems, and equally important, of all progress our child was making. It meant that, by the time  
we actually received a formal diagnosis of Asperger Syndrome it really came as no surprise.  

If you feel your child is struggling in school, make an appointment so you have adequate time to discuss the 
problem. Try to bear in mind that lots of children will struggle at some point during their primary years, be it  
with fitting in socially, accepting behavioural boundaries in the classroom or with the curriculum itself. Sometimes 
simple strategies can be put into place to help, however in some cases additional help is required in the form  
of a detailed assessment.   

If you suspect your child has a disability then his/her needs can be assessed using 
the Assessment of Needs (AON) through the HSE. There is a lot of misinformation 
surrounding the AON in regards to age limits, with some people being told that 
their child must be under 5 to be eligible for the assessment. While it’s true that 
this assessment would commonly be conducted on children under 5 (usually as a 
result of a referral from a GP/Public Health Nurse over a concern about not 
reaching childhood milestones), it is certainly not limited to under 5s. There are 
many disabilities which are not as obvious in the early years and may have been 
missed by healthcare professionals. Often the needs of these children only 
become apparent when they enter the school system and the Assessment of 
Needs can be critical in the diagnosis of such cases. Under the 2005 Disability 
Act, any child born after June 1st 2002 is eligible to apply, regardless of their 

age at the time of application. You must apply through your local AON Officer – every local Health Office has one. 
You can find your local AON Officer at www.hse.ie/eng/services/list/4/disability/Disability_Assessment/
Assessment_Officers.html He/She will guide you through the application process and discuss with you which 
assessments your child needs (if any), in addition to arranging for these assessments to take place.  
            
The Assessment itself is a very comprehensive one. It can involve many different professionals from different areas, 
for example Occupational Therapists, Speech Therapists, Physiotherapists, and Psychologists depending on your 
child’s requirements. The assessment should be carried out regardless of the cost or availability of services that  
the child might need at the end of the assessment.

Routes to Diagnosis 
By Celine Ronan, ilíocht Editor

I can think of no scarier time for a parent than when they realise that their child  
is struggling. Whether it’s a case that they are experiencing behavioural problems 
or struggling with the school curriculum, often parents do not know where to turn. 
However, there are a number of options open to you, depending on the area  
of difficulty. Most of these options were covered in detail in Issue Two of ilíocht, 
but as today’s issue is around diagnosis we thought it appropriate to revisit. 
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Routes to Diagnosis, continued from page 5

The Assessment itself is a very comprehensive one. It can involve many different professionals from different areas, 
for example Occupational Therapists, Speech Therapists, Physiotherapists, and Psychologists depending on your 
child’s requirements. The assessment should be carried out regardless of the cost or availability of services that the 
child might need at the end of the assessment. 

According to the Disability Act, the Assessment must commence within 3 months of your completed application 
being received by the HSE. It should be completed within 3 months of its start date. In exceptional circumstances 
the assessment may take longer than 3 months but it must be completed without undue delay. In reality, delays  
are occurring and I would strongly advise parents to keep themselves informed and to query delays in writing.   

When the Assessment is complete you will receive information on the following:  

• Whether the child has a disability as defined by the Act. 

• If it’s determined that your child has a disability you will receive details on the nature and 
extent of the disability.  

• You will also receive a statement of the health and educational needs of your child, if any, 
and a statement of services considered appropriate to meet the child’s needs. It should be 
noted however, that there is no statutory requirement to provide services outlined in the 
AON Report.  

PRIVATE ASSESSMENTS  

Parents can also choose to have their child assessed privately. Early Intervention can have a huge impact on how  
a child with special needs progresses, and with long waiting lists for NEPs assessments or an immediate need for 
Special Needs Assistant support, more and more parents are choosing the private route for their child. In a time 
where “Early Intervention” is cited as being a key component to a child’s prognosis, going private allows therapy  
to begin as soon as the areas of need are identified, and at a time/place that suits you and your child.  

If you do decide to consult a private practitioner, I would strongly advise that you ensure that a diagnosis from  
the professional in question is recognised by the HSE. You can do this by contacting your local HSE office. If not,  
you may have serious problems accessing supports for your child, for example Special Needs Assistants, Resource 
Hours or therapies through the public system. 
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