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‘Highly informative, told with warmth and humour.’ Adam Kay

‘This book is important.’ Mark Atkinson, former CEO of the Royal National Institute for Deaf People

‘Heartfelt and hilarious – deaf awareness beautifully told through Sam’s unique voice.’ Laura Whitmore

‘Samantha is a strong and powerful woman who talks so openly about her life and about being a part of the deaf community. To have someone who wants to help and wants to make a difference is so important and Sam is that person.’ Gaby Roslin

‘Samantha Baines is on a mission to help educate others.’ Good Housekeeping

‘Hilarious and so informative . . . You’ll want to cherish it and thrust it in the face of everyone you meet all at once.’ Dr Hannah Barham-Brown

‘Sam makes a tough subject accessible, easy to understand and above all else funny.’ Rachel Charlton-Dailey, Disability rights journalist and founder of The Unwritten

‘If you love, live or work with someone with hearing loss (and that’s all of us) you need this book. It’s funny, practical and moving – a handbook for humanity and inclusion.’ Rt Hon Jacqui Smith 

‘Samantha has succeeded in writing a guidebook to deafness – a great read for anyone who is deaf or knows someone who’s deaf and given that’s 1 in 3 of the population, this is a book for everyone.’ Lilian Greenwood MP
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About the book

‘This book is important, because we know that hearing loss is something that is simply not talked about enough’ – Mark Atkinson, CEO of the Royal National Institute for Deaf People

This is an all-you-need-to-know book about hearing loss and deafness, including facts, experiences and words of wisdom from experts at the RNID, audiologists, deaf activists and people who use and teach sign language. Having been on her own deaf journey, Samantha Baines has met wonderful, interesting, courageous people of all ages who also happen to be deaf. In this book, alogside the experts, she weaves together their insights and advice and, importantly, teaches those of us who aren’t deaf, what it is like for those who are. Along the way, she looks at:

•	The first signs of hearing loss

•	What is tinnitus?

•	What to expect at a hearing test

•	Am I disabled?

•	What are hearing aids and why do you need them?

•	Deaf dating

•	Lip-reading

•	What is sign language?

•	What not to say to someone with hearing loss

•	And much more . . .

‘This is the book I wish I could have bought when the audiologist told me I needed a hearing aid, and I hope it can help you understand this new world you are stepping into. Welcome to the deaf club.’ Samantha Baines







Mum, thank you for buying me books for my birthdays. I didn’t always appreciate it then but I do now. Thank you for believing in me.
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Introduction

18 million people in the UK are currently living with hearing loss and deafness.

That’s according to the Royal National Institute for Deaf People (RNID), and I’m their ambassador so I always get the most up-to-date stats. One of the perks of the job. You could also say it’s 17,999,999 plus me, but I guess 18 million feels more succinct. RNID is all about connecting us – in fact, former chief exec Mark Atkinson says: ‘RNID is the only national charity that links together people who have all levels of hearing loss, the deaf community and people with tinnitus.’ There you go.

We will explore many people’s experiences of being deaf and hard of hearing in this book. My experience started as ‘hearing loss’, but many people I interview here were born deaf, communicate using British Sign Language (BSL), and have taught me what being deaf really means. Unless otherwise stated, all the quotes in this book come from interviews I have conducted. Thank you to everyone who gave me their time and agreed to be interviewed.

I became RNID celebrity ambassador (a volunteer role but, I mean, who do I think I am, calling myself a celebrity?) nearly five years ago, and I have wanted to write this book for longer. I have two types of tinnitus; I have hearing loss in both ears; I wear a hearing aid on my right ear; I rely on lip-reading; I am learning BSL; and I call myself deaf. This is the book I searched for and couldn’t find when I was told I needed a hearing aid. Mark says: ‘Writing this book is important, because we know that hearing loss is something that is simply not talked about enough’ – and he’s a CEO and a white man so some people might be more inclined to listen to him. This book is not sponsored by RNID; I just like the organisation, and you’ll soon find out why. As a self-deprecating (but working on it) comedian/actor/broadcaster/author and deaf queer woman, I thought I should give you some reasons to listen to me right up top.

Back to those stats, though: 18 million people with hearing loss and deafness? That’s about 1 in 3 people in the UK. Look around you right now. Are you at work? On public transport? In a park? (If you are alone on the loo this bit won’t work, so just picture it.) Find a group of around three people. Chances are, one of them has hearing loss, because that’s how fractions work – and also I literally just told you that. One in three . . . so which of Destiny’s Child are you betting on? If it’s Beyoncé, I want her to be my new hearing-aid wearing, singing best friend.

Chances are, one person in your family has hearing loss or is deaf. It might even be you. Two people in my family are deaf, because we’re high-achievers. Yep, I have one hearing aid and my mum has two – she always has to go one better. You know mums! Seriously, though, it is lovely having a family member who knows what I’m going through, but when I was diagnosed with hearing loss (yes, that’s the terminology medical professionals use) aged twenty-nine, it was a bit of a shock. Not even my mother could really help me with my feelings of premature ageing and ‘otherness’. Turns out hearing loss isn’t just for people with grey hair and Werther’s Originals in their pockets – although, if that is you, I love you . . . and also please save me a sweet.

On my deaf journey I have met wonderful, interesting, courageous people of all ages who also happen to be deaf, and I’m pleased to introduce you to a few of them in this book. Being involved with the deaf community is honestly one of the best bits about losing some hearing, and there is so much support out there if you know where to look. Luckily, working with RNID as their ambassador has introduced me to many people in this community, and I hope I can do the same for you here. This is an all-you-need-to-know book about hearing loss and deafness, with facts, experiences and words of wisdom from professionals. It’s the book I wish I could have bought when the audiologist told me I needed a hearing aid, and I hope it can help you understand this new world you are stepping into. It’s not a silent world; it’s a busy, fascinating one.

‘Basic deaf awareness goes a long way – make sure you face someone when you’re talking, and repeat or rephrase information if the person doesn’t understand you the first time. Don’t make assumptions – instead ask what you can do to help,’ advises Mark Atkinson. He is right, of course, and if you stop reading this book after the introduction then at least you will have absorbed that much. For me, basic deaf awareness isn’t enough, and I think Mark would agree that we want to open the conversation around deafness: open it, dive into it and perform butterfly strokes across its sunlit waters. No more snorkelling; we are going to be deep-sea diving into hearing loss and deafness (and yes, I have been known to take a metaphor too far).

You might be reading this for yourself or on behalf of a loved one. Either way, thanks for taking an interest. I am a comedian, so it won’t be a purely dry academic account of hearing loss and deafness; it will be . . . a flowery wet one? I’m honestly not sure what the opposite of dry academia is. I will share my experiences, good and bad, in the hope that they might help you, and I will speak to some other brilliant people about their experiences too. Let’s laugh and learn together, shall we? Plus let’s keep supporting each other, like a really excellent bra.

On average it takes TEN YEARS from noticing the first signs of hearing loss to actually doing anything about it. If that’s you, well done for even getting here, for even picking up this book and reading the introduction. Ten years is the time it takes to see at least two UK prime ministers pass through government (more at the rate we are going), that’s 5 billion 840 million miles the Earth will travel orbiting the sun, and that’s about a fifth of the time it will take me to pay off my student loan. Wouldn’t it be great if this book encouraged someone to get a hearing test? Or, after reading it, someone noticed that a family member might benefit from a lip-reading class? Or maybe it will help you – the person who has just been told they have hearing loss and are considering what that means for their future. Of course, if you were born deaf and are embedded in Deaf culture, you will already know much of this, but thank you for joining us on our journey.

When I was told I needed a hearing aid, I cried in a bike storage room at Westfield Shopping Centre. It was the only quiet place I could find at the time and I didn’t really want to break down in the middle of H&M again (in my defence, their sizing is really weird). (I should say here that my audiologist is near Westfield; I didn’t travel there purely to have a breakdown, like I was on a crying tour of the shopping centres of Britain.) I was completely shocked at my own hearing loss diagnosis. I was utterly unprepared to be a thirty-year-old deaf comedian, actor, writer and broadcaster. I worried that I would lose my job (whoever has heard of a deaf radio presenter?), that my life would become completely different, and that I would need a walking stick. I’m not sure why I suddenly imagined myself with a walking stick; we know that they don’t aid hearing, but perhaps it was the idea that I was getting old before my time and that my body had already begun ‘failing’ me. All of this came crashing down on me in that bike storage room in Westfield, and so I rang my mother and cry-mumbled to her until a bewildered cyclist walked in on my teary saga.

You may not have had as climactic a ‘diagnosis moment’ as I did, but it may have still been a difficult one. You may have been born deaf and grown up coming to terms with an ableist society forcing you to live in a hearing world. You may even have breezed through all of it and only felt its impact later, like a hot curry. Whatever your journey, the first – and most important – thing you need to know is that you are not on your own. There are 11,999,999 people in the UK – plus me – who can relate to what you’re going through. Unfortunately I couldn’t get in contact with all of them for this book, as I had a deadline, but knowing they are out there is nice. No matter how ‘strange’ or ‘other’ or ‘broken’ you might feel right now (and, trust me, I felt all of those things), we’re all in this together and I’m here to remind you that you are not ‘broken’; you are wonderful and loved and you are deaf. Yes, even if the audiologist tells you that you have ‘hearing loss’, you are allowed to call yourself ‘deaf’. Deafness can actually be a strength: it can change your life for the better like it has mine (plus you will get a third off public transport, cheap tickets at the theatre, and can listen to Britney songs via your hearing aid without anyone knowing).

Welcome to the deaf club.

You said you’re a comedian – is this a joke to you?

Me: ‘I have hearing loss . . .’

Stranger: ‘What? Ha ha, get it!?’

That is a deaf joke, but please DO NOT – I repeat, DO NOT – EVER MAKE THIS JOKE. If you have been on the receiving end of people making this joke at you over and over again, you have my deepest sympathies. We (the hearing loss/deaf community) hear it all the time, and it’s not very creative or very clever.

When you dig a bit deeper into it, the ‘what?’ joke is basically a stranger saying ‘I don’t know what to say, so I’m going to make a joke to show that I’m fine with it’. I always feel like saying in response, ‘I’m sorry you feel awkward, but leave the jokes to me, babe.’ I always add ‘babe’ because it sounds particularly condescending and patronising, which can be useful in this situation. I think it was Jane Austen who wrote, ‘It is a truth universally acknowledged . . . that you shouldn’t make a joke about something unless you have experienced that thing.’ Well, she probably thought it, even if she didn’t say it. Deaf people can make the ‘what?’ joke because then it’s an informed joke. We have hearing loss/deafness, we have experienced its ups and downs, and that comes with some joke permissions.

Usually if someone is disclosing their deafness to you, it is for a reason. Perhaps they want to let you know why they can’t hear you, they want to explain their hearing aid, indicate how best to communicate with them, or they want to let you into their lives. And none of those scenarios warrants a joke as a response.

‘Er . . . Sam, aren’t you a comedian? Don’t you love a joke?!’ Yes, fair point, but discovering you are deaf isn’t funny at the time. It can be shocking, isolating and confusing. However, during some of the most challenging times in our lives it is humour that gets us through, because life can be ridiculous and hilarious. Deafness can be challenging; not being deaf, but the way society makes deafness a challenge, through stigma, ageism and inaccessibility.

Humour helps me work through new information, my ever changing identity, and difficult experiences. Being deaf isn’t funny, but some of the encounters it leads to, memories it stirs, and experiences I have had are funny, and I’ve included some of those in this book. There are also some incredible facts, well-researched quotes and even several opinions.
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