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“There are two basic motivating forces: fear and love. When we are afraid, we pull back from life. When we are in love, we open to all that life has to offer with passion, excitement, and acceptance.”


John Lennon
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PROLOGUE

The Fear
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In a village in Herefordshire, some time in the late 1990s...

––––––––
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“URBACH-WIETHE DISEASE.”

Gwendolyn Tennant watched her three-year-old daughter play with her teddy bears under the sunlight in the garden as she hummed them a tune, her little voice sounding hoarse – more that of an old person than a toddler. “A disease?” she asked the doctor, her own voice sounding almost as hoarse, but for entirely different reasons. She felt numb. She wished Neil was here for the doctor’s home visit, but he had to work.

She hadn’t expected any of this a month ago when she’d taken Ella to the doctor’s office for her scratchy voice and some odd bumps on her eyelids – she’d thought maybe they’d been strange sores from her cold, or styes. A cold that had lingered, had been the extent of her imaginings. This was so much worse.

“It’s just a name. We don’t need to see it that way – it’s a genetic condition. Very, very rare – there have only been a few hundred known cases recorded in the world. But we know enough to treat it, which is good, and your Ella will live a long and normal life as much as she possibly can; however, we are still learning about this condition.”

“So maybe the diagnosis is wrong. Maybe—”

“The skin biopsy and the genetic testing were conclusive, Mrs Tennant.”

Oh... She fiddled with the material of her sundress. “And any siblings she may have...”

“Also have a very high chance of being born with the same disease since both you and your husband are recessive carriers. I’m sorry.”

Gwendolyn blinked back tears. “Her poor voice ... it sounds so—”

“It’s due to a thickening of the tissues around the larynx, but it’s not hurting her, Mrs Tennant. We have medication for this, and surgery if it comes to that, and it can be well managed. It’s possibly the most risky aspect of the condition, but the easiest of it to manage in many ways. The hardest will be any neurological effects. These cannot be fully known until she grows.”

“Mummy, look!” Ella bounded up to her – her blonde pigtails flying – holding something in her fist.

Too late, Gwen noticed what it was.

She held back a cry of disgust as Ella placed the earthworm into her palm. The thing wriggled like it was at death’s door, which it likely thought it was. “Oh, Ella...”

“It’s dancing!” she exclaimed. “Isn’t it pretty?”

No, pretty really hadn’t been her first thought.

Trying not to give into the fear that crawled up her flesh – futile fear, as she knew an earthworm could not hurt her – Gwen placed the creature back on the grass, as far away from her sandalled feet as possible. “Let it go free, Ella. It must be frightened being picked up like that.”

Ella stared at her with no comprehension, then smiled and shrugged as she turned around and raced back to her teddies.

The doctor chuckled at the display. “We’ll keep a tight watch on her. We can check in weekly in the first month or two, and then we’ll reduce the checks to monthly. We’ll take it one step at a time. There’s no need to make plans for anything drastic until we examine how she responds initially to the medication for easing her throat.”

“Of course.”

Their doctor was Stephen Colchester from the village. He was relaying the notes that had been provided to him from the medical centre in London.

“Will she need to go back to London?”

“If further tests or surgery is ever needed, then yes, perhaps. We might be lucky and acquire a spot in Cardiff, but that’s the nearest large city to us that might have the resources we need.”

“Cardiff ... you mean The Heath Hospital?” It was still quite far from their tiny Herefordshire village. They’d have to spend the day and night there – maybe two.

He nodded. “But we’re racing too far ahead of ourselves. She might not need anything further for quite a while, if at all. Remember, this is considered a benign condition. I’ll be back in a few days to talk you through the medication – they will be oral and only for the hoarseness. They’ll also potentially help with any skin lesions that may appear, but that may not even happen, or she may only get them mildly. You need to contact me straight away in the event of any seizures. And the fear receptors we mentioned will be the hardest to monitor.”

Her head spun. “Right, yes. You mentioned the disease, um, destroying her brain.”

“Goodness, no. Mrs Tennant, no. The condition can deteriorate the amygdala area of the brain, on both sides, but the rest of her brain should be unaffected.”

“You said that would ... er—”

“Kill her fear receptors. I know it’s a lot to take in, but again, this is perfectly manageable once we get a handle on how she responds to things.”

“To feel no fear at all ... about anything ... can that be a good thing?”

“That’s one way to look at it!” He smiled brightly, clearly pleased at her show of positivity. “It’s just the practical side of it all we’ll have to manage: crossing roads, using sharp utensils, speaking to strangers – all those small daily things we really don’t think about at all because we’ve learnt to listen to the warnings of our own signals.”

“She won’t have those signals.”

“Correct. We’ll have to think about them for her.” He stood, grabbed his jacket and picked up his briefcase.

She stood up, hastily, with him.

“But like I said, we’ll take it all one day at a time.” And then his eyes softened as he took a step towards her, his dutiful visit done. “I helped you bring her into the world, Gwen. I’ll not let anything happen to Ella.”

She let out a shaky sigh. “I know you won’t, Stephen. Thank you.”

He nodded, still smiling. “I’ll show myself out. Bye-bye, Ella!” he called out to her daughter.

Ella glanced up, smiled and waved, then went back to the yellow teddy she had started to undress.

After Stephen Colchester had left, Gwendolyn made her way back to her garden chair, although she couldn’t stay seated too long. She wanted to cry. She wanted to scream at the unfairness of it all, and even as she scolded herself – because this ‘condition’ was not the worst thing Ella could have been diagnosed with – she internally lamented. She had not had enough time to come to terms with it all.

Neil wasn’t helping with the way he buried his head in the sand, refusing to consider there might be something wrong with their daughter.

But she knew Stephen – Dr Colchester – was true to his word. She’d known Stephen growing up. Five years her senior, she’d had a huge crush on him, although he’d never looked at her that way once.

Gwen sighed. It was probably all for the best. She’d heard some not very nice things about the standoffish way he was with his wife.

“Ella, come here a moment, darling.”

Her daughter obediently got up, bringing her teddy with her.

Gwendolyn took her little hand in her left and couldn’t resist placing her other hand on her forehead out of habit, even though a fever was not a symptom she should be expecting. “How are you feeling? How is your throat?”

“I’m fine, Mummy.” She clearly wanted to go back to her teddy party. She glanced at the cup of tea Stephen had left and her face lifted. “Oh! Teddy likes tea.” She reached for it, but Gwen was quick to catch her arm.

“Darling, no, it’s still boiling hot – I’ve only just made it for him. You’ll burn yourself on the cup. See how the steam is rising? That means it’s too hot to touch.”

“But the steam is dancing like the worm – it’s pretty.” She made to touch it.

“No, Ella.” Gwen held her back more firmly.

Her mouth twitched, and then she sucked on her bottom lip in thought as she looked at her teddy, then back at the china cup. Her face was lit with curiosity. She tried to lunge for it.

“Ella, no!” Gwen pulled her backwards, sharply this time, before she could touch it, then picked up the cup herself to take back to the kitchen. “How about I get you a nice glass of water for your teddy.”

“Juice?” Ella asked, hopefully, unfazed by her mother’s stance on the tea cup.

Gwen bit back a sigh. If she spilled juice everywhere she’d have to deal with the clean-up and all the stickiness and the flies that would undoubtedly love the sugar in this heat. But that wasn’t Ella’s problem to deal with, was it. And it was worth it if it got her mind off the tea. “All right – I’ll get some juice.”

Her smile widened to the biggest it could be. “Thank you, Mummy!” Then she skipped off to return to her small, cotton-stuffed gathering.

In the kitchen, Gwen glanced through the window, one eye on her daughter as she brought the glass to the tap and turned on the water. Blocked larynx, skin lesions, seizures... Her eyes welled with tears. Nothing she told herself would quiet her mind or her anxiety. Placing her glass down, she grabbed her mobile phone from where she’d left it on the kitchen counter. Neil had bought it for her because he had to be away for work training in London so often at the moment owing to the post office’s new, country-wide, technical system being installed. Their landline could be glitchy, but she was damned if she found this thing easy to use, and half the time, she had no signal in the house. Or in the village.

She could see there were no messages from her husband on the screen. “Damn it, Neil.” He’d known she was seeing Stephen today about Ella.

A quick look at her daughter told her she was still on her picnic blanket with her teddies. She glanced down at her screen and furiously typed: Stephen’s been and gone. We need to talk tonight after Ella’s gone to bed.

Anger stole over her as she sent the text. She didn’t want to feel like she was going through this alone.

Placing the phone down, she glanced back up and froze. “Ella?” she called out, not nearly loud enough to be heard. Then she was racing out the back door to the garden. “Ella!”

Where the hell had she gone?

“Ella!” Gwen ran the length of the 150ft garden, down towards the back which dipped towards a stream. Relief hit her hard when she spotted Ella nowhere near the stream, but near the tomato plants which were sprouting like a red forest.

Her relief was short-lived.

Ella was crouched down and reaching forward, her hand out in a ‘come here’ gesture, something in it. A biscuit. She had a biscuit in her hand – the one Stephen had left next to his tea cup.

Gwen stepped to the left and lowered herself until she saw the fox, well hidden behind the tomatoes, hesitantly taking interest in the treat and far too close to her daughter for her liking. “Ella!” she screamed. “Shoo! Go on – go!” She raced towards the fox with her arms flailing, hoping to scare it and not anger it.

It worked. Alarmed, the fox turned and leapt the fence into the neighbour’s garden.

“Mummy!” It was Ella’s turn to scream, angrily, at her frightening the fox away.

“They’re wild animals, Ella, I’ve told you that before. They can carry diseases and it could have bitten you. It could have rabies.”

“It didn’t bite me!”

“But it could have.”

“It won’t.”

“You don’t know that.”

“We need to-to give a ch-chance!”

“We don’t need to give foxes a chance, Ella. They’re not pets.”

And then came the tears. Angry ones.

Gwen sighed, also feeling angry, but unable to let loose the way her daughter was doing. “Did you not see its sharp teeth and think it might bite when it took the biscuit?”

“NOT bite!” she wailed.

Gwen held back her retort, reminding herself she was the adult here. And then guilt ate her up. Would all this crying make Ella’s throat worse. Make the disease worse?

“Fuck,” she mumbled under her breath, that familiar anxiety rising.

She looked at her watch. She’d give the tantrum not more than two minutes, then distract her with a treat. Dora had brought some chocolate cake over yesterday – chocolate cake was Ella’s favourite. And she’d give her a spoonful of honey, too, for her throat.

She turned around so Ella wouldn’t see her own tears and cursed Neil once more for not being here when she needed him.

She has a bright future, she told herself, and then repeated that affirmation. That was what Stephen had said, wasn’t it? It just needs to be managed. She just needs to be managed, that’s all. We need to think about her fear for her.

As long as they all chipped in and did that around the village, everything would be all right.

Ella would be all right.
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CHAPTER ONE

The Degree
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“Ella!”

Her brother, Jason, heard the call of her name before she did. As usual, her mind had been wandering, taking in the gorgeous scenery around her as they walked toward the small town. She would never tire of how beautiful it was where she lived.

“Ella!”

Jason mumbled something she didn’t quite catch under his breath, but she understood his meaning straight away. “It’s Ian. Again.” Ian had been in Ella’s year at school, and Jason really didn’t like him. Nor did she, really, but she didn’t hold his suffocating neediness against him.

Jason’s stance straightened as the twenty-one-year-old approached, his stride becoming a little more purposeful. Her little brother was as protective of her as everyone else around here, but with Jason, she didn’t mind one bit. He genuinely loved her and wanted the best for her, whereas with everyone else, it often felt like they were butting in and making it a point to put themselves into her life. She got it. She understood it. She wasn’t ‘normal’ exactly – not like the others – and it was good that they cared rather than didn’t, but still ... everyone’s interference often exhausted her.

Jason’s care never exhausted her. She linked her arm through his. “It’s all right.”

“I don’t want him walking with us,” he grumbled.

“I’ll find a way to get rid of him,” she whispered, then had to shut up because Ian was right there, bounding up behind them.

“Ella, hi.”

“Hi, Ian.” She smiled at him, brightly.

Jason scowled, annoyed he hadn’t even been acknowledged.

“You heading into town?”

There weren’t too many other places she could be going. One road led them in a fifteen-minute walk from their house to the village, then in another fifteen-minute walk from the village to the town. Nevertheless, it was known that she often stopped at various scenic spots for her sketches. “I am – after painting a while. I thought I’d walk with Jason to school while I made my way there since it’s his last few days before summer break.”

Jason’s school had been her school – and Ian’s – and it was the only secondary school and sixth form in the village, shared with four other surrounding villages to make up the numbers. She’d finished there three years ago; Jason had just finished his A-levels a month ago and was now doing some volunteer work at the school.

Ian had gone to university straight after and was now back for the summer holidays before going back to London to start the final year of his degree.

She had wanted to go to university, but her mother had griped and griped and laid on the guilt trip about her being alone and far away – blah, blah, blah – that in the end, Ella had conceded to take a year out. A year had turned into three. Her mother wanted her to take over the flower shop she owned in town. It was the last thing Ella wanted.

“You’re not working at the flower shop today?”

“Nope. Day off. What are you up to?”

“I have a summer project for uni – thought I’d go to the library and make headway on it. There’s too much noise in my house.” He gave Jason a playful shove in the shoulder that almost sent him tumbling. “Bet you can’t wait to finish your exams.”

Jason made some kind of noise that was supposed to be agreeable and not give away how irritated he was. “I have finished them. I’m going in because I’ve volunteered to teach some of the younger years until they break up for the summer holidays.”

“Do you know where you’re going next, Jase?” Ian asked.

Ella saw the clench of her brother’s jaw and knew he didn’t want to talk to Ian about his plans – probably for her sake – but he answered anyway. “The University of Bath to do psychology if my grades come back good enough.”

“Awesome. I can recommend London, too. My god, it’s completely different to here.”

Jason threw him a glare. Ian damn well knew Ella had been cajoled out of going to uni.

She squeezed Jason’s arm where they were still linked. “Well, our turning’s coming up. Maybe I’ll catch you later at the library.”

“Yeah, I’d like that,” smiled Ian. “Hey, I could wait and walk the rest of the way with you.”

“Nah, I’m popping into the school to talk to Mrs Bridger about something, and you know what she’s like – I could be a while.”

“Ah, right.” His face fell a little. “See you later, then?”

“Sure.” She gave him a her brightest grin, which reignited his own smile, and then he waved as he turned, heading off down the main road to town.

“What are you speaking to Mrs Bridger about?”

She laughed. “I’m not, silly. I told you I’d get rid of him.”

They both stopped some way up the lane to the school. “He likes you, you know.”

“Well, duh.”

“No, I mean I want you to watch out for him. I know he’s always acted all nice and friendly with you, but he gets funny with girls – people say he used to have to see a therapist. That was way back when he was about fourteen.”

“Jason, you know better than to listen to rumours. The things people say about me—”

“No, I don’t mean it like that. I wasn’t going to say anything since he doesn’t really live here any more, but every summer and Christmas he comes back and seeks you out, and this summer he’s been worse than ever. Six years ago when you got with Ronnie, you should have seen Ian then – he was acting all mad about it. Even us in the younger years knew it.”

Ronnie had been who she’d lost her virginity to. It had been an average, unmemorable affair, and he hadn’t even been her boyfriend – she’d just been curious to try sex. Ronnie had obviously fancied her, he was nice-looking enough, so she figured she’d have a better chance of persuading him than anyone else (except Ian, but she had never found Ian attractive at all that way, and sex with Ian would have led to huge complications because she knew he was smitten with her).

Every boy around here had been reluctant to touch her growing up and still was, even though she’d caught desirous glances from a few of them before. She was off limits. She was ‘the one with the condition’. She was the apparently fragile girl everyone had to look out for, and any boy who stepped over that line felt they’d get a walloping.

Ronnie had told no one they’d had sex, except his own sister, and that had been the one mistake he’d made. His sister was a known gossip and Ronnie’s assumption of sibling secrecy had been far too generous. Word got out and spread like wildfire, and twenty-four hours later, Ronnie had sported a black eye, and her own parents (because nothing stayed secret around here from any generation) had given her one hell of an earful, her mother going into near panic mode. They’d made her go to the doctor to make sure she was ‘okay down there’ and not pregnant, even though she’d told them over and over they’d used protection and Ronnie had been gentle.

A small sigh escaped her at the memory. “Ian’s never tried anything with me.”

“Because of the way everyone is around here. Still ... he would if he could. We boys talk in the locker rooms, you know. My friends have heard about things he’s said – about girls. He’s not sweet like Ronnie.”

“I know, Jason. Really, I do, but you don’t have to worry about me that way. I’m not useless like everyone thinks.”

He looked almost alarmed, and then his expression softened, all irritation at Ian disappearing. “I know you’re not, Ella.” The apology was clear in his voice. And the love.

She leaned in and hugged him. When she’d been twelve, she’d almost died – jumped into the river during a summer thunderstorm because the water and the rain; the wind, and the thunder and lightning; had all made everything look wild and free and beautiful. She’d wanted to be a part of it, so into the raging water she’d gone, knowing she could swim and not really giving a thought to the strength of the current.

They’d found her caught up, downstream, in some large, fallen branches with only a few small cuts on her – the branches had luckily saved her life according to the police. She’d been grinning from ear-to-ear when she’d been pulled out of the river. It had been the most exciting two hours of her life.

She’d been all but locked in the house for the next twelve months, allowed out only for school until her dad had had enough and given her mum a stern talking to about letting Ella grow up.

But in all the chaos, no one had noticed Jason, eight years old at the time, quietly crying and quietly thanking the stars that she’d lived. She’d noticed. She’d asked him a couple of weeks after the storm if he knew about her condition. He’d shaken his head. No one had told him, even though he’d been teased at school about having a ‘weird’ sister.

Their parents had then explained it to him and Jason had learnt, over the years, to read her like a book. He knew when she needed protecting and when she didn’t. He knew how well she used her instincts about people to counteract her inability to automatically understand danger.

“If I tell you a secret, will you promise not to say anything to Mum and Dad?” she asked, hugging him tighter before letting him go.

Obviously, he said yes. He always said yes.

“I applied to do Fine Art at the University of Gloucestershire.”

His eyes widened. “You did? That’s brilliant.”

“I got in, Jason – I can start there in September!”

His whole face lit up. He knew how important both art and escaping the village was to her. He pulled her into another hug. “You’re amazing, Ella!”

“I got the biggest loan I was allowed, and I’ve sorted out my accommodation with them – paid for it with all my savings from the flower shop – but I don’t know how to tell them. Mum’s going to have a heart attack – especially with both of us leaving in September. I’ve almost blurted it out so many times. You know I’m not bothered about their reaction or being told off, or even upsetting them, but I will be angry if they interfere and I lose my place on the degree.”

“Maybe we can tell them together.”

“I’d love that. I chose a uni not far from home hoping it will make them feel better, and I’ve disclosed my medical needs to the university – they’re fine with it. They’ve said they can help where needed.”

“Of course they can. Mum and Dad were born here – apart from Dad’s occasional trip to London for work, I’m not sure they’ve ever been out of the village. They didn’t go to college or university; they stayed and took over their families’ businesses – it’s a miracle the flower shop and the post office are still up and running nowadays, but I guess that’s the perk of a self-sustaining village with strong foundations and a good
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