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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
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Introduction


			12 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 11,999,999 plus me, but I guess 12 million feels more succinct. RNID is all about connecting us – in fact, 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: 12 million people with hearing loss and deafness? That’s about 1 in 5 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 five 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 five . . . so if we go by percentages, one of the Spice Girls could even become deaf. If it was Victoria, do you think she’d make designer hearing aids and send me some?

			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.

		

	
		
			

			
Part 1


			All about deafness

		

	
		
			

			
Chapter 1


			Terminology around deafness: am I deaf?

			You might be reading this book and thinking, ‘Am I deaf?’ Well, the answer to this question can be both straightforward and complicated. Sounds fun, eh? The simplest answer is yes. If you do not have full hearing, as determined by a professional audiologist using a hearing test, then yes, you are part of the deaf community. However, there is much debate among the deaf community about what deaf individuals should call themselves. Also, hearing people don’t always know how to describe their deaf counterparts.

			I have used ‘hearing loss’ in this book, as that is usually how it’s described in a medical environment. Because of this, ‘hearing loss’ is the term that people new to this journey will relate the most to. I don’t love the ‘loss’ connotations (explained on p. 16), which is why I use the terms ‘deaf’ and ‘deafness’. These are more accepted within the deaf community.

			In short, people have many different views on the terminology to use around deafness, and will tell you about their views at length, when prompted (and sometimes without being prompted) on social media. So what terminology should you use? I’m going to answer this question using my experience and from the information I have received from interviewing experts and people with different deaf experiences.

			‘Am I disabled?’ is another question that comes up around this topic, and we will delve into that on p. 255.

			Deaf categories

			First, the science. There are widely recognised categories of hearing loss and deafness, and these are based on the results of your hearing test. The British Society of Audiology lists these categories on its website:

			[image: presentation]

			•	Normal hearing: You can hear quiet sounds of less than 20 dBHL (although it is possible to have hearing difficulties even if your hearing is in this range).

			•	Mild hearing loss: Hearing loss between 20–40 dBHL (typically you might find that you have difficulty following speech in noisy situations).

			•	Moderate hearing loss: Hearing loss between 41–70 dBHL (you will probably find that you have difficulty following speech).

			•	Severe hearing loss: Hearing loss between 71–95 dBHL (you will have severe difficulty following speech without a hearing aid).

			•	Profound hearing loss: Hearing loss over 95 dBHL (you may have need of hearing aids, cochlear implants, sign language and lip-reading).1

				dB = decibels HL = hearing loss
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			Let’s ignore the word ‘normal’. I’ve never liked to be ‘normal’ anyway. I would rather call that category ‘full hearing’. I have moderate hearing loss, which I would call medium in layman’s terms. If Starbucks made hearing loss, I’d be a tall latte with oat milk. ‘Short’ would be mild hearing loss, ‘tall’ is moderate, ‘grande’ is severe and ‘venti’ is profound, in case you find that easier to remember. (The oat milk is just because I am dairy-intolerant.) ‘Stone deaf’, a term that popped into existence in 1762, is no longer widely used – although you may not be surprised to hear that someone used the phrase in front of me very recently. It means ‘completely deaf’ or, as we would refer to it in the deaf community, ‘profoundly deaf’. However, being profoundly deaf doesn’t always mean an absence of sound, as Annie Harris, RNID advocacy officer and BSL user, explains: ‘I wish people realised that deaf does not always mean silence.’ In fact, even people who are profoundly deaf might not experience complete silence, so that’s a myth that we need to bust straight away.

			It is important to note that of the 12 million people with hearing loss and deafness in the UK, 10.3 million have mild to moderate hearing loss. That means over 85 per cent of the deaf population in the UK have small to medium hearing loss. Therefore the majority of people in the UK do not fall into the ‘profoundly deaf’ and ‘users of sign language’ categories, as many hearing people might assume. However, it is important to note that it’s not just profoundly deaf people who know and use sign language; everyone is welcome!

			So, are you deaf? Yes and no. Some people prefer to call themselves capital D Deaf. Usually this community express a pride in their status and don’t see themselves as having ‘lost’ anything or as ‘suffering’ in any way. It is important to note that many people who call themselves lower-case deaf also feel this. The capital D deaf community is an historical one: it includes those who are born Deaf, those who are born into a Deaf family, and/or those whose main method of communication is British Sign Language. This community truly and factually haven’t lost anything, as hearing has never been an important part of their lives. You see, you can’t miss something you have never had. Of course, being Deaf goes further than this, as it has its own culture, traditions and language. Today there is a movement within the capital D Deaf community promoting the use of the lower-case d deaf descriptor to include more of the wider deaf community, but this is a personal choice. For consistency, I will use deaf with a lower-case d throughout this book.

			Terminology can be scary. If you’re talking to or being introduced to a deaf person, the best thing to do is ask how they see themselves and how they’d like you to refer to them. Deaf people are humans too, so we get it. There are some general guidelines below, but terminology in deafness, just like in sexuality (‘Oh hi, I’m bisexual too’) is a very personal thing, so there will always be exceptions to the rule. As Amy Morton, founder of organisation Living with Hearing Loss, puts it, ‘There is no “one size fits all” with hearing loss’ – and there is very rarely a ‘one size fits all’ in T-shirts either, despite what internet sites will try and tell you.

			Hearing-impaired

			You would be surprised by how many educational settings have a ‘hearing-impaired unit’, even though this is considered very old-fashioned language today. I guess change happens slowly in the education system. After all, BSL is still rarely offered as a language option in schools, and is not part of the curriculum. Deaf journalist and activist Liam O’Dell describes ‘hearing-impaired’ as ‘an outdated term to describe a deaf person’, and I would agree. Many people in the deaf community do not like to be called hearing-impaired, as it has very negative connotations. ‘Impaired’ is a loaded word: as a deaf person, I feel that it is not my hearing loss that impairs me but society’s lack of accessibility.

			Keighley Miles leads a local support group called Families of Deaf Children (FDC) in Essex. She explained how she feels about the term:

			Growing up, I always said I was hearing-impaired or hard of hearing, quickly followed by ‘But I can hear and talk!’ Now I can’t stand the term ‘hearing-impaired’, and have actually got the council to launch a consultation to change the local schools in Essex that use the name within their resource base. This was a success, and the names are in the process of being changed.

			See, one person can make a difference – thanks, Keighley! People who use the phrase ‘hearing-impaired’ to describe themselves should not be shunned, though; they will usually have been introduced to the phrase through a hearing lens (views held by someone who comes from a hearing environment and background, so their views are highly influenced by the fact that hearing for them is the ‘norm’ and they have no experience of a world in which not hearing is the ‘norm’. This is a similar concept to white privilege) and who may not know its connotations. The best thing is to make sure that a person has all the terminology information they need through a deaf lens too (i.e. informed by the knowledge of a deaf person) so they can make an informed decision about how to describe themselves. Remember, for decades people didn’t have access to all the information we have today at our fingertips on the internet, or access to the wider deaf community, and that’s not their fault. They may still choose to call themselves hearing-impaired, and that’s okay!

			Hearing loss/hard of hearing

			‘Hearing loss’ and ‘hard of hearing’ are terms generally used in the UK to describe people who are born with full or some hearing and then lose their hearing over time. These people, including me, are part of the wider ‘deaf community’ (generally written as deaf with a small d).

			I use the term ‘hearing loss’ in this book, although I know that not all the deaf community identify with this, as they don’t like the use of the word ‘loss’. But ‘hearing loss’ seems more scientific to me than ‘hard of hearing’, and I’ve always loved science and had a bit of a crush on Brian Cox. As it’s a fact that I have lost some hearing that I used to have, it seems correct to me – and, as a happily divorced woman, I know loss isn’t always a bad thing! Saying that, nowadays I choose to call myself deaf. The term ‘hard of hearing’ doesn’t resonate with me because of the word ‘hard’, which suggests it’s something I need to work at, just like exams are hard. However, Amy Morton says: ‘I identify as hard of hearing: however, depending on the conversation, I will say I have a severe hearing loss in both ears or I am severely deaf in both ears.’ So you see, it really is a personal thing!

			Rita Kairouz, audiologist and founder of Little Auricles, agrees:

			Everyone is different. Some people prefer to be called deaf while others prefer hard of hearing and some even say they are hearing-impaired or disabled. I tend to use deaf and hard of hearing as I feel these terms are more positive and don’t further stigmatise the community.

			Hearing-aid wearer

			Some prefer to categorise themselves based on physical additions, such as hearing aids. ‘Hearing aids’ usually covers devices from in-ear hearing aids, which sit completely inside the ear, much like the earpieces worn by TV presenters, to over-the-ear hearing aids which are a bit like a discreet Bluetooth headset that wraps around the back of the ear. There are also cochlear implants, which are attached to the side of the head under general anaesthetic, as well as other types of aids. It is important to note that not all hearing loss/deafness can be helped by a hearing aid or cochlear implant. If someone tells you they are deaf, suggesting that they try hearing aids is not always helpful, as they may have tried them previously and had had no luck with them. Another important point is that hearing aids do not ‘cure’ or ‘fix’ deafness. Deafness cannot be reversed, and many deaf people don’t appreciate talk of a ‘cure’, as this implies that deafness is some sort of disease that needs to be ‘cured’, which of course it is not. So hearing aids cannot reverse your deafness: however, they can utilise and amplify the hearing you do have, which helps some people. We look at hearing aids in depth in Chapter 5.

			I have an over-the-ear hearing aid, which I love. It helps me in noisy environments by dulling background noise, it amplifies sounds, and importantly, it also streams music and podcasts! If I ever look a bit vacant during a conversation, I’m usually listening to Beyoncé. I also use the phrase ‘I am a hearing-aid wearer’ as this is factual, clear, and lets others know that I have communication needs.

			
Lip-reader

			Another physical categorisation is saying ‘I am a lip-reader.’ Many people like this terminology as it not only suggests deafness but it also indicates how the person will be listening (by reading your lips), which is useful for the speaker. Lip-reading teacher and lip-reader herself Lisa Cox says: ‘Just say “I need to lip-read you.” It is very successful. It is positive, as it says what I can do and makes it clear what I need – very useful when someone is wearing a mask.’

			If someone lip-reads it is important to face them while you are talking, keep your mouth visible (e.g. don’t cover it with your hand) and speak normally. Over-enunciation actually makes lip-reading harder, so please avoid that when speaking to lip-readers. You don’t have to be Julie Andrews for us to understand you.

			It can be harder to lip-read when you meet someone for the first time, as an accent may alter the way their mouth moves and different people use different speech patterns. We will look further into this in Chapter 8.

			Deaf

			As mentioned, Deaf (with a capital) is generally reserved for people with profound hearing loss, usually from birth. As Deaf actor Sophie Stone puts it: ‘I was born Deaf so I don’t consider myself to have “lost” anything . . . no loss, no impairment, not failed or broken.’

			People who use BSL as their first language can also call themselves Deaf. RNID advocacy officer Annie Harris agrees: ‘I am Deaf, because as well as my profound deafness, I consider myself to be part of the deaf community, where we communicate using BSL, which is a beautiful, rich language.’ Sophie Stone agrees: ‘I’m Deaf. Big D Deaf because I’ve found my identity, my truth and community.’

			Some activists are pushing for the whole of the deaf community to be recognised under one term, using either ‘Deaf’ or ‘deaf’, but this is not yet widely accepted in the UK. As Clare-Louise English, co-founder of and co-artistic director at Hot Coals Productions, puts it:

			I liked using ‘small d deaf’, which used to be common, because for me it spoke to the fact that I consider myself as deaf and part of the community but without claiming I’m something I’m not, because I wasn’t born deaf with BSL as my first language. Nowadays, though, people prefer to use ‘big D Deaf’ for everyone, which is more inclusive, though I think we’ve lost some of the nuance of d/Deaf.

			Many within the BSL community want to preserve their beautiful language and Deaf culture, and recognising everyone who has some degree of deafness or hearing loss may cause this to be lost. American model and activist Nyle DiMarco says, ‘the capital D is a choice. It is how I see myself, and how I want to be seen. It’s my preferred way of naming my identity’.2

			deaf

			The ‘deaf community’ (lower-case d) generally covers a whole range of hearing experience. Personally, I love to use ‘deaf’, as it feels inclusive of those with mild/moderate hearing loss, those who lip-read and use subtitles, those with hearing aids/cochlear implants, and those who use BSL – without blurring our experiences. So often we only see extreme impressions of deafness represented on mediums such as TV – for example, the baby on YouTube getting a hearing aid and hearing their mother’s voice for the first time, or Grandad who won’t turn his hearing aids on, so the whole family has to shout. It is important to note that these examples do not reflect the majority of the deaf community, who are thriving, even when society tries to make everyday life particularly inaccessible. Remember, 1 in 5 people in the UK have some form of deafness. That is 12 million people in the UK, 10.3 million of whom have mild to moderate hearing loss (stats from RNID, 2022). Yes, many of these people are over sixty, but that doesn’t mean they are the grandad who won’t turn his hearing aids on. Many people will never tell anyone about their deaf status, while others prefer not to use hearing aids or choose to ignore the signs of hearing loss. That is their decision.

			Interior designer Micaela Sharp says: ‘I always say I’m “partially deaf in one ear” so that people understand they need to speak up.’ However, when it comes to how deafness affects her life, ‘Most of the time I completely forget about it.’

			I wrote this book to help inform readers, but not to shame anyone for their personal choices around their deaf experience. You do you! No matter where you are in your deaf journey, it is never too late to find a community, if you feel inclined to. Keighley Miles, leader of FDC, says: ‘Make connections with the deaf community even if you don’t identify as deaf. You will be surprised how many people don’t feel they fit into the deaf category.’

			I know I didn’t feel comfortable calling myself ‘deaf’ at the beginning, but that changed over time, just like it did for Keighley: ‘Now I identify as deaf because when I take off my cochlear processor I hear nothing.’

			Outside the UK

			If you thought the above was complicated, well, there are nuances in terminology outside the UK too. Jenni Ahtiainen, founder of hearing-aid jeweller company Deafmetal, explains: ‘In Finland, “deaf” and “hard of hearing” have a huge difference. The groups do not want to mix with each other. But in English outside Finland I generally consider myself to be part of the deaf community, although I am hard of hearing.’ In America the use of Deaf is also more pronounced, and is promoted by many Deaf institutions.

			So what have we learned?

			British Sign Language teacher Fletch@ summarises it pretty well:

			Hearing loss means you are hearing but you start to lose your hearing. Deaf means you are profoundly Deaf and you are very proud to be Deaf within the Deaf world. [Lowercase] d-deafness means you are deaf but you are within the hearing world and adapt to the hearing world.

			As we have discovered in this chapter, terminology around this is tricky, and no one phrase works for everyone. As RNID chief exec Mark Atkinson says:

			Everyone’s experience of deafness or hearing loss is different, and it’s important not to put people in a box. Everyone has a different story – some people are born deaf, while others lose their hearing as a result of noise exposure or a genetic condition. Everyone has different communication needs – some people use BSL, others lip-read or use subtitles. As a hearing person, it’s important to listen and learn how you can support someone and not make assumptions.

			The best thing to do is be led by the individual and ask how they like to describe themselves. If you are just starting your deaf journey, I hope the above descriptions have helped, but at the end of the day you should use whichever term resonates most with you. It is your deaf experience and no one else can tell you how to live your life – well, except our mothers, and our therapists, and our best friends on a night out – but you get the idea.

			In this book I will use the phrase ‘deaf’ to describe all experiences of deafness, but please insert your preferred terminology when reading.

		

	
		
			

			
Chapter 2


			Why am I deaf?

			Many people are born deaf. Some choose not to use hearing aids, and still live full, glorious lives. Other people are born with full hearing and then lose some of their hearing over time, like me. This chapter talks about the people like me and our experiences, as well as looking more closely at the reasons people become deaf. For clarification, I will refer to my deafness as hearing loss in this chapter. Lots of research is being done to try to discover the causes of hearing loss so it can be prevented: however, some people in the deaf community see this research as trying to eradicate the deaf community.

			According to a World Health Organization (WHO) report from 2021, ‘In children, nearly 60 per cent of hearing loss is due to avoidable causes that can be prevented through implementation of public health measures. Likewise, in adults, most common causes of hearing loss, such as exposure to loud sounds and ototoxic medicines, are preventable.’ The report goes on to state that, across the world: ‘By 2050 nearly 2.5 billion people are projected to have some degree of hearing loss and at least 700 million will require hearing rehabilitation.’3

			Hearing loss is not something that is going away, and it’s desperately important that we talk about it.

			When I was born in the late 1980s (I know! I read younger, right?!), babies were not given hearing tests as standard. This makes me wonder: if I had a hearing test as a newborn, what would it have shown? As a child, I had many ear infections, and even then I don’t remember my hearing being checked. If I had a hearing test at birth or in my early years, would it have detected some loss? If I had found out about my deafness at a younger age, I would have been able to learn so many more skills that would definitely help me today – BSL, for example. And if I knew I had hearing loss, perhaps I would have looked after my ears a little better at concerts as a teenager.

			As soon as I discovered I had hearing loss, in my late twenties, my next question was: why? Why has this happened? Did I do something wrong? I also needed to know from an emotional standpoint: I had this new diagnosis, but finding out a reason for it would make it solid and real, help me accept it. If there wasn’t a reason for it, I thought, then maybe it was all just a big mistake.

			Audiologist and founder of hearing-aid jewellery company Little Auricles Rita Kairouz says: ‘There is a wide range of reasons for a potential hearing loss, and some are curable. Your audiologist and ENT specialist will be able to work out exactly what is wrong and why.’ Curable reasons include ear infections and ear wax build-up. However, if you are diagnosed with medical hearing loss, like I was, this is not reversible. Nothing will make your hearing better again, but there are things that will help you, such as BSL, the deaf community, and possibly hearing aids.

			If you have a sudden loss of hearing, you should contact your GP immediately.

			
Hereditary deafness

			Yes, much like dairy intolerance or a strong sense of self-worth, deafness can be passed down from your parents. Thanks, Mum. My mum has hearing loss, and uses two hearing aids, as well as being dairy intolerant and having a strong sense of self-worth – it’s quite the inheritance for me! Luke Christian, owner of clothing brand Deaf Identity, has an even stronger inheritance: ‘I was born deaf and it is genetic in my family, going back at least eight generations.’

			The Royal National Institute for Deaf People’s website explains that:

			A dominant gene mutation that causes hearing loss can come from the mother or the father. The chance of passing on this mutation to your children is one in two . . . A recessive gene mutation that causes deafness in a child must have been passed on by both the mother and father. If the child only inherits one copy of the affected gene from one parent, they’ll be a carrier. This means that although they can hear, they can pass on the affected gene to their own children.4

			A 1 in 2 chance of passing on the gene, eh? Yes, I do have one sister – and no, she doesn’t have hearing loss. Maths in action!

			In contrast, illustrator Lucy Rogers was:

			Born deaf to hearing parents, so at first my parents were not quite sure what was happening as I was their first baby, but they knew something wasn’t right as I didn’t look up whenever someone said my name . . . My parents were a bit worried, obviously, about raising a deaf child, but luckily I had a great audiologist who assured them it would be okay and to communicate with me in SSE (so both sign language and spoken English) so I could pick up both.

			Lucy’s deafness could have been caused by recessive genes in both parents, or by another cause.

			Noise-induced hearing loss

			This is hearing loss caused by exposure to loud sounds. These sounds can be for a short period of time, like a gunshot close to your ear, or a long period of time, like working continuously in a loud environment like a factory or as a party planner for hen dos. Age-related hearing loss can also fall into this category, due to noise exposure over the years.

			Sound is measured in decibels (dB), just like electrical current is measured in volts or health is measured in Instagram posts of smoothies and yoga poses. Decibels sound Christmassy, which I like. It makes me think of the bells of December that Santa’s elves get out every year to mark the start of that tinsel-fuelled month. Anyway, it just means how loud something is.

			Sounds over 85 dB, heard for a prolonged period, can be harmful to humans. How loud is that? Well, 85 decibels could be a very noisy restaurant with music, laughter and clanging of dishes. Yes, socialising could cause hearing loss! A great excuse for not going out to that work colleague’s birthday, right?!

			Did you know that legally you can’t work in an environment where the sound level is over 85 decibels without hearing protection? Really, waiting staff and bar people should be wearing hearing protection, just like musicians do at concerts. If you are unsure if an environment is too loud, RNID provide this useful example on their website: ‘In a real-life situation, you should be able to talk to someone who is 2 metres away without having to shout over background noise. If you can’t be heard over the background sounds, the noise level could be hazardous.’ You can also download free apps for your phone that measure sound levels, if you want to work out exactly how many decibels you are being exposed to.

			Hearing loss caused by noise usually results in an initial loss of the higher frequencies. This will then spread to other frequencies if the exposure continues. My hearing loss was originally in the higher frequencies, which means goodbye to birdsong, some doorbells and my watch alarm. Hence the reason I’m always late, miss all my packages, and forget birds exist. When I discovered that noise could be the cause of my hearing loss, I immediately blamed the band Limp Bizkit, even though there is absolutely no proof it has anything to do with them. I do, however, remember going to their concert aged thirteen or so and sitting near a huge speaker because those were the cheap seats. My friends seemed to be having an excellent time, but I had gone along despite hating the band because I wanted to like the same things that my friends did. I remember it being very loud and shouty. Fred Durst (the lead singer) was singing ‘Keep rollin’, rollin’, rollin’’, which was my favourite of all their songs, and I was counting down the minutes until I could get back out into the quiet night air and roll on home. Years later, I was not shocked to find out that Fred Durst himself has hearing loss, and it has been reported that he now uses American Sign Language to communicate. Sending you lots of love, Fred.

			
Eardrum damage

			When I do talks for children and ask ‘Why might someone lose their hearing?’, I am surprised to discover that the first thing a child suggests is always a burst eardrum. Many people assume that hearing loss needs to be caused by an extreme event (like a noise being so loud it bursts your eardrum), but the gradual effect of noise has just as big an impact. Eardrum damage tends to come under noise-induced hearing loss; however, things like infections and even a bad ear wax removal process can also damage your eardrum. Avoid unregistered ear-wax removal practitioners!

			Infections/diseases

			Infections when you are in the womb can lead to hearing loss, as can birthing complications including ‘birth asphyxia (a lack of oxygen at the time of birth), hyperbilirubinemia (severe jaundice in the neonatal period), low birth weight, other perinatal morbidities and their management’.5 Meningitis, glue ear and chronic ear infections in childhood can also be a cause, as can viral infections and chronic diseases in adulthood. Some infections can lead to damage or a burst eardrum, or a medication to treat a certain condition may have the side effect of hearing loss (see the section on ototoxic drugs on p. 30). Author Jaipreet Virdi explains the cause of her deafness in her book Hearing Happiness: Deafness Cures in History: ‘When I was four years old, I became ill with bacterial meningitis and nearly died’,6 whereas interior designer Micaela Sharp explains: ‘I was about thirty-two and woke up one day to discover I couldn’t hear fully out of one ear. I’d had a virus, so I thought my ear was blocked.’ She discovered that she had significant hearing loss on one side. It could have been the virus that caused the loss, or perhaps it just exacerbated a loss that was already there. Sudden hearing loss is not very common, and it is important to book an appointment with your GP or audiologist straight away if this happens.

			Two well-known diseases cause hearing loss and tinnitus: labyrinthitis and Ménière’s disease. However, blogger Bethan Harvey explains there are other rarer conditions that don’t fall under diseases that can cause deafness too:

			I was born with microtia, which is a rare condition affecting 1 baby in every 7,000. I was born with grade 3 microtia to my right ear, meaning I was born with a peanut-sized fold of skin tissue with no ear opening instead of the typical ‘normal’ ear with cartilage and opening. As a result, I was born fully deaf with no hearing in my right ear.

			Ear wax

			One of the few causes of hearing loss that is curable is ear wax. You may have a wax build-up, in which case you need to see an audiologist, who can remove it safely – and possibly restore your hearing. Wax is one of the first things a GP or audiologist should check before giving you a hearing test. Wax build-up is pretty common, but you can no longer get ear wax removal services on the NHS; you will have to pay for this in the UK.

			As audiologist Adam Chell advises, ‘The general rule is, don’t put anything in your ear that is smaller than your finger.’ Please don’t try and get around that by using your child’s finger – that is gross, but excellent creative thinking. Using cotton buds to remove wax can actually make your wax problems worse. Adam has also removed the tips of cotton wool buds from patients’ ears, so be warned! Using a few drops of olive oil in your ear overnight to dislodge wax is generally considered a safe home remedy. But if you suspect you may have a burst eardrum, do not use olive oil as it could cause further damage.

			Menopause

			Unfortunately, as with many health conditions that affect women, there hasn’t been enough study into the relationship between menopause and hearing loss.7 However, an American study in 2013 concluded that ‘Older age at menopause [over 50] and longer duration of postmenopausal HT [hormone therapy] are associated with higher risk of hearing loss.’ It would be great to see more studies into this connection, but it’s worth being aware of if you are going through the menopause and notice symptoms of hearing loss.

			Ototoxic drugs

			Powerful drugs like those used to treat cancer can cause hearing loss. Some types of penicillin can also cause hearing loss, but only in large doses. Speak to your GP if you have any worries. Some antibiotics also cause hearing loss: ‘The group of antibiotics that is most likely to cause hearing loss is called aminoglycosides. These include gentamycin, streptomycin, neomycin. These antibiotics are often used to treat serious or life-threatening bacterial infections such as tuberculosis’.8

			There is little reported connection between recreational drugs and hearing loss, but some studies have claimed that opioid addiction (heroin, morphine, fentanyl) can cause hearing loss. I wonder if a study has been carried out yet on the connection between cannabis and hearing loss? If not, I’m sure that lots of people in cafés in Amsterdam would be interested in taking part.

			Brain tumours

			Yes, this is what came up on Google when I looked up causes for my hearing loss. I have anxiety, and I really should have learned by now not to google symptoms . . . I should just wait to see a doctor. However, because my hearing loss was one-sided and I had loss in the higher frequencies, I was sent for an MRI to check I didn’t have a brain tumour. You can imagine how anxious I was waiting for that appointment. I was actually writing a stand-up comedy show at the time, and being told I might have a brain tumour was not conducive to being creative – or funny. I blamed every badly written joke on my possible brain tumour. The brain scan itself was fine, as long as you aren’t claustrophobic, although it’s – ironically – very loud and they play music over the top of the machine noise in an attempt to drown it out, so if you have any sort of noise sensitivity, which I do, then the whole thing is quite intense.

			You have to remove all metal from your body before you have an MRI as it’s basically a huge magnet, and you absolutely spend the first ten minutes worrying you haven’t accidentally swallowed a nail. You also have to take off your bra, as they can have metal underwiring, which I remember being really prudish about. I guess I never expected to get to second base with a machine. When the ordeal is finally over, you are led back to your bra (and your clothes) and you gaze deeply into the eyes of the healthcare worker escorting you, wondering if they are treating you like you have a brain tumour. You know the people on the other side of the MRI screen have seen your scan and know whether it is clear or not, but you have to wait a couple of weeks for a doctor to tell you the result.
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