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INTRODUCTION:
A BIT OF HAIR AND
A WHOLE LOT TO SHARE

The last room I ever saw was the inpatient ward at Moorfields Eye Hospital.

On 23 March 2013 at 8am I was sitting in my hospital gown and very glamorous knee-high, bright-white hospital socks. An arrow was drawn just above my left eyebrow in marker pen, pointing down to be sure the correct eye would be operated on. I didn’t want to believe I was losing my eyesight, but, as the hours ticked by, I longed for my name to be called to head into the operating theatre. I wished with every atom of my being that I could be on that plane with my friends right now. They were off on a history A-level trip to Poland that I should have been on. I unlocked my iPhone and scrolled to my Spotify playlist called ‘Bye Eye’. Shaking, I plugged in my headphones and listened to ‘Echo’ by songwriters Jason Walker and Nicholle Anne Galyon. To this day, I find it hard to listen to that song without thinking about what happened. I remember repeating the lyrics ‘I don’t really know where the world is but I miss it now’. I felt numb and in a trance.

My mum, Auntie Kaz and I had arrived at the hospital early. We were informed that I would be the first operation of the day, but I ended up being the last. At around mid-afternoon my consultant, whom I had known since I lost sight in my right eye, came to see me and my family. It just so happened that he was retiring in the same week when I was losing everything. I couldn’t help but take that as a little sign from the universe. He had cared for me for over six years and I had always respected and valued him, so I felt really touched that he had come to see me.

He looked at me and said, ‘Lucy we always hoped it wouldn’t come to this.’

Mum and Kaz never stopped holding my hands and kissing my face. The consultant walked away and I started crying.

It was like time stopped – in one instant I had hope for my future, and then that hope was swallowed by a black hole. I started to really evaluate what hope now meant for me because, as he said the word ‘hope’, the more I believed there wasn’t any left. If the doctors who had been taking care of me for so many years didn’t know how to cure my blindness, then what was this ‘hope’ that I had been believing and investing in for almost ten years? What was hope when I had been waiting for my eyes to get better and they weren’t going to? What was hope when I had spent hours and hours at hospital appointments only to lose hope?

So much expectation, so much desire for a sighted future, but it all seemed so futile as I realized I had no control over my own body anymore. Hoping my eyes would work one day was never going to actually make them work!

I had always been told by medical professionals that they weren’t sure what my eyes would do, but, because I was functioning day to day, I wanted to believe that I would have sight forever.

Kaz turned to me and said, ‘This is not the end of Lucy Edwards.’ Her words are moulded into my memory because I didn’t believe her – I felt that it was the end of me. I could have never imagined what my life now would be and how the smallest of changes could make the biggest of differences.

If you had said to me back then, ‘Luce, you’re going to be the face of a global haircare brand’, I would have spat out my drink, got back into bed and refused to believe you. But, in 2021, I found myself sitting in front of the Pantene team, the production crew, lights, cameras and one of the best directors in the world – Paola Kudacki; I told myself how proud I was to be living in this moment. I didn’t care about the 12-hour shoot days, the hot lamps or the number of times I had to get changed, because eight years previously I had lost my vision, my childhood and my mind. I had goosebumps.

I sat in the backstage loo with my hair in rollers having flashbacks to the moments when I told myself that I couldn’t go on anymore, holding back happy tears, thankful that I never gave up.

‘So how many people are there, Ali?’ I asked.

‘Loads Lu; there must be about 100 people in the studio – it’s massive, probably about five times the size of Mum and Dad’s kitchen. All of the walls and ceiling are white and there are so many people running around with different equipment, cameras, microphones, a sound desk. There are two giant umbrella-shaped lights beaming on to a white wall, wooden laminate, a seat and a desk where you’re going to be sitting!’

My sister held out my Spanx underwear while in the loo with me helping me step into them.

‘What’s the colour of the buttons on my dress? Do they match the dress nicely?’

‘They are rounded in shape and covered in the same satin material as the dress, Lucy.’

Alice helped me do up the buttons on my silky dress so that my nails, which had been painted specially, wouldn’t be damaged.

We walked out of the bathroom into my dressing room and Alice instinctively described what everything looked like, as she always did:

‘We are in the make-up room, Lu. All the make-up and hair tools are laid out beautifully on the table, with a few large hairdressing chairs, and a massive rectangular mirror with large-bulb beauty lights around it. The room is very, very narrow.’

As the hairdresser took my rollers out, I turned to Alice and asked her excitedly, ‘What’s my hair look like now with the rollers out?’

‘It looks like Hollywood hair – massive, sculpted waves, shiny and copper in colour. You look gorgeous – you remind me of Marilyn Monroe.’

We chatted as Alice took behind-the-scenes video footage for my social media channels.

I love Alice’s audio description over anyone else’s – she is my mirror. I can always rely on her to be clear and direct. She puts me at ease and makes me laugh all at the same time. I remember her calling me ‘Angel drawers’ as my make-up was glowing and I wore a satin cream dress – there’s nothing quite like your sister bringing you back down to Earth.

My new make-up artist, Eloise, had just applied my eyeliner – something I had never had done before. Up until this point, either me or my sister had always done my make-up. I felt anxious every time I went to look for a make-up artist. As a blind person, I only ever trusted Alice with my face so I had never hired someone to do my make-up. It felt lovely to get it done, but also very odd because I couldn’t necessarily have an opinion on how I looked when it was complete, and because I hadn’t made the brush strokes or picked the product, I felt detached from the experience somewhat. Usually Alice and I would talk about every little stage and detail if I wore new products so it felt less scary. This was a different experience that I relaxed into after a few hours. As I chatted to Eloise and she audio-described what she looked like, I became comfortable and felt like I had known her for years. It was refreshing that my work was allowing me to see another side of myself that I had never seen before. I was now relinquishing control of my look in order for Pantene to get the right shot, which tested me. I liked that a production team was handling everything. The only real way to determine how beautiful I feel is the ritual, the routine and the feeling. When those are stripped away, it is about the visuals, but there was a beauty in thinking about the words I was saying in more detail, not worrying about my make-up but connecting with my make-up artist and learning to trust new people. My appearance was something I had never let anyone else comment on other than Alice, Mum and Kaz for eight years throughout my whole blindness journey because I felt vulnerable. There is a beauty in shaking things up a little and doing something new.

After so many hours of chatting to the crew, I felt at home. I met so many lovely like-minded people and had to pinch myself at the end of day one that this was now my job.

Trying on my silky cream button-down dress, there was some last-minute tailoring for the seamstress to do. I waited in my fluffy dressing gown for my outfit to be ready while I ate some breakfast. Every time I ate or drank anything, my dress would be taken to be steamed by the stylists. I was quite nervous and running on adrenaline, but after I had some photos taken and started to film some lines of my advert, I felt so happy in front of the camera. The nerves were replaced with excitement that I was doing a job I was born to do.

On day two, my brand-new guide dog – Molly – was on set so she could walk me up the street. She did so well as we had only been matched with each other for a month or so. We hadn’t even qualified as a partnership yet, so my guide dog mobility specialist, Amanda, brought her to the set and helped me out with her. Her little crimped fluffy ears, her golden coat and her lovely calm temperament made the production team want to stroke her – who can blame them? – but the director on the microphone reminded everyone not to pet a working dog. I had been without a guide dog for eight months as my previous girl, Olga, had to retire. When I once again held my guide dog’s harness, I felt free and able to express myself.

At the end of the shoot, the whole crew clapped me for my work. I was on cloud nine. My new manager, Alan, handed me my Diet Coke and told me that that was the biggest clap he had ever heard on a shoot like this. I knew nothing about the world of social media and advertising, so having him to guide me was invaluable. Smiling from ear to ear, I practically skipped off the set.

Being chosen as Pantene’s newest ambassador means that, after years of walking into Boots or Superdrug and every bottle feeling the same, things are going to change. Now, when I or any other visually-impaired (VI) person purchases a Pantene product, they will have all the information they need because Pantene have collaborated with an app company called NaviLens that allows you to find and locate information easily. You don’t need to know where QR codes are placed; you can just scan the product with your phone’s camera and get the necessary information. Every Pantene product will have a NaviLens code on it, meaning that when you scan around the shop shelves with your smartphone, it will read out every product name, the ingredients, the user instructions, the price and much more. Up until now, you had to have good aim or some vision to scan an ordinary barcode on, say, a tin of beans, but not anymore.

It’s proof that the smallest changes can make the biggest difference – it means that, for the first time, not everything in this world is just about how something looks; it’s about how it feels. It means that we are finally seeing disability representation in the mainstream where it belongs.

Every day I remind myself how lucky and grateful I am to be a spokesperson for blind people everywhere because, when I lost my sight, I didn’t have anyone to look up to and I hated being different. I have embraced my sight loss and everything that this journey has taught me. Do I feel emotional that I am in such a position of power and a global brand has trusted me to represent them…? Of course! When you have just had your eye sewn back up and you are learning how to pour a drink again, it’s not something that you think will ever genuinely happen.

When you are living through a life-altering illness, it’s impossible to see a future, VI or not. Also, when you live in a sighted world for 17 years and suddenly everything you hold now isn’t accessible, it’s hard to think of a world that offers that freedom back again.

But why should you care about my journey?

Well, dear lovely reader, joy.

I want to share my sight loss story with you because, even if our path to grief has been different, we can all relate in some way. I know what it’s like to not want to live anymore, for your whole life to change in one instant, to no longer recognize yourself. But I also know what it is like to film a major TV advert, find love, have a successful career, be independent and live your dream life.

This is a book for anyone dealing with loss and grief. It’s for anyone who can’t see a happy tomorrow. It’s for anyone who can’t reconcile the person they are now with the person they used to be. It’s a book for a parent, friend, family member or loved one of someone going through a life-altering, world-shattering, heartbreaking event.

It’s a book for those who can’t accept what has happened in their life and can’t process it years later. It’s for anyone who, like me, has missed out on life’s big milestones because, while everyone else their age was thriving, they were doing their best to survive.

After reading my book, I hope you’ll know that, just because life is hard at the moment and you are running ‘behind’ everyone else, it doesn’t mean you can’t forge your own path as I did.

Society says that you have to drive a car, go to university, get married at a certain age and live life in a certain order, but what happens to your plans and your mental health when a life-changing event means that order no longer applies to you? It took me a long time to figure out that I am the one writing the script for my own life, and I wanted to create a resource so you don’t have to take as long to get back on your feet as I did.

Readjusting your path is scary and traumatic, especially because these milestones are what everyone expects of you, but remember that other people’s expectations are not your reality. The only limits that we have are the ones we place on ourselves, because no one else has the right to comment. One person may get out and about using a mobility aid such as a wheelchair, a long white cane, a Zimmer frame, a motorized vehicle, a guide dog or a walking stick, but none of these modes of transport are any less valid than the other. They are just different. Just because we aren’t the default ‘normal’ human does not mean that our lives are any less valid. What is normal anyway? The beauty of life is that we are all different otherwise it would be boring.

Just because one part of you has died doesn’t mean you can’t love this version of yourself; it is just going to take time. While you are taking things day by day, I want to give you tips, insight, positivity and practical solutions to feel happier with yourself, as well as hopefully make you laugh and smile along the way with my life story up till this point.

Use this book as a companion to get you through this hard time; a way for you to relax and unwind after a stressful day. Do the exercises included at the end of each chapter when you are having a self-care day and taking some time for yourself. We all need to make some space to just breathe and reflect on what has happened in our lives.

I hope to show you that, just because you are different now, does not mean you are broken. You just need to find that part of you that can sparkle again. Just like my guide dog Molly guides me, I will guide you to find a different but amazing version of yourself. Now, let’s get started!

THE STAGES OF GRIEF

Anyone who has experienced grief will know that it is not something that ever really goes away, and it creeps up on you unexpectedly. My mum, who worked as a palliative care nurse, would occasionally talk about loss when I was a child if I was upset, and would explain a theory of loss to me in a child-friendly way. This theory, by Elisabeth Kübler-Ross, talks about stages of grief defined as denial, anger, bargaining, depression and acceptance. This model was introduced to help terminally ill patients confront their own death and though it was never intended to be used by people who would live with grief, I found her ideas loosely applied to my situation when chatting with my mum. They seemed to help me at the time, although I don’t think the stages seem as clear as this when it’s actually happening to you! It’s only now, as I write this book, that I realize my experiences mirror some of these stages. The grief I experienced definitely isn’t linear in this way and feels very ‘all over the place’. Indeed, this was the main criticism of the model – that stages didn’t happen in a linear way and that not all people experience all of the emotions detailed in the model. I have loosely explored seven stages of grief by mentioning them in the context of my journey below, but don’t forget that it’s a huge subject and to do it justice we would be reading for hours! These are just some of the things I felt, and the huge variations in theory (some talk of five stages or different types of grief) could be explored in a lot more detail. My reality was that I found it best not to set limits or a time frame on the grief process and know that everyone’s different.

The first stage: Shock and denial

Generally understood as a period when we refuse to acknowledge or deny our loss, this may also include a period of numbness. I spent many years in denial of my sight loss and I would agree that this denial and shock provided emotional protection. In my case, this went on for many years.

The second stage: Pain and guilt

This is when the loss of love or any loss is felt and the pain of this starts to become very real and upsetting. You may feel guilty for needing more help from those around you – for me this was certainly a very big thing. It felt like an intense pain losing my eyesight and anyone who has lost something very dear to them will identify with the immediate hurt that this brings. It’s worth remembering that what happens in these moments is etched in your memory.

The third stage: Anger and bargaining

When I think about feeling angry about my sight loss it’s always the thing I feel most upset about, but it’s worth noting that it’s very natural to feel angry. It’s also very normal to bargain with yourself. This is described by many theorists as the point at which we start to make deals with ourselves. I can remember the times when I felt angry at everyone and I thought that perhaps if I had managed something differently then I wouldn’t be finding a situation so hard. This is a difficult time and having loved ones close who understand this is vital.

The fourth stage: Loneliness and depression

I really started to feel like I didn’t want to bother doing things, slept for long periods and gave up on life for a long while when the reality of my sight loss becoming permanent kicked in – the loneliness and isolation of being non-sighted in a sighted world that made very few provisions for blind people. The times when I am having a bad blind day remind me that the grief process definitely isn’t linear and how I have to be mindful and careful to look after my mental health.

The fifth and sixth stages: Upward turn and reconstruction

For me, developing new meaning for life as non-sighted Lucy took time. Gradually, as the days moved on, I started to work out how I might be able to adjust to a new life. One standout moment for me was deciding to wear only cream, black and white clothes on a daily basis because I didn’t want to worry about wearing clashing colours and patterns. This was a signal to me that I was starting to return to a new state of normal where I am happy to organise my wardrobe in a different way. Clothes, fashion and style still are an important part of my life, but I am able to accept that my everyday outfits are more monochrome to save time and mental energy.

The seventh stage: Acceptance

This is described as the time when we are able to start to live our life again. As I sit on a Zoom call talking about the social model of disability and saying I am happy being blind, it’s clear to me that acceptance has arrived. The excruciating pain has lifted, and life can be experienced again. This doesn’t stop the sadness at times, but to be able to find joy in life is an amazing feeling. Drawing a line in the sand between sighted Lucy and non-sighted Lucy allowed me to acknowledge what has been and who I was and accept what’s yet to come. It’s a good place to be.

Your journey doesn’t have to fit into these categories, but knowing what may be ahead, may be of help.

You can make your own model – maybe grab a pen and your notebook and take some time to think about how it might look for you…


Exercise: Have a think about where you are now


• How have you related to the stages of grief so far?

• Describe how each stage of grief has affected you.





You can come back to this exercise.


Exercise: Create mini enjoyable moments

List three small activities you can do to have mini enjoyable moments, so you can build up to a day that’s happier. At the beginning, it was an achievement if I lit a candle or played a song and sang to it. What are your three activities?
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CHILDHOOD/EARLY LIFE:
BEFORE SIGHT LOSS

When I was little, I was that girl stealing her mum’s hairbrush, aka ‘microphone’, and parting the living room curtains to reveal myself and my sister Alice in tie-dye tops, crimped hair and Claire’s Accessories make-up, presenting a whole talent show that involved Alice and our Bratz dolls singing along to S Club 7. I have always loved to create and perform. My childhood was packed full of happy memories, but, when I lost my vision, I lost myself and forgot who little Lucy was. I didn’t recognize her anymore. For a long time I didn’t want to think about little sighted Lucy as she was happier than the current version of myself.

To tell you the truth, a lot of the descriptions of the scenery and visual parts of the stories I am about to recount are visual memories from Dad that we chatted about before I wrote this chapter. I have completely blanked out my memory, which is called dissociative amnesia. This is a very common theme throughout my teens and early twenties. Everything I am recounting to you obviously happened to me first-hand, but has had to be bolstered by memories of family and friends who are the closest to me and who were with me in these moments in order to build up a picture for you.

I look back on my childhood years with such fondness now. It has taken me a long time to process who I was back then compared with the Lucy I am today. Bringing my pre-trauma memories together with my post-trauma self has been really hard.

For the first eight or so years of my life, I lived on a long crescent in Pelsall, Walsall in Birmingham (in the West Midlands). The street was full of brand-new houses, but not much plant life. I lived with my mum, dad and sister, Alice, around 35 minutes away from my extended family in Sutton Coldfield. We also had two little tabby cats named Max and Bruno. They were brothers from the local cats’ home and Bruno was darker in colouring and Max a little lighter. Back then, my mum would work into the early hours on the wards as a nurse at the local hospital while my sister and I were fast asleep in bed. My dad would be the one to get us ready for his mum Sonia’s (aka Nan’s) house for the day, before he went to work as an electrical engineer. We would all get into his old army-green Vauxhall Nova saloon, a boxy square car that he bought off my grandad. He used to call it ‘the green machine’. This was the late 1990s and, for context, just to get across how uncool our car was even back then, someone drove into the back of him after he dropped me and Alice off at Nan’s one morning on the way to work. The insurance company found that it was the other person’s fault, but didn’t want to pay out to fix the damage because that would cost more than the price of the car itself. My dad bought it back off the insurance company for a few hundred quid anyway as we were quite tight on cash. We didn’t have lots of money, but we were happy.

A lot of my early years were spent with my nan and I have such fond memories of those times. Nothing was too much trouble for her. She adored me and Alice, and my cousins. Nan’s toast was like no one else’s – Warburtons white toasty bread with Hartley’s raspberry jam that she took the lumps out of for us. We would sit with her watching daytime TV and colouring in Groovy Chick colouring books. Alice says that I used to make her colour within the lines as I felt passionate that we needed to keep our books neat and someday hang them on the wall. Nan and Grandad’s garden was amazing, too. In the summer, they brought out the sandpit and paddling pool. They even bought multicoloured balls and made a ball pit for us. They then bought a double swing and concreted it into the ground on the grass. Me, my sister and my cousins thought this was the best thing ever.

Making cards was one of my favourite things to do. Nan bought us whiteboards because I loved scoring things after watching Strictly Come Dancing, so I
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WHAT DOES HAPPINESS MEAN FOR ME?
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