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			Foreword


This is a very special book: as far as I know, it is the only autobiography written by someone with Developmental Language Disorder (DLD). There’s a good reason for that: DLD is a disability that affects explicitly the ability to communicate, whether by writing or speaking. So getting your thoughts down on paper is challenging if you have DLD: you have to cope with problems in finding the right words and expressing your thoughts in grammatical sentences, and as you struggle to get the ideas written down, your memory for what you want to say may evaporate.


I have studied DLD throughout a long research career, and I think I have some idea of what it must be like: I’ve sometimes explained it to people by asking them to imagine what it would be like if they had to live and work in a country where they had only a basic grasp of the language. You will often get a general idea of what people are saying, but it’s hard work, and sometimes you get unstuck because you try to make sense of something on the basis of picking out a few keywords. And when you have to express yourself, you know what you want to say but get frustrated at not being able to find the right words and put them in the correct order. But I can’t ever really understand what it is like to experience DLD, and this is why this book is so crucial in giving a first-hand account by a man who has lived his life with this condition.


One thing that came across from Damian’s account is that language problems don’t just affect the ability to function in the here and now; they also have an impact on the formation of long-term memories. Damian reports the contrast between himself and his wife in their ability to remember events from childhood. There is a whole branch of psychology concerned with autobiographical memory which has always interested me because there is some evidence that language is important for laying down long-term representations of events in memory. I’d always wondered if this might explain why most of us can’t remember events from very early in life. Damian’s account fits this view and suggests that if a child has DLD, then this may make their memories of childhood particularly fragile because they find it harder to verbalise their experiences.


Another strong theme that emerges from the book is Damian’s persistence and resilience in the face of repeated setbacks. If you have DLD, it affects so many aspects of life. Things that most of us may find pretty straightforward – reading, writing, socialising – can’t be taken for granted. I was at times reminded of the story of the spider that was observed by Robert the Bruce repeatedly attempting to swing from one beam to another and failing. It tried, and failed, and tried again, and failed again, over and over. But eventually, it got there, inspiring the Scottish King not to give up his battle against the English. Damian has shown that if you don’t give up, you can make a success of life, despite a disability like DLD. In a range of roles, he has found a niche where he can use his talents, most notably in helping others with similar problems. Having been effective as a Disabled Students’ Officer at University, he is now a Vice-President of Afasic, where he engages in public speaking to spread the word about DLD, which is still a relatively unknown condition.


DLD is very much a hidden disability. Recognition of DLD is growing, but it will be some time before there is public awareness that this is a lifelong condition, which affects many adults who just exist beneath the radar. I hope that Damian’s account of life with DLD will encourage others to make their voices heard, and lead to broader recognition and acceptance of the needs of adults with DLD, and the contribution they can make to society.


Dorothy Bishop, FRS, FMedSci, FBA

September 2019






			Preface


Afasic is a unique organisation and one I came to know and become CEO of via Elizabeth Browning. Elizabeth, who was Chair from 1973 to 1987, was the parent of a young adult with developmental language disorder (DLD). Afasic is unique in that it was started by a speech and language therapist, Margaret Greene, in 1967, but handed over as soon as possible to a parent to run as a parent-led organisation in the belief that parents should be given a significant role in representing and speaking up for their children. Afasic remains true to its roots today, in that it is still parent-led, whilst working closely with professionals.


As CEO from 1987 to 1999, I had responsibility for continuing to organise the activity weeks started by Elizabeth Browning as a respite for the parents and a challenge and confidence-builder for the children and young people. It was through visiting these weeks that I got to know a number of them, one of whom was Damian. He was but a youngster at the time, but the man was visible as he rose to the challenges presented with relish – abseiling, potholing, climbing and more. When we were looking for young adults to talk about their experiences growing up with DLD and to act as ambassadors for the organisation, he was a natural choice with his easy charm and cheeky sense of humour. He did us proud, and I know his mother was immensely proud of him too. I was fortunate to get to know her well during her time as Chair of Afasic.


She, like all those who have contact with children and young people with DLD, understood that Damian was like every other young person of his age – the same desires to socialise, participate and challenge himself but with a vulnerability and a misreading by many of his capabilities and intellectual level. If you cannot communicate well via the spoken word, you can be cut off cruelly from social interaction and so much of what the majority of us take for granted. It can be challenging to listen and work things out at the same time. At school, children who cannot follow long and complex instructions may be mislabelled as inattentive, naughty or stupid and the teacher may have moved on by the time a child has processed information and is ready to answer. Bullying is not uncommon, and particular difficulties may be faced when having to deal with legal or other official matters As Brian Patten, Liverpool poet, wrote for Afasic’s first International Symposium:


 


			I’m seven, and I’m dead bright But words give me a fright Words are bullies


Sneaky things. They lie.


Sometimes trying to understand them Makes me cry. Words  hurt. Words are all over the place They get shoved in my  face. I don’t know why, but Words make me cry.


Extract from ‘Words’ by Brian Patten – now renamed ‘Aphasia’


 


Damian was one of the lucky ones in that, as he described in his story, he went to a special school for those with language difficulties. But nonetheless, he has had to face many challenges and hardships, which he has done with fortitude and courage and in numerous ways, overcome.


And he has now provided us with, for the first time, a personal account of what it can be like growing up with DLD. Elizabeth Browning in 1972 wrote ‘I can’t see what you’re saying’ (now sadly out of print) about her experiences as a mother proving solace for other mothers in her position. Damian’s story helps us to understand the world from his perspective, to understand he is like the rest of us and to not jump to conclusions about why someone might have difficulty in understanding and responding to what they are saying.


For myself, I count it a privilege to have got to know and work with parents, children and young adults with DLD and wouldn’t have wanted to have missed it for the world.


Norma Corkish, BSc FRSA


September 2019
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			Introduction


I breathed my first breath, booted up the laptop and opened up Microsoft Word. What was I going to write? How am I going to write about it? This was going to be a book that would breathe life into my words. I was scared, but I recognised that it needed to be done.


I breathed again and started typing. It was going to be challenging and at some points, upsetting to me as I remembered my childhood. I keep typing, and after a long while, I finished the first page – the title of the book! In the thought of Col. Hans Landa from Inglorious Basterds:


 


			“Oooer…isn’t this exciting? I am writing my first book!”


I’m sorry, I should introduce myself as you may be wondering who I am — Hello, and welcome to my madcap of a life. My name is Damo, and I’m the author of this book. I have written this autobiography to spread awareness of my disability, DLD, and to show you how I have coped with the disability. I hope to show you the sadness of the disability, as well as the good through my writings. I also have brought some interesting topics to this book. In Chapter 1: What is DLD, I decided to include lots of psychology papers to talk about what Developmental Language Disorder (DLD) is, and I want to explain why I use the word ‘Dysphasia’ in some areas and DLD in other areas, it happens to be the most significant part of the book.


“Why have I decided to write this?” you may well be asking. Well, over the years, I have felt that my disability hasn’t quite got the publicity that it deserves. Yes, there has been research into it, but not enough. I also think that this is my view of the disability and how it affects me. So, I would like to show you the world through my eyes, not you read it from a professional who knows about the disability but doesn’t know how it affects the world around the person who has the disability.


Like with everyone, I have been knocked down, but as Thomas J Watson, the CEO of International Business Machines (IBM), once said:

			“If you stand up and be counted, from time to time, you may get yourself knocked down. But remember this: A man flattened by an opponent can get up again. A man flattened by conformity stays down for good.”


That’s what I have done. I got back up and soldiered on through life, ever moulding myself to be what I am today.


I am always thankful for the opportunities that I have got in life, and the biggest reward that I received was to be a Vice-President of a national charity that is called Afasic. This Charity supports children, young adults and their families with Developmental Language Disorder (DLD) or as I call it, dysphasia. It is a small charity with a huge heart, as it works hard to spread awareness, as well as helping all the members who have DLD. I have been working for them for 26 years, doing talks and attending events, and am continuing to spread awareness by writing this book, my website and other media sources. I will talk more about Afasic later in the autobiography.


I had met some beautiful people throughout my life who had become my friends, such as when I went to University in Derby. I am very honoured that I have gained the friends, and couldn’t do without them as they have helped me through the later part of my life and helped me see that this disability is a part of me, but doesn’t define who I am. It hasn’t been easy, but I have finally got to a place in life where I am happy. Lots of remembering what I was like and adapting to change myself for the better. I must always remember this though – ‘Friends come, friends go, but only the true friends stay’, which is a quote from me in the early noughties. I wouldn’t say no to having the quote linked to me, like the famous quotes of Winston Churchill, Julius Caesar or Shakespeare.


Away from all of this, I do enjoy my learning and socialising. I hope that I can show you this within the confines of this book. I have built a website from scratch using HTML5, CSS3, JavaScript, and Bootstrap. I’ve used tutorial videos as well as books and online books to get it where it is now. I will continue to build on it as time goes on and make it even better. I am also wanting to continue to learn to make myself better in other areas of I.T., such as building my computer, which is very fast and powerful. In other areas of my life, I’d like to see myself build on my life in general, like for example, learning new things such as languages (computer), British Sign Language. So, without further ado, as Dylan Thomas puts it in his play ‘Under the Milkwood’1 and read so wonderfully by Richard Burton for the BBC: ‘To begin at the beginning’. I should start right there – the beginning in this swashbuckling tale of my life…no, I’m just joking…not swashbuckling but ‘Don’t try this at home’ kind of tale…







Chapter 1


A CRY IN THE NIGHT


The development of the language is part of the development of the personality, for words are the natural means of expressing thoughts and establishing understanding between people


—Maria Montessori

 


Winter 1974. Somewhere in a town in the United Kingdom.


It’s a cold, dark night. The wind is whistling all-around a house, and its cold icy breath stops any animal or insect to coming out and playing under the silvery light of the cold moon. Look there, and something is moving. Two silhouettes that the moon cannot even light up, scurrying along a small path, hunched over with steam appearing every minute along to a waiting car. An American voice says, ‘The hospital please, and fast’. The car groans to life and the tires spins into actions against the snow trodden road, and it trundles off into the night, complaining. The streetlights are the only thing that is seeing in that dark, miserable cold night as the moon has gone away to somewhere warmer.


The streets are clear, and the car races past streetlights that turn into orange snakes that look at the little car and decide to race it. The man looks at the woman and says ‘Please remember to do what the midwife told us, breath. One, two, three, one, two, thre-…’ the woman shouts ‘YOU’RE NOT HELPING!’. The man gives the order to move faster, and the car starts to beat the race between itself and the orange snakes.


Finally, the car arrives at the hospital and it screeches to a halt after it drifted into parking space as if it was trying out for a stunt in a Hollywood blockbuster. The two people get out, and the woman is greeted by the nurses and taken off into the hospital. The man scurries worriedly into the hospital following his wife and the party of anxious nurses.


“You stay here, Sir.” ordered the nurses “but I am the hus-…” replied the man and the door shuts in his face “…band” he finishes off to the big grey cold door who looks at him coldly.


The hallway that the man paces in is a cold and uninviting hallway with grey walls and poorly taken photographs from the yesteryear hung with sadness as if they had seen all that passed them. It smells of bleach and stale blood. It is dimly lit, and the man notices that one of the lights is winking at him. He gives it a tap, but it just buzzes at him and then continues to wink at him. This is the only light that is working. Down the walls, there is water stains and old dusty cobwebs that entwine with each other. He listens out for every sound and watching everyone who scurried in and out of the room, like mice hunting out cheese with the words “Not yet”. A little spider scampers across the wall. The man looks at her. “Bet you’re never this worried when you have your babies,” he says. The spider looks at him, and then continues on her journey as if to say, “Don’t have time for this.” At the stroke of the hour, a cry came out of the room and the cold door that stopped the man from going in, squeaked into action, and an excited nurse ran out of the room. She was dull looking, dressed in a grey uniform with dirty grey, white hair as if it hasn’t been washed for years. She looked around and saw the man pacing. In her best lively voice, she exclaims excitedly “Mr Quinn, Mr Quinn; you can go in now. She’s given birth to a beautiful baby boy. You should be pleased.” But the words only come out as a dull and boring sentence. He rushes in not caring if the nurse gets hurt or not, “yes I am” he replies as he pushes past the nurse.


He goes to the bed and sees the woman holding a baby. She looks at her husband, “Meet your son, John. I want to call him Damian.” She says, “That is a good name, Theresa” he replies.


I was born in February 1974 at 10 pm to two happy parents, John and Theresa Quinn. My parents were working-class people who worked hard. My father is an American who, in 1968, came to London as an Animation student, where he met my Mother through my uncle. I will leave my dad to tell the story of how he and my Mother got together. His bit comes afterwards. Anyway, my Mother worked for an organisation that built and installed memorials into the graveyards of the churches and throughout her career, she travelled all over the UK and Europe. She started as a secretary and then after a few years she moved into the role of CEO. During this time, she had me, and both she and my dad was pleased that everything went well during birth. Unfortunately, it wasn’t until two years afterwards that they realised that I couldn’t speak at all.


My father was a photographer for a famous auction house in London.


I asked my father to write a bit of the autobiography, and he kindly accepted. Here are his words:


“At the age of 26, I came to England in 1968 to attend classes at the London School of Film, where I met and became good friends with Ron. Later through him and his wife, Meryl, I met Theresa and her family. I liked her very much.


“Later, in 1970, while I was working in Washington, D.C., I heard that Theresa got a divorce, and I returned to London the following year to see her. We got on very well, and the following year, we decided to marry. So, on June 3rd, 1972, we exchanged rings. Together with Theresa & Andrea, I found that I had gained an instant family!


“On February 20th, 1974, Damian was born, and we had gained a fourth member to the family (years later, we gained a fifth member when a cat, Max, adopted us!). A short time after Damian’s birth, I found myself unemployed, but, eventually, was employed as a staff photographer at Sotheby’s (the auction house in London). I loved the work & my colleagues so much that I never left. I remained a fine arts photographer (watches, clocks, works of art, & jewellery being my main fields) there for 25 years until I retired in 2002.


“Damian was slow at walking & speaking, but Theresa & I assured ourselves that he was just a ‘slow’ learner and would catch up eventually. Although his speech was limited to a few words (“la” instead of “light”), we understood him — as parents do with their children — and we were heartened that all would be well when he started walking (and once he started his first steps, around 2, he progressed rapidly).


“Unfortunately, his speech (grasping abstract terms like beauty, height, north & south) was still very rudimentary, and his pronunciation gave us a reason for concern. Eventually, his grandmother, Joyce MacLaren (herself, a speech therapist) advised us to take him for speech sessions with Mary Courtman-Davis. She helped him, but even she couldn’t rectify his speech to a level expected for a boy of his age, and he was, eventually, diagnosed with dysphasia. 


“Around 6, for two years, he went to a small, lovely, caring local school in Hockliffe, where he made friends — despite his poor speech — but Theresa knew that he would always be behind in an ordinary school, so the search for a more suitable school began. It was a tough fight for her, with the local council trying to save money by having him enrolled in a local — and totally unsuitable — school. The struggle went on for about a year, and Theresa even had to enlist the help of her MP to get Damian into a school that could cater to his needs.


“Theresa, Damian & I went to visit life-long friends in Philadelphia in 1982, and their 8-year old son, Bobby, instantly became a great friend & constant companion for Damian, even though neither understood the other’s speech of very well. They did, however —through the mystery of osmosis— understand what the other was trying to communicate. They became so close during those two weeks that Bobby cried when Damian returned to England! But over the years, they met again & again (including a wonderful holiday at Disney World for one summer).


“Damian was enrolled at Dawn House, in Rainworth (Mansfield), at the age of 8, so that he could be with other speech-impaired children, and receive specialized education to help him overcome his handicap. He was at Dawn House until he was 16. 


“Although he was a happy, popular student at the school, he loved coming home every other weekend (a 3½ hour journey each way on the M1), and when it came time to return to Rainworth, he became very stressed over leaving (which, in turn, tore out our hearts every time!), but when he arrived and saw his friends again (and Marion, his ‘house’ mother), the pain eased, and he settled in quickly until his next return. His six-week summer vacations were like ‘heaven on earth’ for us because there were NO weekends cut short by the return journey to school, and we had the time to take him places (in England and Disney World, in Florida).” 


I want to thank my father for writing that for my autobiography. When I was born, my parents didn’t know that I was DLD. They didn’t think I had a speech and language impairment until I was about two years old. How my parents knew was by me only making sounds and no words. Fortunately, my grandmother was a speech therapist for stroke patients and had a fair idea of why I wasn’t speaking properly. But she wasn’t 100% sure as she only witnessed this kind of disability with people who have had a stroke in their later life. This was something new for her, but my mother always said she doesn’t know where she’d be if she didn’t have the help of my grandmother.


My grandmother was born in May 1902. During World War II (WWII), my grandmother was asked to serve her country by helping the hospitals as an ambulance driver. She would have to go out on calls every night, and during the Blitz, collecting all the injured and taking them to the hospitals to be looked after. It couldn’t be easy during this time for anyone who was pregnant, but fortunately, my Mother was born in 1943 and was a bundle of joy for my grandmother. After the war, she became a speech therapist for the victims of stroke. Like with me, these patients that she received had the loss of speech through brain damage of some description, but instead of being born with it, they were adults when they were hit with the disability. Also, she taught Arabic to a small class in her home.


Every year on her birthday, she drove my Mother up the wall by going off to Greece for a 2-week holiday. The reason why it drove my mother up the wall was that we needed to celebrate her birthday before she left. This happened every year up to when my grandmother was 86 years old.


She was fit as a fiddle, as she lived in a house which was the Victorian times where it was four storeys (basement, ground floor, first floor, attic – the attic she had lodgers living in it for a time) and the stairs between the basement (which was the kitchen and dining room) and ground floor (the living room). Between every floor, there were steep staircases. They kept her fit, as it was like climbing a mountain to get from the kitchen to the dining room to the bedrooms. She lived in that house from the moment she bought it, in the 1930s to the day she died, aged 91. I found out recently that when she died, her house had to go back to the council as she rented it throughout her life. I had wished that we still had the house as her area has gone up in the world since she lived there. When my grandmother lived there, my Mother drove herself and me to my grandmother’s house, and we went past Kings Cross, and we could see all the prostitutes lining the kerb. Back in the 80s, it was a very dangerous area, and now, it’s quite a safe area (although you do still get the trouble that you saw in the 80s) as it’s been cleaned up massively. The house now could be sold for in the region of £1,000,000. But, the family didn’t get it, unfortunately.


Due to my grandmother being a speech therapist, she was able to advise my mother on further steps to get me talking. She got my mother in contact with the relevant people, as she was unable to do it herself. Also, I don’t think she quite knew what was happening to me. But she referred us to a friend and colleague who spent a few years with me getting the speech enough to be able to distinguish of what I was saying. Then, it was all down to the secondary school to get the speech near on perfect. (more about the secondary school later).
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