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Chapter Eight

‘Now remember: mirror, signal, manoeuvre.’

I watch what my driving instructor, Eric, is saying intently, before turning back to the steering wheel and the clear, straight road ahead. Before we set off he gives me instructions on where to drive to; once there we’ll pull up and have a chat about how I’ve done. There he’ll tell me where I went wrong and what I did right, because obviously it’s impossible to hear him when I’m staring straight ahead at the road.

I get ready to pull away. Strapping my seatbelt around me, I push it into the holder and pull back on it to make sure it’s fastened. I’ve noticed that my driving instructor doesn’t do this; he just pushes it in without even looking. Perhaps there’s a noise to let you know that it’s secure? But, of course, I don’t know.

Next, signal. I flip my indicator up with my left hand, searching the dashboard for the green flashing light, then once I find it I put the car into gear, check over my shoulder and I’m off – albeit to a chugging start as I take my foot off the clutch too quickly. I lurch forward in my seat, but soon I’m driving, crawling along the road, other cars passing beside me as I focus my entire concentration on the tarmac ahead.

Since I was given the all clear for Usher Syndrome at the hospital, I’ve decided to embrace all the things I feared I’d never be able to do – and learning to drive is one of them.

Eric picks me up from work twice a week, and I drive us home to Gateshead, pulling over for tips every few minutes. Perhaps it’s a slower process than he’s used to with other students – after all, he can’t call out to me while my eyes are on the road – but he never makes me feel flustered or hurried, and he’s very patient.

As for me, just the feeling of being behind the wheel, of being in control of my own destiny, is reward enough at the moment, however slowly I’m learning.

The driving lessons are just one of the changes I’ve made in the last few months. Since that terrible experience at the university, I’ve also got myself a new job, and I passed my driving test first time round some months later.

It was hard to pick myself up again after such a great disappointment. I sat around at home for seven weeks, long rainy afternoons spent sat inside, scouring the Chronicle for jobs. But then one day I found this one, Project Officer at an organisation called Tedco.

Tedco offers support to businesses and those who want to get into work in South Tyneside, specifically people with learning disabilities. My job is to organise disability awareness courses for local companies, as well as equipping people with the skills they need to get into work, and I absolutely love it.

In fact, our disability awareness courses – which I work on alongside my colleague, also called Jo – have become so popular there’s now a waiting list to join. It is the late nineties and the government has been taking a particular interest in helping disabled people get into work – and part of that includes educating those who will work with them.

My job is to teach employees simple things like: never stand with your back to a window when you’re talking to a deaf person, as the light will cast a shadow on your face and make it impossible for them to lip-read. Always make eye contact with a person in a wheelchair rather than the person who’s pushing it. And how to offer help to a blind person if they appear to be struggling to cross the road or drop their shopping, when otherwise they might be going about their day quite confidently.

I guess I’ve been used to all my friends being around me and learning to make certain allowances, but it’s still incredible how little tips like these can educate people and make employing disabled staff a much easier task.

Here at Tedco I really feel I’m making a difference; perhaps more so than in any role as a nurse. I can see the change in people as their confidence grows with each session, how they learn to put together a CV, or to make eye contact during interview practice. It’s not just skills for business that we’re equipping people with, but we’re giving them confidence, too.

But over the weeks I see people who at first come shuffling through the doors blossom and bloom, and every Friday I leave the industrial estate where I work so proud of how many people I’ve been able to help that week. And I’ve made a friend for life in Jo as we become the duo Little and Big Jo.

And this is just the start. I’m only twenty-five, but I already know that my passion, my real calling, is to help others. However much life has moved on for me since I faced the threat of an Usher diagnosis, I still can’t shake off that feeling that my life could have stopped as I knew it, right there and then. I can still close my eyes and remember the fear I had that the light would go out in my life, that as easily as I can close my eyelids now, the smiling faces around me would disappear, and so, with that, would any kind of communication.

Mam and I have also started going to British Sign Language courses in the last six months, yet sometimes I sit in those lessons and feel like I don’t belong at all. I’ve waited until my mid twenties to learn sign language and so it feels completely alien to me.

I’ve always straddled two worlds, not really fitting into either. Mum has always been so determined for me to be a part of the hearing world, and for that I am eternally grateful. But in the hearing world I was the ‘deaf girl’. Most of the time, people said that with pride. If they spotted me dancing, grinning, ‘lost’ in music on a dance floor, they’d nudge each other and say, ‘Can you believe she’s deaf?!’ If they spotted me singing along to a song that someone had taught me, they’d be astounded.

All my life, people have asked me how I can speak so well. ‘How do you have a Geordie accent if you can’t hear?’ I’ve been asked too many times to mention. I’m still not sure how to answer.

But the truth is I’ve never felt any different from a hearing person. And yet I think back to when I was two and I had to wear that phonic ear, how that firmly marked me out as different – until I reached the deaf unit. Then I was just the same as everyone else because we all had phonic ears.

And that’s why I’m here now. I’m wondering whether I should try to be a part of the deaf community, whether that’s a part of my identity that I haven’t embraced fully. Is it a missing piece of me?

I copy Julie, the teacher who’s signing, as I watched fascinated by its beauty, but it doesn’t come naturally to me. It’s only afterwards, when the whole class descends on the pub, that my signing skills start to pick up. There, socialising with people from the class and some BSL users who would join in to help us, learning why each and every one of them wants to learn how to sign, I get the practice I need. I learn a lot about deaf culture in those days and also met Mike and John, who were in my class, with whom I would go on to have good friendships. I never feel part of the deaf community, but with the friends I made we have always supported each other’s individual circumstances.

And knowing how to sign really is useful in my role at Tedco when I’m dealing with BSL users, or even for teaching basic deaf awareness to those who work alongside someone who’s deaf.

My job at Tedco means I’m making a difference every day. I’m helping people who might be living with the fears that I only experienced for a couple of weeks, who might feel the world – and therefore their options – are closing in around them. By teaching their colleagues a few bits of sign language, I’m opening up a conversation for them in the office, so they can explain what they did at the weekend instead of sit working in silence.

And it’s at times like these that I remember what Granddad said, that perhaps I would be something better than a nurse.

I love my work at Tedco, but I know this is only the beginning. I’ve recently applied for a role that would involve helping people on a national scale. It’s as Regional Officer for Radar, the Royal Association for Disability and Rehabilitation. If I got this job, I’d be the ‘voice’ of disabled people across the whole of the north of England to central government.

I tell Granddad all about it when I go to visit him at the nursing home he’s moved to. He’s very frail these days but his blue eyes still sparkle as I tell him how my interview went.

I tell him what a big role it is, how hundreds of people are applying from all over the country.

‘You’ll get it,’ he tells me, lifting a shaky hand to pat me proudly on the knee. ‘I know you will.’

I hope he’s right.



It’s hard to recognise the tiny man whose head peeps out from beneath the pristine sheets of the little single bed. His face looks so small nestled into that pillow, his skin sunken into cheeks that were once pink and full of life, but he hasn’t eaten much for weeks, despite everyone’s attempts to encourage him. Just last week, I bought Granddad some of his favourite pear drops, but when I popped one into his mouth, it clattered around noisily in his jaw, and he screwed up his nose.

A combination of old age and the cancer that has been eating away at his kidneys for the last few years have finally taken its toll on him.

Gone are the days when we used to drive up to see Granddad on a Saturday morning to take him out for a pub lunch at the pub next door. It was the highlight of his week when he’d first moved to this nursing home in Northumberland.

We’d march into his room and he’d be sitting there in his wheelchair, all ready for us in his overcoat and beautifully polished shoes. His hair perfectly combed to the right, a faint whiff of Imperial Leather in the air and eyes dancing in the sheer delight of me, Mam and Dad coming to visit.

As we sat down in the pub for lunch, he’d tell us how he’d been deciding what to have all week, before settling finally on scampi and chips and a half of lager and lime.

He was always so interested in what we’d been doing. I’d tell him about my work at Tedco and he’d always remember to ask after some of the learners I’d told him about. More recently, I’d been telling him about going for this Radar job; last week I’d told him I was down to the last two. This week I have even better news . . .

Back in his room, everything has its place. How on earth he’s scaled down from the house he once shared with Grandma to the little box room he has now, I can’t begin to imagine. What happened to a lifetime’s worth of possessions?

These days he doesn’t even have room for a coffee table. In his last place, at the sheltered accommodation, he’d kept all his daily essentials lined up on the coffee table in the middle of the room: letter opener, glasses, pen, address book, shopping list, packet of polo mints, playing cards. He constantly had bruises on his legs from walking into it, but as he knew I was clumsy too, he’d laugh about it and make me feel better by rolling up his trouser legs to show me the purple and green landscape of his own shin.

Yet there is one item that is so precious to him, it has pride of place wherever he goes: the picture of Granddad surrounded by all of us grandchildren. It has never left his side in all these years.

In that picture, he is just as I remember him from when I was a child. Strong and proud, gentle but firm, the apples of his cheeks always rosy from skipping down the street with us kids, or laughing at one or another of us showing off.

The picture prompts me to remember the walks we used to take to the bus stop together: my hand in his giant palm as he sang ‘Danny Boy’ to the little deaf girl who cantered along beside him, trying to keep up with his huge stride. I recall the hours he spent poring over my schoolbooks with me, or lining up five-pence pieces and only sliding one over to me once I’d pronounced ‘Berlin’ properly or whatever exercise we were doing that day. It was never a chore to sit there with Granddad after school while Julie or Alana skipped in and out of the house with various friends on hot summer’s days. I was just pleased to have him to myself.

And today I realise, with pain in my heart, that our time together is not infinite. It is time to say goodbye to Granddad. Julie and Alana have already been here this morning to say their own goodbyes with Mam, and now it’s my turn.

As I kneel down beside his bed, there is still one unmistakable thing about the weakened man who croaks out a hello to me – those lovely blue eyes. They haven’t lost their sparkle altogether, but today they look dull and glassy, as if it’s an effort to keep looking out at the world which will soon vanish before him.

But although they may not have the energy to dance for me today, the warmth in his gaze is still undeniable.

‘I got that job.’ I smile at him. I’d just heard by letter that morning. I am now the regional officer for the north, a big job that will see me travelling the whole country, standing up for the rights of disabled people.

His eyes crease at the side, just for a second. ‘I knew you would,’ he tells me.

Although I can’t hear the effort in his voice each time he speaks, I can see how weak he is; his lips hardly move as he speaks, and the smile which has been his face’s constant companion is replaced by a fatigue that is impossible to disguise.

‘Thank you for everything you have done for me, Granddad,’ I say to him. It is from the heart, a moment that I can’t let pass me by because I know this will be our last chance.

I know just how much I have to thank him for, not only the hours and hours spent sitting with me and doing my speech therapy, not even the interest he’s always shown in anything I’ve done. But the positive attitude, the kindness and empathy he’s instilled in me. At 26, he’s made me the person I am. How can I not thank him for that?

A fat tear falls softly from his blue eyes, slowly tracing a line down his cheek. I haven’t noticed the tears pouring from my own eyes. Granddad’s hand comes up from under the covers and brushes at the teardrop on his cheek. It is only then, when I see that big strong hand of his against his tiny face, that I realise how frail he’s become in front of my eyes.

This man who has meant everything to me is about to leave us and he knows it, and my heart is breaking.

We are both crying now, silently acknowledging the fact that this is the last time we’ll ever exchange words. I know that Granddad is slipping away from me – and yet I’ve never even had the simple pleasure of hearing his voice.

I get up to leave the room; Mam and Dad and my cousin Andrew are also here to say their goodbyes.

I reach the doorway and turn around to blow him my last-ever kiss. ‘I love you,’ I call to him, as the tears roll down my cheeks.

I watch him shake hands with my dad, and Mam gives him a kiss, and then we drive back to Gateshead, me and Mam with our arms wrapped around each other in the back, and Dad silently driving us away from Granddad.

We know it won’t be long now, yet none of us could bear to have to say those words.

That night, I am meant to be going out to a casino with Julie, but I can’t face going.

‘It’ll take your mind off things,’ Mam insists.

So me and Julie get dressed up and go out with our friends, but we spend the entire night talking about Granddad. Every time I close my eyes I can see him, so tiny, in that hospital bed. But I am so happy I’ve been able to tell him my news. I know I’ve made him proud.

When I pad downstairs in my slippers the following morning, I find Mam sitting alone in the kitchen. I look at her, and she looks right back, and in that instant I know.

Granddad has gone.

I retreat back upstairs, overwhelmed by grief. Sitting on my bed, I pull a photograph out of my purse. It’s a silly little thing really, and yet it means the world to me. A few years before, I’d found Mam putting a picture of me and Granddad into a frame. He’s holding me in his arms; I’m about two years old. Mam had to trim it to make it fit the frame, and on the floor I’d spotted one of the off-cuts. I’d picked it up and that’s what I hold in my hand now.

A tiny shiny piece of photographic paper, not much bigger than a postage stamp, shows my tiny toddler hand in Granddad’s. Those strong hands that had lifted me up as a child, that had picked me up when I’d fallen or wiped away tears. That had slid those five-pence pieces towards me or clasped themselves together to celebrate one of my achievements.

Granddad had meant the world to this family, but to me, he had meant everything.



Big gothic arches carved out of honey-coloured limestone, ornate stonework covering every square inch of wall and topped with a panelled wooden ceiling that towers above little old me. Everything about this building packed with history, right down to the leaded windows, is beautiful.

I’m standing in the Members’ Lobby at the House of Commons in London, next to a bronze statue of Sir Winston Churchill – just one of the many great names who have walked this stone floor before this blonde deaf girl from Gateshead.

And as I stand in this magnificent building, marvelling at the beauty and history of it, and reaching down every few seconds to pinch myself that I’m actually here, the one thing I keep thinking is that Granddad would be so proud if he could see me now.

My work with Radar means that I’m a regular visitor to London and the House of Commons these days. As regional officer for the north, my job is to represent disabled people to parliament. Radar is an umbrella organisation and just in my patch alone I am responsible for eighty-one different groups. If a deaf woman in the north of England needed an interpreter to help her give birth, then I will know about it – and make sure that central government knows if she was denied one. It is all about teaching society that disabled people are not incapable; it is the world around them that is making them incapable. So if one supermarket doesn’t have a door wide enough for a wheelchair to fit through, or it has steps at the entrance rather than a ramp, it is their fault for not making their store accessible for disabled people. It’s about raising disability awareness. Goodness knows the number of times I’ve sat in an audiology department and someone calls my name, ‘Joanne Milne’, falling on deaf ears.

Since passing my driving test, I go up and down the region in my little green Ford Ka attending meetings from the Midlands to the Scottish border. I love the independence that I have when I get in my car and zip down the motorway, or step off the train at King’s Cross Station in London. I have also moved to Sheffield recently. The person I’m dating lives there and as a lot of my work is based in Yorkshire, it makes sense to be there rather than in Gateshead.

It’s times like these when I really feel that I have come so far. If things had been different, I might be at home with Mam and Dad, struggling to communicate, and closed to other opportunities. Instead, here I am, getting on the Tube in London, or jumping onto one of those famous red buses. I feel like I’m linking the deaf and hearing worlds.

And I’m representing all those people who might not be as fortunate as I am. I’m working every day to make it a more inclusive society and want to ensure everyone has the support I was fortunate to have.

My job is very varied. I will sometimes hear of a deaf man who’s just started a new job and feels isolated at work because his colleagues don’t know how to communicate with him. In that case, I organise some deaf awareness training for the people in his office. Or if there’s a restaurant that doesn’t have a specially adapted disabled toilet, or a train which doesn’t have signs in Braille, or if there are not enough blue badge parking bays outside a supermarket, or there’s a second storey of a clothing shop which doesn’t have a lift – I am the one who gets the government to listen.

It has been four years now since I was told I didn’t have Usher, but I still can’t shake off that fear I had that one day I might go blind, that all the things I now take for granted just like anyone else might disappear, quite literally, before my eyes.

I feel very strongly that I can help people, and that the voice that I was equipped with through hours and hours of speech therapy has a purpose now. It doesn’t matter to me if I’m speaking to a visually impaired lady in her home in Gateshead, or an MP at the House of Commons. This is my job: to express the views of people who aren’t in a position to reach the top.

Because that’s where I am now. At the peak of my career, flying high, just like Granddad always said I would.

And I couldn’t be happier.





Chapter Eighteen

The fly glides through the air as I watch, mesmerised. Bzzzzzzzz . . . On and on it goes. Its tiny transparent wings criss-crossed with rainbow veins flap so quickly, too fast for the eye to see, and yet they leave a noisy trail in their wake. Bzzzzzzzz . . . Who knew a fly made such a sound?

Today is the morning of my fortieth birthday. I lie here in bed, knowing I should already be up and out, opening the cards downstairs that have arrived through my letterbox in the last few days, but instead I pull the duvet up under my chin, prop myself up on my pillows and continue watching the fly circling the room.

Fascinating.

There have been too many moments like this to mention over the last four months since my operation. Slowly the volume on my implants has been adjusted, and just like I wished all those years ago as a child, the world has turned up the sound for me.

And what sounds there are. There are simple things like a fly buzzing round my room. Annoying things like the high-pitched whine of a mosquito. Beautiful things like listening to my niece giggle with her friends; and perplexing things: a tap dripping in my bathroom that made me search my house for the sound.

Sound has given me moments I take for granted now, like the fact that I automatically pick up my umbrella from the hallway because my brain has registered the raindrops pitter-pattering on my kitchen roof. There have been times when I’ve not trusted my new ears to do their work, when I’ve checked the window, unsure whether to believe that my brain has adjusted well enough to work on automatic without my knowledge. But there they are: giant puddles outside, the rain drip-dropping on the surface and filling them more. So I was right.

There are sounds that I’ve become accustomed to, like the clink of ice cubes in my glass of cola, and those that can still give me a shock: crunching down on a crisp fresh from a foil bag.

And then there are the sounds that it feels like no amount of time will ever dull the happiness I extract from them: the sound of Mam’s voice. That ever-present constant in my life, whose voice feels like a precious gift to me every day.

And then there are the new everyday sounds, the ones I feel excited about that I might hear today.

I jump out of bed and run downstairs to open some gifts, and as I do I’m unprepared for the tearing sounds as I unwrap the paper. I chuckle to myself. And I have got used to hearing my own voice now; it doesn’t seem such a stranger to me.

There are still those whose voices I miss, and yet never had the pleasure to hear: Granddad.

But for all those losses, everything I’ve gained in the last few months has done such a good job of making up for it.

There was my first trip to a classical music concert. I closed my eyes and felt the music flow right through me. There were no words, just pure music. I was in heaven, floating away on a violin or a flute.

Or standing amongst a 50,000-strong crowd at Wembley watching Gateshead FC and hearing ‘God Save the Queen’ for the first time. The tickets were sent to me by strangers who’d been moved by my story, and I in turn stood amongst the supporters with tears rolling down my cheeks, swept up in patriotism.

My close friends David and Gareth had arranged a trip to see The Phantom of the Opera in London. They picked seats which were perfect for my tunnel vision, and I sat mesmerised through the whole thing: the orchestra, the lyrics, the actors . . . an overwhelming and beautiful assault on my senses.

There was even a trip to Las Vegas with Auntie Edna. What an experience: the sights and sounds, the ringing of the fruit machines, the shows, the American accents, the croupiers calling ‘no more bets’, the roar of the giant water fountains that dance in time to the music outside the Bellagio, and the sound of propellors on our helicipter as we flew over the Grand Canyon.

And sometimes, now I have this incredible sound in my life, it’s easier to forget that my sight is still dimming, that each day, though I may not realise it, my tunnel is getting smaller, my view out onto the world shrinking. And the reason it’s been so much easier to forget is because of how sound has opened up that tunnel. It’s exactly the same as it was, and yet it feels like my vision has doubled.

It is true to say that hearing makes me feel less blind, but in fact I can see less now than I did a year ago. If I did my old Breton-striped top test of years ago today, I’d probably see only my face, perhaps not even my chin now.

And yet, I feel less disabled than I have in years. Yes, I have Usher, yes, I am blind, and yes, I am deaf, and yet what’s inside is telling me that this doesn’t define or even limit me. The past few months have proved that.

I go to bed with songs ringing in my ears. I wake up and jump into the shower in the morning singing lyrics. I am part of that musical world now.

It hasn’t changed the relationships I have with people, except perhaps sometimes I pick up the phone to speak to Mam, or Julie, or Alana now. I’m not confident on the phone, even though I should be able to do it. I feel like I still need to see someone’s lips, I still need that prop, that security blanket, but all these things will come in time. I’ve just got to be patient.

I’ve had to learn to slow down on building my library of sounds, to actually listen to each new noise, but the temptation is always there to race through as many new sounds as possible, so exciting is my quest to hear everything I’ve been missing out on for my whole life.

My whole life. Forty years.

I start opening the cards, seeing the wishes of friends who’ve been with me through my entire journey.

And there are plenty of celebrations over the next few days as friends get together to celebrate with me. I throw a party at home and friends and family gather in my garden on a sunny Sunday afternoon.

‘How about some music?’ my friend Richard suggests.

‘Ooh yes!’ I say; after all, this is the first birthday I’ve had when I’ll actually be able to hear it.

I think back to all those years of Mam giving me the nod as she turned the music down for musical statues, so determined to make me feel included in childhood games. She wouldn’t need to now – but there’s no need for musical statues today.

And anyway, there is one big problem. I realise I don’t own anything to play music on. There’s no iPod dock or speakers in a deaf woman’s house; it hadn’t occurred to me.

My friends rally round, sorting something out, and for the rest of the day we clink glasses and shimmy in time with the music.

Life, for me, really does begin at forty.


In my hands, I am holding a letter from The Osmonds. The Osmonds. And yet, I’m standing in my quiet Gateshead kitchen, Matt by my side for company, as I clutch this letter which has travelled all the way across the Atlantic to my little Tyneside semi.

Of course, like most people, I’d known of the American singing family as a child, even if I hadn’t heard a single song, but what I didn’t know was the story behind them – that of the nine children Olive and George Osmond had, the first two sons were in fact deaf.

The band which filled the Tops of the Pops charts for much of the seventies was formed with the sole purpose of buying hearing aids for Virl and Thomas. Even when they went on to greater success, the family remembered the struggle their boys had had and wanted to make sure that no other family struggled like they did to gain access to a hearing world – even more so when Merrill’s son, Justin, was born deaf himself.

And so the Olive Osmond Hearing Fund was set up to provide hearing aids for deaf people all over the world, reaching everywhere from Patagonia to Peru.

And here, in this letter now, is a note explaining how the little video of me hearing for the first time had reached this world-famous family in Utah and now they wanted me to be a part of their organisation.

My hands are shaking as I read down the letter.

We would like to offer you a role of ambassador . . .

The tears start pricking at my eyes, blurring the words in front of me.

We feel you would be a positive role model for deaf and deafblind people all over the world . . . the letter continues. And my heart is swelling.

I’ve been feeling for some time that my work at Sense is done. I’d set up the Usher mentoring scheme and I was happy to hand over the reins now, but this . . . This is something else. Not only do I have the chance to help people in the UK, but all over the world.

My job would be to raise funds and awareness so that its work could continue with children in some of the hardest-to-reach places around the globe, that the hearing aids that had allowed me some insight or just the comfort of white noise as a child might benefit a little boy in Ethiopia or a little girl in India, who might otherwise have spent their lives in silence. Not only does the charity provide hearing aids, but also music lessons and speech therapy.

I think back to the years spent sitting with Granddad as he helped me to pronounce capital cities, or Julie miming the words to pop songs while we watched Top of the Pops together. I was lucky enough to be born into a family who were happy to spend hours bridging that huge divide between the hearing and deaf world, but I also know not all children are as lucky as me. Not all children realise that they can go out with a disability and be who they want to be, achieve what they want to achieve. And that the loss of one sense – or even two – will not stop them.

And here in my hands is a letter giving me the chance to spread that message around the world.

What on earth would Granddad say? But I didn’t really have to ask myself that.

I agreed to my new role without a second thought.


In September 2014, I left all my wonderful colleagues at Sense and started working for the Olive Osmond Hearing Fund. I met Merrill himself, who was in the original group, and his son Justin. And even though our lives had been so different, our stories echoed each other from across the world: a deaf child born to a hearing family who were determined that he wouldn’t be treated any differently, that he’d make it into mainstream school, that he’d learn to lip-read rather than sign, and that he’d make the best of what he did have, rather than wishing that life was different.

We shared a TV sofa together to tell our similar stories, and I heard The Osmonds sing at a special concert; something that wouldn’t have been possible a year ago.

Would I have believed back then that I would be rubbing shoulders with American singing superstar royalty?

No way. But then, a lot of things have changed in the last year.

A few months ago, I went to a school reunion, and there I bumped into a man who I didn’t recognise, though he remembered me. He knew my story from the TV and the newspapers, although that wasn’t the reason that he made a beeline for me in the local pub where we’d met for drinks.

‘I wanted to say sorry,’ he said, shuffling awkwardly and twisting his glass around in his hands.

‘What for?’ I smiled at him, confused.

And then he told me: he was one of the kids who’d spat on me from the school bus, who’d called me names that I couldn’t hear, who’d made animal noises behind my back.

‘Do you remember?’ he asked, and even though my heart was still stinging with the memories of those cruel taunts and the way I’d have to clean the saliva off my jacket when I got home from school, I looked into his eyes and saw genuine remorse.

‘No,’ I fibbed, shaking my head. ‘We were just kids, I don’t remember.’

But he told me how the memories of what he’d said and done to me had followed him round his entire life – and how he was determined that his own kids wouldn’t do the same when they came across a disabled child.

‘It’s made me a better husband, a better father,’ he said, guilt stinging his eyes so much that I wanted to do anything to stop him from feeling bad.

But I couldn’t take it all away, all I could do was smile and say that it was a million years ago. And it was true: it was. We’d all grown older and wiser with time.

That little deaf girl was gone, and she was replaced by a hearing woman, one who was proud to have Usher and who was determined to go out and make a change in our world, however small, to celebrate our differences rather than punish one another for them.

And then, with pride, I realised that woman was me.

It was a defining moment for me, a time where life had come full circle. Yes, I’d suffered as a result of people like him, but he’d suffered too, and most importantly he’d learnt from it. That was my gift back to him.

My only regret is that I made that decision all those years ago that I didn’t want a child of my own. I didn’t want them to suffer like me; I’d always been worried to have children in case I passed my condition onto them. But just because I have Usher doesn’t mean a child of mine would have it too – the chances are, in fact, very low, or so the doctors tell me – and anyway, I realised then, I was proud to have Usher. Was it such a curse when it had also given me so many gifts?

There are now things like genetic testing and donor eggs for women with Usher who fear having their own child with the condition. And had I learnt more about it twenty years ago then it might have changed the path of my life. I might be writing this now with one of my own children sitting beside me. Being deaf and blind doesn’t mean you can’t have children, you might just need a little extra help – and that is something I’ve had to learn to welcome, not fear.

I am also not blind like I’d so feared standing outside that hospital. There is no blackness – not when there will always be some light at the end of my tunnel. It is a lottery. We don’t know when my tunnel will stop getting smaller, it could be today, it could be in a year or in ten years, and, yes, there may also be a chance that my vision will shrink to nothing. But while I still have eyes that see in some shape or form, I will use them, cherish them and appreciate every day that I wake up and blink open my eyes to this incredible world.

I always think back to my conversations with Paul at Hunters Moor, and I’ll always prefer to have my eyes to see. I’ve lived forty years of my life being able to see those loved ones around me and I never want to stop seeing them. But I know I could live again in the silent world that I became so accustomed to.

Instead, though, while I have them, I will use my eyes to see places I still want to see, to travel the world, to try new skills. In fact, with the wonderful gift of hearing combined, I plan to learn how to play the piano.

And I have three other amazing senses too: smell, taste, touch. All of these things colour in the picture of our everyday lives. It’s only when you’ve lost one – or two – that you realise just how much.

There have been so many wonderful moments over the last year since I had my implants fitted, yet I still jump a lot at various noises, and there are still sounds that frighten me – the boom boom on firework nights, a car horn when I’m walking down the street, and, yes, I still get caught out by that crunch when I eat a packet of crisps!

And while it has been such a wonderful gift to be able to hear, it has also introduced me to a world that isn’t as pleasant as I’d thought it was as a deaf woman and, in some ways, I’ve become a little afraid of it, which wasn’t something I felt before.

Now when I walk down the street, it isn’t that quiet serene place that I’d assumed. Sometimes I can be amazed at how angry the world is: the impatient drivers who beep their horns, people arguing with each other, things being thrown in a temper, people in a hurry who spit nasty comments if people get in their way, or gangs of kids swearing on a street corner at night. Being deaf, I’d been blissfully unaware of the bad side of sound; after all, I’d never even heard half the names that kids called me at school. Perhaps that had been a blessing.

But now, while I get used to embracing all the wonderful sounds around me, I also have to practise blocking out the bad ones, the hate and anger that I hear now.

I suppose, just like when I was a child, I have to refocus on the good and positive things in life: the belly laugh, or a child’s giggle, Casey running up to ask me for a biscuit, or my friends sat round a table chatting with me. And Mam.

An incredible gift has been bestowed on me, and I will never take it for granted. Each morning I reach for my implants and turn on a world that is filled with both good and bad.

But I
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