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Introduction


I wake up and I can’t breathe or move. My throat is contracting and I can’t shout for help. My husband is lying next to me and my dog, Ted, lies at the foot of the bed. They are both asleep and I can’t move to wake them. I’m scared witless. They say your life flashes before your eyes when you’re about to die, and it’s true. I know this is desperate. I don’t have much time left.


In an instant, Ted is on his feet. He rushes over to the panic button on our bedroom wall and presses it with his nose. When the operator answers, Ted is barking so she knows he’s there. She expects him now: ‘Hello Ted, tell Mummy and Daddy there’s an ambulance on its way.’ He rushes round to Peter’s side of the bed and pulls at his pillow and barks to make sure he’s awake. Peter turns me on my side and, after a time, I can breathe again. The relief is intense.


By the time the ambulance arrives, I’m breathing normally and starting to recover, but we are both shocked. One of the paramedics tests my oxygen levels.


‘It’s a good thing your husband called us so quickly,’ he says. ‘Even if he can get you breathing again, we need to check there hasn’t been lasting damage. Seconds count when you can’t breathe.’


‘Oh, it wasn’t my husband who called you,’ I say. ‘It was the dog!’


They turn to look at Ted, who is sitting on the bedroom floor, watching me to make sure I’m OK and hoping that these men will go away so he can get his well-earned treat. They can’t believe it. But by now I’m used to people being amazed by Ted.


‘You mean your dog just saved your life?’


‘Oh yes,’ I say, ‘he does it all the time.’ I reach down and stroke Ted’s head. ‘I couldn’t live without him. Ted’s been the making of me.’
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Ted is a handsome nine-year-old golden retriever, with a beautiful pale gold coat. Like all golden retrievers, he’s good-natured and eager to please, but he has a cheeky side too: he loves playing and larking about and helping himself to things he’s not supposed to. But Ted is not an ordinary dog. He’s my full-time carer, trained by the charity Canine Partners to care for me since he was eighteen months old. He’s been by my side since he was a ten-week-old puppy. He’s with me twenty-four hours a day – he helps with daily tasks, and if my life is in danger he raises the alarm. He even receives payments from the government towards his keep, in recognition of everything he does.


I was born a ‘butterfly child’ – my skin is as fragile as a butterfly’s wing. I have a rare genetic condition called recessive dystrophic epidermolysis bullosa (EB), which means the skin is extremely delicate and even the slightest knock can cause it to tear or blister. It means every movement is difficult and causes pain. It affects the body inside and out, so the skin in my throat and mouth is very delicate too – coughing, crying or choking can all cause blistering. After years of damage, my throat is now very small and I can stop breathing at any time. I’ve needed full-time care for over two decades now – and Ted has been responsible for most of it for nearly eight years.


When it’s time to get up, Ted uses his mouth to bring me the clothes I’ve laid out the night before and helps me put them on. I go to the bathroom and get in the shower. As soon as he hears the shower switch off, he brings me my towel from the radiator – unless he’s decided he wants to play a game, and then he dances about with it first. ‘Come on, Teddy, can I have the towel, please? I’m freezing!’


Hang on a minute, just playing!


When I’m downstairs, I say, ‘Right, Teddy, are you ready to go out?’


Yes!


He fetches my shoes and his lead, which I clip on. ‘Thank you. In my hand, please, Teddy,’ I say, and he hands me his lead with his mouth. If the lead is caught behind his front paw, I say, ‘Fix that, please,’ and he steps over it. Someone once laughed at me for saying please and thank you to my dog, but I’m always polite to Teddy – he’s working for me after all. I’ve always treated my animals with the utmost respect.


He knows where to go from my voice. ‘Cup of tea, Teddy?’ I’ll say, and he’ll take me straight to the nearest café. He knows exactly where he’s going – I’d happily follow him with my eyes closed.


Ted stays on my right, to balance me – my right hip is very bad and if I fall, I fall to the right. He leads me round any holes or anything sticking up in the pavement that might cause me pain. I feel utterly safe with him – if anything happens to me, I know he’ll bark and get help.


It’s impossible to describe how different it is being looked after by a dog. I hate being cared for by a human now – I’m too independent. I just want to do it myself. Before Ted, my husband Peter would have to look after me when we were out, and it felt like he stopped being my husband and became my carer. It was awkward for both of us.


I used to feel self-conscious when I left the house; I knew that when people looked at me they saw only a disabled woman. But with Teddy it’s a whole different story. People love him. They love to watch him do things for me. When we’re out together I become invisible, but I don’t mind that – I’m proud of him and the way he takes care of me. He makes me braver – if I go into a hospital for a procedure, I don’t think about what they’re doing to me, I’m thinking about Ted and how he is. I don’t cry out or make a fuss because I don’t want to upset him.


[image: ]


We go to the supermarket and I point at what I need. ‘Can you get that for me, Teddy?’ Which one? He looks round the shelves, moving his head up and down. ‘No, not that! That one! That’s it!’ Oh, that one! He grabs it with his mouth and puts it in my basket. When we’ve finished, I let him take the last item to the checkout in his mouth – he likes to carry one thing himself. I have my purse in the basket and he takes it out, puts his paws up on the counter and gives it to the checkout girl. She takes the money, puts the change back and hands it back to Ted, who drops it in the basket. I think she enjoys it as much as he does. One of the great joys of having Teddy is the pleasure he gives other people, as well as the family.


Back at home, he unzips my jacket and pulls at the sleeves to help me take it off. He undoes the Velcro on my shoes and pulls them off my feet and then he pulls his Canine Partners jacket off over his head.


Ted works hard and concentrates all day, but when his jacket comes off, that’s when the party begins. It’s time to be silly. He always has time to relax, to play, and just be a dog. When Peter and I are out with him, people will say, ‘Oh, you’ve got such a quiet dog!’ We look at each other and start laughing – they should see him when he’s at home or tearing around on the beach.


Ted rolls around on the floor on his back, chewing a squeaky toy. I grab the other end and pretend I’m trying to take it away from him – he loves playing tug with me. ‘Give it to me, Teddy, it’s mine!’ I say. He holds on tight. But if I really need him to give it to me, I just say, ‘In my hand, Teddy,’ and he’ll do it immediately. He knows when we’re playing and when I’m serious. We know each other inside out by now.


If I need anything in the house, I can just ask Teddy to fetch it for me. If I drop anything, he picks it up for me straight away and puts it back in my hand. My hands aren’t very mobile after all the scarring over the years, but no matter how many times I drop something, he’ll keep picking it up for me. He doesn’t give up.


The washing machine finishes its cycle. When Teddy hears the click, he starts running towards it. If Peter, my husband, gets there first, he pushes him out of the way with his shoulder – Shove over, shove over, I’m doing it! He knows, if he does the washing he gets a treat. He pulls the washing out of the machine, puts it in the basket and drags the basket out to the line. I sit at the washing line and he hands me each piece of clothing with his mouth, and then a peg. Although sometimes he’ll make me wait, while he runs round the garden with the peg in his mouth. ‘Come on, Ted!’ I say. Just playing, Mum!
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Looking after a dog means you’re totally needed. It’s an amazing feeling. It makes you keep going, gets you up in the morning and gives you a purpose. For years, I’ve been the one being cared for and now I’m caring for him. It gives me some kind of standing, in my head if nowhere else.


Ted does so much for me, but the most important thing he’s given me is his friendship. If the pain gets bad, we just have a cuddle or a game. Come on, Mum, don’t think about it! Let’s play instead! Ted doesn’t know I’m disabled: he just knows I’m his mum and I love him. Nothing else seems that important if I have that moment at the end of the day when I put my arms round him and snuggle into him. I think, I can cope because I’ve got you. He makes me feel weightless, like I can do anything. I can do anything if I’ve got Ted.


At bedtime, we give him a Bonio and that’s when he knows it’s time to sleep. Teddy always sleeps by my bed. Before Ted, Peter and I could sleep for only two hours at a time because someone had to be monitoring me while I slept. It was exhausting for both of us. Now, if I stop breathing, I know Ted will sense it and we rely on him to press the emergency button. We can both sleep easily now, knowing Ted’s there.
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He’s just so much fun to be around; I’m high as a kite when we go out together. It’s hard to stay confident when you have a disability – people do treat you differently and I’ve gone through periods of feeling really quite low and anxious. But Ted’s given me a life I could only dream of. This is the story of how we found each other, through fate, hard work and two very special rescue dogs. It’s a story of love, hope and determination. This is the story of me and Ted.










chapter 1


An Adventurous Child in a Delicate Body


I was born with skin not made for this world. The first sign that something was wrong came when the midwife knocked my hand and the skin came off. Soon it became clear that my skin was blistering and tearing at the slightest knock. Picking me up or trying to feed or dress me caused nasty wounds, which were very painful and often became infected. A nurse tried to turn me in my cot and all the skin came off where she’d touched me. It frightened her to death and I still had the handprint-shaped scar on the side of my body when I was in my twenties. Not long after that early experience, I was diagnosed with EB.


EB is a rare and painful condition. A faulty gene, for coding collagen VII, means that the skin isn’t properly anchored to the layers underneath, so it tears and blisters very easily, both inside and outside the body. Many children with EB die in infancy and my parents were told I was unlikely to survive for more than a few days. I was christened at three days old.


To try to protect my skin I was kept in a cotton-wool crib; which has led to ‘butterfly children’ also being known as ‘cotton wool babies’. I hated the feel of the cotton wool; it set my teeth on edge. I still hate it today.


EB is inherited, but that was never properly explained to us, and my mother was convinced that I’d caught it from the midwife who, by strange coincidence, had a son with EB. I grew up thinking that I was contagious, and whenever anyone had a baby I made sure I stayed out of the way. I didn’t explain why I was doing it and put up with people thinking I was being a bit funny. My two older sisters were born with ordinary skin, but my little brother, who was born when I was sixteen, also has EB. I can still remember the day he was born: I was convinced he had caught it from me. I felt very guilty.


My childhood was spent being taken from hospital to hospital. Because EB is so rare, I used to be taken to medical conferences as a sort of exhibit. I dreaded it. Once, when I was about six, I was made to go up on stage in front of a group of medical professionals, and a doctor rubbed the skin on my hand to see how much pressure it took to blister it. He rubbed my thumb until a blister appeared. I was terrified of seeing doctors after that.


The only exception was my local doctor, who I went to see from the age of five to seventeen. He had two Airedale dogs who sat on either side of his desk, like bookends. I was allowed to stroke them: I can still remember the softness of the fur in my hands. Mum said to him, ‘The only reason she comes to see you is because of those dogs!’ That was the only appointment I looked forward to.


All my life, I’ve been given deadlines. After surviving the first few days, my parents were told that I would die when I was three. Then we were told I would probably not live beyond the age of ten. When I was old enough to understand, I was terrified. I used to try to imagine what death would be like. I was petrified when my tenth birthday came round. When I didn’t die on my birthday, I thought they must have meant that I would die when I was ten, before I was eleven, so I spent another year frightened witless. I never told my parents about it. I knew how much it upset them, knowing that I was going to die.


Extraordinarily, there were three babies born with EB in our village – doctors now can’t believe it when I tell them. One of them, a little boy, died when he was eighteen months old. I used to walk over to his grave and talk to him. I’m not sure why; I just felt so sorry for him. No matter how ill he was, he couldn’t have wanted to die.
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I spent most of my early years wrapped in bandages. You learn to manage EB as you get older: now, I move very carefully and think about every gesture. Everything is planned and precise: if I put my coat on, I have to ease the sleeve up to give it a bit more room or the fabric will bring up huge blisters. If I want to turn over in bed, I have to get out and carefully get in again in a different position. I have to rub ointment into my eyes every night, otherwise my eyelids will stick to my eyeballs and blister – it’s agony. Everything has to be calibrated: if you walk too far one day, you might have to let the skin on your feet recover for days afterwards. It takes huge amounts of concentration and practice, and it’s almost impossible for a child to master. When I was little my skin was constantly torn and blistered, and I walked about covered in bandages.


I attended the local primary school until one day, when I was about seven, a boy pushed me over and stood on my hands and refused to get off. I pulled my hands from under his feet and it took the skin off almost down to the bone. I can still remember the pain to this day. The boy wasn’t told off, and the school said they couldn’t cope with me, so my parents would have to find somewhere else for me to go.


Reluctantly, they decided to send me to boarding school. The doctor suggested that they choose one in Switzerland for the clean air. I liked the sound of it: I’d read the Heidi books and imagined myself halfway up a mountain, in a cosy chalet, surrounded by animals. I would still love to go to Switzerland one day. But Mum decided it was too far and I was sent to school in Broadstairs, Kent.


The school they chose was a school for children with asthma and eczema, and I was the only child with EB. Because most of the children had breathing problems, we were taken on long walks and had a lot of our lessons outside – the sea air was supposed to do them good. The walks were dreadful for me: my feet were constantly blistered. Some of the children with asthma would wake up in the night, struggling to breathe. I would try to help by sitting behind them and pressing their ribs to force the air out. Some nights were so bad that we were all bleary-eyed the next morning.


The school looked idyllic – a large old house, with a beautiful shrubbery, a kitchen garden, and well-kept lawns surrounded by trees – but the atmosphere was very cold. The nurses and teachers were strict and they just saw you as a patient, a charge. There was no love in the place.


I didn’t like boarding school, but when I was little someone had told me that my parents had sent me away because they didn’t want me at home – they didn’t like changing my bandages. As a child, I had no idea that adults didn’t always tell the truth and I believed what I was told. I thought that, if my parents didn’t want me, I couldn’t make a fuss or I’d have nowhere else to go, so I tried not to complain. I’d arrive at the start of term, go down to the basement, put my coat on the hook, my shoes in the cubby-hole, and cry until there was nothing left. But after that I’d get up and get on with the term. I made the most of the life I had. I learnt at an early age that you make your own happiness. As long as you acted happy, it was possible to feel happy.
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I missed my parents dreadfully. They rang me every Sunday evening at 6 p.m. and I would always tell them I was well and happy. Then I would go to bed and talk to my toy panda, pretending I was talking to my mum and dad and telling them how I really felt. My mother wrote to me every day and my father wrote twice a week and they sent boxes of sweets to be shared out among all the pupils. I felt lucky: not many of the girls got letters, and very few ever had parcels. Each day after lunch, in all weathers but rain, we had to rest on camp beds in the playground. After our rest, we all lined up for one sweet each. While we ate our sweet, the staff in charge of us that day read out the letter my parents had sent me. I never minded sharing the sweets or the letters. I liked the fact the girls knew my family as well as I did.


My mother was a busy lady as she worked full time, but she always found time to write to me. Dad used to let a young man called Pip out of work a few minutes early to catch the post for my letters. Both Mum and Dad came to take me out every visiting day. We always seemed to get good weather. Dad called the days Sunny Wendy Visiting Days.


One visiting day, when I was about nine, my mum took me to a sweet shop for a treat. I chose two Caramac bars and took them to the till. As I handed over the money, the man started shouting at my mum. ‘She shouldn’t be allowed out! Nobody should take a child out with hands like that!’ My hands were covered in bandages but you could probably see where the skin had torn underneath. I didn’t leave the house without gloves on for another ten years. I couldn’t bear anyone to look at my skin at all.
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By far the worst thing about boarding school was that there were no animals. I was besotted with animals. My parents had got a Labrador puppy, Sammy, just before I went away. He was a quiet, gentle dog, and I adored him! When my parents walked him he would often pull on the lead, but when we went out together he was so comfortable with me that he just walked along beside me. I’d take him to the shops to get his tin of Chappie, but I couldn’t carry it, so Sammy would carry it back in his mouth. He was my best friend.


Whenever I got home from boarding school I’d disappear with Sammy, up on the moors near our house. I always felt so safe with him. It made me laugh to watch him rolling in mud and paddling in the stream. He loved watching the tiny fish swimming about – it fascinated him.


I think part of the reason I was drawn to animals was because they were vulnerable, like me. If I saw something that wanted rescuing – snails, frogs, insects – I’d pick it up and take it into school with me. One day I found a baby bat in the shrubbery and I wanted to look after it, so I scooped it up and put it in the pocket of my pinafore. All I knew about bats was that they liked damp places, so I waited until everyone had gone to bed and, as it was getting dark, I put him in the bath with just the tiniest bit of water. I went back to bed and the next thing I knew I was being woken by a blood-curdling scream. The teacher on duty was shouting, ‘Wendy, where are you? What on earth is in this bath?!’ Out of sixty girls, she knew it had to be me. No one else was quite so mad about animals.


On Sundays, we’d walk to church through the village, and every week we’d go past a brick wall with a hole in the bottom. I was always at the back of the walk because I was afraid of people treading on my feet and damaging the skin. I let the others go on ahead and knelt down and looked through the hole. I saw the lovely grey legs of a pony in a stable.


Every Sunday I would get down on my hands and knees and look at the pony, and every Sunday I’d get in trouble for having a dirty dress. I don’t know why I was so fascinated by the horse. Maybe it was because he was on his own, like I was.


I decided that I wanted to see what he looked like properly, on the other side of the wall. I think I was secretly hoping that I would take him away from the stable and run away from boarding school on his back. I tried to run away and see him twice but I was caught both times. The third time I took two friends with me, Mary and another Wendy. We’d only got as far as the gate when the headmistress’s car pulled in and she caught us in her headlights. The other two girls were allowed to go back to bed, but I was sent up to her office.


‘You can’t keep doing this, Wendy,’ the headmistress said. ‘If you’re that upset, I’ll ask your parents to come for an extra visiting day, if that will help you.’


‘I’m sorry – would it help me?’


‘Yes, would it make you less homesick? That’s why you’re running away, isn’t it? To see your parents?’


‘Oh no,’ I said, ‘I just wanted to see the horse in the village!’
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I was a quiet, nervy child, and most of the time I sat still and did what I was told. But I had a mischievous side, which my dad encouraged. When I was at school, Dad sent me a parcel with a doll in it. I couldn’t understand why; I didn’t particularly like dolls and my father knew it. Its legs were fastened on by elastic and when I pulled at them, they came off. Inside the doll was a torch. We had to be in bed at 7 p.m., summer and winter, with no talking until 7 a.m. Dad knew that I didn’t find it easy to be quiet that long, so he sent me the torch to read under the bed covers. At visiting day, Dad asked me how long it had taken me to find the torch and we all laughed.


I’ve always had a vivid imagination and I could think up mischief very easily. One day I had a brilliant idea: a midnight feast. What could be nicer? I told the girls in my dormitory to save their sandwiches at teatime for midnight that night. We all were pinafores with pockets, so it was easy to smuggle them past the staff.


That evening the excitement was electric. We put the sandwiches in our lockers and spent the evening whispering ghost stories. But as it got late, we got tired and fell asleep. The next minute we were being woken up for breakfast. Horrified, we tried to flush the stale, dry sandwiches down the toilets. It took ages and we were all late for breakfast.


I was an adventurous child in a delicate body. I found it very difficult to accept I could not join in the games other children played. I tried to play tennis but holding the racket caused huge black blisters on the palms of my hands. Hockey was a definite no, though when I saw how big and heavy the hockey sticks were I was quite relieved! But I hated sitting still. I still do. When the other children went out to play, I had to sit in a room by myself. I was given bottles of milk that had warmed up during the day. I can’t stand the taste of warm milk now. Even the memory of it makes me feel sick.


One thing I could join in with was dance classes. It was very painful on my feet, but it was worth it. At home, my mother had taught ballroom dancing and I used to love watching her float around the dance floor in beautiful dresses, sequins glinting. The man who taught with her had a dog and I would sit with it in its basket, watching the lessons and wishing I could join in. When all the pupils had gone home, my mum’s dance partner would put on some music, stand me on his feet and dance me around the floor. It was wonderful. I felt like a princess.


At school, we were taught the Margaret Morris form of dance, which encouraged free expression. I loved it. If my skin had been strong enough on my feet I would have loved to have become a dancer. I watch my sister Mary dance now and it takes me back to all those years ago.


One sunny day, we were having a dancing lesson in the common room, with the big sash windows wide open at the bottom. The most wonderful thing happened: my dog Sammy leapt through the window and rushed through the class to find me at the back of the room. At first he ignored all the other children and just cuddled me, but eventually he let everyone hug him. It was not a scheduled visiting day so I had no idea my parents were there. I buried my face in his fur and cried with happiness. I will remember that day for the rest of my life.


I always wanted to do more than I was supposed to do. I didn’t mind getting hurt if it meant I could do something I really wanted. My aunt once let me hold a baby rabbit and it jumped out of my grip, taking the skin off my hands. Everyone was very shocked, but I had just been glad to hold the rabbit. I realised then that other people were more frightened of me getting hurt than I was. If I really wanted to do something, I could just weigh up the discomfort of hurting myself against the pleasure it could bring and decide if it was worth it. Once I’d worked that out, I was much happier.


One day, when I was about eight, we were taken down to the beach for lessons. Most of the lessons took place outside, to help the other children with their breathing difficulties. A kind man said that he’d like to pay for us all to have a donkey ride on the beach. I couldn’t believe it! It was a dream come true. It would almost be like riding my pony.


‘The others can ride the donkey, but not her,’ the teacher said. ‘She’s got something different wrong with her and she’ll get hurt.’


I was absolutely devastated. I pleaded with her to let me have a go.


‘No, Wendy, you can’t,’ she said. ‘It’ll damage the skin on your legs.’


‘I’ll be fine! My skin’s strong enough, I promise! Please, please let me have a go!’


She looked at me doubtfully. I looked back at her, pleading.


‘It looks like it’ll do her more harm not to have a go,’ the man remarked.


The teacher sighed. ‘Oh, go on then,’ she said.


I did get hurt. The saddle took the skin off the inside of my legs but I didn’t say anything. The air stung my raw skin as we walked back to school that afternoon. Later I had to see matron to get my legs dressed. I was worried she’d be angry, but she just smiled and said, ‘I hope the donkey was worth it!’


It was.


[image: ]


When I was about thirteen, my parents took me out on visiting day. We went to a beautiful park in Herne Bay. I couldn’t walk very far around the grounds, so I sat with Sammy and cuddled him while my parents walked on. I told him how I hated going away from him and how I wanted to be at home, but I had to go away because I wasn’t wanted by my parents.


The next thing I knew, I was in my father’s arms and my mother was crying. They hadn’t been far away and they’d overheard me talking to Sammy.


‘Of course we love you! We thought you were so happy at boarding school!’ Mum said. ‘You hardly stay in when you’re at home and you always seem so keen to go back after the holidays.’


‘That’s it, you’re coming home with us now,’ Dad said.


In the end, it was decided that I ought to wait till the end of the term, as it wouldn’t be fair on the other girls if I just disappeared. It was the longest term ever. I wish I’d told my parents how I had felt before. I suppose I was always afraid that they’d confirm what I’d been told. It would have been unbearable to hear them say they didn’t want me.










chapter 2


A Love of Animals


I’ll never forget the day I first saw a golden retriever. I was seven years old and at my grandma’s house – we always went to see my grandma on Sunday afternoons. Dad would fall asleep on the sofa and my sister Mary and I would do crafts together. One Sunday, the door to the living room opened and four gleaming bodies rushed in. It felt like the room had filled with sunshine.


Oh, they were beautiful! Four golden retrievers, swishing about and showing off, their coats glistening and rippling. I was absolutely entranced. Then I heard my aunty Gwen say, ‘Oh, sorry, I didn’t know Wendy was here!’ The door shut and the beautiful golden fur disappeared.


My aunty Gwen’s family bred golden retrievers. They kept four bitches and a stud dog, and they sold their litters. Aunty Gwen came to visit my grandma several times when I was there, but she was never allowed to bring the dogs near me. One day, I begged her to let me stroke them. I can still remember the feeling of that soft, golden fur in my hands. It was magical.


It was clear I adored them. Eventually, Aunty Gwen asked if I’d like to go to a dog show with them. I couldn’t think of anything I’d like more. I began to go and stay with her and her husband, Uncle Fred, and it turned out they were the only people who treated me as though I had normal skin. They never fussed over me or told me to be careful. I used to love staying with them. Uncle Fred was a painter and decorator and one afternoon, he let me help him paint a window frame. Aunty Gwen told me later I was the only person besides Fred who was allowed to hold a paintbrush in their house.


The dogs never hurt me: they were bouncy but so gentle. When the dogs had had a litter, I would take the puppies out for a walk with Gwen’s son, Michael. I’d go out surrounded by lots of puppies – heaven! The walking hurt my feet, but it was worth it.


I helped groom the older dogs and I went along to dog shows with them. I always made such a fuss of them – they got to know me and became fond of me. At the shows, Aunty Gwen suggested we take it in turns to stay with our dogs so that we’d all have a chance to look round. I didn’t care about that; I would have happily stayed with her dogs all day. I used to have to hide when they were in the ring – I cuddled them so much that if they’d seen me, they would have made a beeline for me and not performed properly. I had to peek, though. I loved to watch the dogs show off, with their tails wagging happily.
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