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​ Chapter One

I suppose I should start this by telling you who I am, and why
I’m writing this down. I’m Harriet Johnstone. I’m 15. I’m a young
carer, in that I look after my mum who is disabled with both M.E
and Fibromyalgia. She’s in a wheelchair mostly, which is why we
live in the Railway Village. They had an adapted house with a lift,
so it was decided by the Great Powers that control those things
that we would be allowed to live there. It’s a nice house, though
probably a little too big for our needs. Mum always talks about
finding her Prince Charming, and having more kids. My dad was such
a waste of space that he didn’t even stick around to see who I was
or even what gender I was, so I figure Mum deserves her fairy
tales.

Anyway, I’m tall, about 172cms and I’m pudgy round the
middle. I’m more developed than most girls my age. They use the fat
around my middle, and the fact that I actually have breasts to tease me at school.
They also don’t like that I play the ukulele, but I don’t mind the
teasing too much. I’m actually more of a loner type, and I’ve never
been one to do anything because it’s ‘cool’ or something like that.
I know what you’re thinking; you’re thinking that if it didn’t
bother me, why did I mention it? Or that only people who crave the
attention of others call themselves loners and say it doesn’t
bother them…well, maybe you’re right. However, this is my version
of the events that transpired so we’ll stick to my facts about it,
okay?

It all started back in January; we’d moved to this place in
the previous August and were still trying to get unpacked. Mum
could only do so much because of her conditions and since it was
mostly my job to make sure things were done, it fell to me to get
the unpacking finished. Mum paid the bills and made sure we had
carpet and flooring and all of that. My duties included cooking for
us both when Mum was too sick to do so; doing an online shop if Mum
couldn’t; and making sure that on the days when Mum was stuck in
bed, she had her meds and I went to school. Once I got home from
school, I’d deal with the dishes and other chores if Mum was too
ill, like the vacuuming and making sure that the house was tidy.
Don’t get me wrong, Mum did as much as she could, but with the
fatigue and pain combined she just couldn’t manage it all some
days. I didn’t mind. I went to a Young Carers’ group every first
Saturday of the month. It gave me time to spend with other people
my own age in similar situations. We also had a social worker who
made sure that my needs were met as well as Mum’s needs for care.
Usually on a Saturday Mum would have a ‘professional carer’ come in
– Pat Connor – who looked after Mum while I did ‘normal’ teenage
things; I’m assuming she means hang out at a shopping centre and
lurk menacingly. I’d just like to say, I usually did something less
anti-social, like read a book or play my ukulele. Before Mum got
sick, she worked at the local Magistrates’ Court and she loved it
there. We lived in a rented house in a nice area and I went to a
different school where I had a few friends. I’ve never really been
much of a social butterfly, but everyone needs friends.

That had been three years ago. Mum was off work with ‘flu’ for
three months. It was another three months before she got the
diagnosis of M.E – that’s Myalgic Encephalopathy for those that
don’t know – and she was told that she’d probably also had
Fibromyalgia for a while too. It’s a chronic pain condition and is
diagnosed by a tender point test. If eleven of the eighteen hurt,
then it’s pretty definite that you have Fibro. If I recall
correctly, Mum scored a full 100% on that test; the only one she
wished she failed. She took painkillers for the pain most days, but
she didn’t like the way they made her feel; dopey and unable to
concentrate for long, even though she felt like that sometimes
without the painkillers.

So, anyway, she’d been ‘retired’ from her job and had been
forced to cash out her pension because of some debt we were in.
We’d had to wait it out in a rented house paid for by Housing
Benefit for a year or two before the council finally allowed us to
move here. Our old place just wasn’t wheelchair friendly and Mum
didn’t like me going out to the shops on my own or anything like
that (I guess it wasn’t the safest of areas). When we moved and I
changed schools, my friends and I all swore to each other that we’d
keep in touch, but that never really happened. I got the occasional
phone call or text and we’d try to get together over the summer
holiday (which was when we moved) but after that, we pretty much
lost contact. Since, as I’ve said, I’m not a social butterfly, I
have yet to find some friends at my new school. Mum had suggested
that I try to join the local ukulele club and meet some friends
there, but when I’d inquired about it online, it seemed to be
mostly older people and they weren’t the most welcoming bunch. I’d
gone once and that was enough for me to know where I wasn’t wanted.
I didn’t really see the point in socialising that much, I mean, I
had the Young Carers group to go to every month and they were a
nice bunch, just not people I really talked to that often. I saw
some of them at my new school, but we all went round in different
social circles.

It may not sound like it, but I was happy with what I had in
life. My mum did her very best to make sure I never felt like I was
on my own or that I wasn’t loved. When I’d been younger and had
asked about my Dad, she hadn’t flat out told me that he’d never
wanted to see me and that he’d left when he found out Mum was
pregnant. She’d told me the truth, just in a way that painted him
in a nice light. She’d say things like he’d had to move; he lived
in America now. Apparently he had some family out there or
something. She’d never hidden him from me. She had photographs that
I had clung to as a five-year-old, but as I grew older I realised
that although she had never lied to me, it was obvious that my
father was not going to come back. I was not going to go over to
America to meet him, there was not going to be reconciliation, and
we were not going to become a family. EVER. I must have been about
10 when it finally became clear to me that although my friends at
school had daddies that they loved and that loved them, I didn’t
and I never would. I know what you’re thinking, you’re thinking
that I must have some major issues about that, well I hate to break
it to you, but you’re wrong. I wanted to get to know him when I was
younger, I wanted him to be part of my life, but I never got one
birthday card or one letter or anything from him. I even tried to
add him on Facebook when I found him, even sent him a little note
explaining who I was and he just ignored me, so I figure… it’s his
loss, not mine.

Anyway, now that I’ve cleared up that fact, I can get back to
the job at hand. It started in January 2010, I was still getting
used to the house and the new school and everything else. Mum and I
had pretty much unpacked, but there were still some things that
remained in boxes. I’d had a normal day at school; it was a Monday,
and the first one since we’d gotten back after the Christmas break.
Things were going as they usually did; Mum was having a bad pain
day, though she tried to hide it from me. It was like she thought
that if she didn’t tell me how much she hurt, she wouldn’t have to
accept that she wasn’t the person she had been. It was hard for her
to rely on me and I know that she felt like she was being a burden.
She was anything but.

For the first twelve years of my life, my mum had been the
one to look after me and I guess she had never thought the tables
would be turned and that I would have to care for her. I guess when
you’re only twenty-five and you’ve suddenly got a baby and are
single again for the first time in ages, you don’t ever stop to
think that in fifteen years your baby will have to make sure you’re
able to get out of bed. I’m sounding resentful, I know and I’m not;
no, I’m not kidding myself and trying to pretend I’m not. I really
am not resentful. I love my life, I may not have the friends I’d
had where we’d lived previously, but it wasn’t like I’d moved to
Mars. I was like a ten minute bus ride away and the bus station was
right around the corner from our new house. So my previous friends
really weren’t that good of friends in the first place if they
couldn’t be bothered to sit through ten minutes on a bus to spend
some time with me. Yes, I am a little bitter about my
so-called-friends. Mum’s illness though? No, not at all. I can only
imagine how hard it had been for her when she first fell sick,
having to find a doctor who wouldn’t tell her that it was all in
her head, that she was doing it all for attention…now that? That
I was bitter
about, but they called my mum a liar and crazy, wouldn’t you be
bitter? After the diagnosis, most of mum’s so-called-friends and
colleagues, well they buggered off too. They probably thought in
their narrow minds that it was something they could catch, or that
because she now needed strong painkillers that she was an addict
who’d rob them to get her next ‘fix’. Thankfully, we’d found a new
GP when we’d finally moved. He’d looked at mum’s notes from the
previous surgery and he’d agreed with the specialist and their
diagnosis. He was happy to do whatever he could to help us. He was
the one who’d written the referral letter to get me into Young
Carers and I was grateful for that, but I think Mum was more
grateful. She was adamant that I have a life of my own, outside the
care I gave her. She hated the thought that she was the reason we’d
had to move and therefore the reason I was always on my own. I’d
told her that I had my ukulele forum friends, some of whom were in
Hawaii – the place I’d love to see one day, just so I could lay my
hands on one of the K brand Ukuleles and strum them for a moment,
and pretend that I could ever afford to get one myself. I also had
friends on Facebook and Tumblr, the only social network sites that
were worth anything in my opinion. Most of the people on my lists
were people I’d met on the ukulele forum, genuinely nice people,
who played because they liked the music, not just because the
ukulele was getting a revival. I had friends, just none that I’d
ever met, in person that is. But one day, I told myself, one day I
would.

Look at me, rambling again. I’m off the topic, but I guess I
needed to get all of this out before I could tell you the stuff
that’s happened; the stuff that’s caused me to want to write all
this down. I remember the leader of the Young Carers’ group telling
us that sometimes it helps to write stuff like this down. I guess
in a hundred years or so when someone finds this diary – I’ll put
it somewhere and hope that it’s found one day. I hope that whoever
finds it can visit Dot the way I did, can find out what happened,
can find me and tell me if all that I did, everything I tried to
do, was all worth it. I just wanted to know if I changed history
for her and her family. I hope I did, I don’t think anyone knows
how much I hoped I had changed the outcome. You see, the reason I’m
writing this is because back in January 2010, on that Monday, in
the evening, I saw a ghost and the events that followed have
plagued my mind every day since.


​ Chapter Two

I had a routine that I fell into about two years ago, once we
realised that Mum wasn’t just going to wake up one day and be all
cured. We knew we needed a plan in place for the bad days and the
flares that would inevitably come. On Monday January
4th 2010, it was the beginning of one of those flares. Mum had
still been sleeping when I’d gotten up and headed off to school.
I’d tried to wake her for her tablets and she’d taken them, but
she’d been half asleep that I didn’t think she’d remember it. I’d
left a note on her bedside table to remind her that she had, and
also to let her know I’d headed off to school. I had a mobile phone
and she could text me if she needed me. The school were aware of
our situation. Mum wouldn’t text me and get me out of school unless
the house was on fire. She never did, or at least, she never had at
that point. She wanted me to have stability in my life and that
meant routine, which meant that she would cope as best she could
until I got home from school, even if that meant her suffering
during the day. I knew she was flaring because she had been having
trouble during the night. She didn’t think I could hear her
groaning and trying to get downstairs for a drink so she could take
more painkillers, but I slept lightly. I was acutely aware of how
much pain she was in.

School was a breeze. Everyone was getting back into their
routine after the Christmas holidays, and we’d had two days of
school the previous week, having returned on the
2nd January. They barely gave us time to see in the New Year
before we were back and working at our desks. I think they’d bring
us in on New Year’s Day if it weren’t for the fact that it was a
bank holiday and the staff would stage a mutiny.

Anyway, I’d sat first though French, then History, Geography,
Maths and English, with various break times and lunch scattered
around in there somewhere. Although my mind was mostly on the work
(I was, after all the dutiful student), there was a part that was
worrying about how Mum would be coping. I didn’t dare send a text
for a number of reasons. One, Mum was probably sleeping and I
didn’t want to wake her. When she was in a lot of pain, she
couldn’t sleep well so she needed all she could get, especially as
she also suffered from chronic fatigue. Another was that although
the school understood about our situation, mobile phones were not
to be used during school time, except in emergencies. Mum would not
want me to abuse the agreement we had in place with the school.
That agreement was that I would not text Mum unless there was some
dire circumstance and she would have to have text me first. It had
been her idea to add that final clause to our agreement, mostly
because and in her words, “Harriet, I don’t want you worrying about
me while you should be focusing on your school work, that is more
important. You should be allowed to leave this at home when you go
out.” Basically, she didn’t want my school work to suffer. I didn’t
want her to know that I worried about her anyway, because then
she’d feel more like a burden. It wasn’t like she could help the
fact that sometimes, even her clothes on her skin hurt like
hell.

So, once school was over, I headed home. We didn’t live far
from the school in terms of distance so it wasn’t like I had to
wait for a bus, which I would have done had I stayed at my old
school. I didn’t want to be reliant on a bus when Mum could need
me. I wanted to be able to get home as quickly as possibly in an
emergency and buses don’t stick to anyone’s timetable other than
their own – and they barely stick to that as it is.

School finished at 3:45pm and I was home by 4pm. The house was
quiet and Mum’s curtains were still drawn, which indicated to me
that she hadn’t yet made it out of her room. I’d left her
mid-morning tablets and some painkillers, along with a drink on her
bedside table. So I knew she wouldn’t have suffered unnecessarily.
She’d just have had to get herself to the bathroom, which she
managed herself on even the grimmest of days, though (and she
thought I didn’t know this) she paid for it greatly in terms of
pain and fatigue. Once inside, I didn’t call up the stairs in case
she was asleep. I knew that she had some kind of internal clock
that would tell her if I was supposed to be home and she would wake
automatically if she hadn’t heard the door. I guess it was a
subconscious thing left over from when I was a baby or something,
the ability to know her child was safe. Still, I headed to the
kitchen and made both myself and Mum a cup of tea. She had probably
not eaten all day and she needed something of sustenance or she’d
end up in worse shape than she was already. I popped some bread in
the toaster, planning to smear some jam on it. It didn’t sound like
much, but with the painkillers and the pain, Mum never did feel
like eating much during a flare.

I headed upstairs being careful not to spill the tea on the
tray or let the toast slide off the plate. I pushed open Mum’s door
and saw that she looked like she was still asleep, her over-the-bed
table (one with wheels) was pushed to one side, but the mid-morning
pills had been taken. I placed the tray down, pushing aside the
empty pot where I’d put her pills. Her room was dark and dusty. I’d
have to get in there soon to give it a quick clean. She had one
wall painted in yellow – her favourite colour – and on it were
photos of me and her, mostly before she’d gotten sick. She said it
was her wall of smiles, reminding her why she fought the pain and
fatigue every day. She wanted to make more memories, more smiles.
It helped her to remember the past and plan the future.

She looked pale, her hair looked like it needed a wash. It was
cut short so that it was easy to deal with and despite the fact
that Mum barely ate, she still weighed the same – painkillers and
little exercise would do that to you. I sighed, hating that I would
have to wake her, but she needed to eat and the tea would brighten
her up a little. Plus, Mum always liked to hear about my day, no
matter how boring it may have seemed to me. “Mum, it’s after four,
you need something to eat,” I said, shaking her shoulder slightly.
I had to be gentle because even a small touch on bad days would
hurt her.

She groaned, and cracked open one eye. “You’re home,” she
said, smiling, “How was your day?”

“The usual,” I replied. “Boring.” I didn’t elaborate. I was
more concerned with how long she’d been asleep and how much pain
she was in. “How’s your day been?”

“The usual,” she said, grinning. “You know the drill, Harriet,
you talk about your day and then I’ll tell you about mine.” I did
know the drill, but sometimes I wished it wasn’t like
that.

“Okay, I had five lessons, all of which went fine, you know
it’s only like the third day back after Christmas, I’m only just in
my second term in year 10 and soon they’ll start preparing us for
mocks and such.” I was one of the older ones in the year, born
October 5th.

“Are you still having trouble finding friends?” she asked and
I could tell she was worried.

“It’s not trouble, Mum. It’s more that everyone sucks. I’m
sure I’ll find someone, and anyway, I have friends.”

“Not in this town, or even this country!”

“Hey! Some of the uke players are from the UK,” I said. True,
they were all in their 30s and 40s, more Mum’s age than mine, but
she didn’t need to know that.

“Sweetheart, I worry that you don’t have anyone your own age
to talk with about stuff, teenage stuff, school stuff, just
stuff.”

“I’m fine, Mum, honestly. Now, a deal’s a deal, tell me how
you’ve been.”

“I’m fine,” she lied. I knew she was lying because I could see
it in her eyes. I could tell that the pain was pretty much at an
8.5 out of 10. Mum usually sat around 5 or 6 most days.

“Liar,” I said, poking my tongue out at her.

She sighed. “You are old beyond your years, Harriet. I hate
being such a burden on you.”

“Will you stop that, Mum? You’re not a burden; it’s not your
fault you got sick. It just happened.” I watched her face. She
always got melancholy when the pain was bad. “Besides, it gives me
a reason to not do my French homework if you need me to cook
dinner!”

“Oh no, you will do your homework, if need be I’ll pay for a
pizza or something,” Mum said. I knew she’d say that, but at least
it got her mind off the whole ‘being a burden’ subject. I hated
when she spoke like that.

“It’s fine, Mum, I’ll do it after dinner. Besides, I put
something in the slow cooker last night so it should be ready
whenever you are, I just need to put some rice in the microwave
first and we can have stew or whatever you wanna call it,” I told
her, smiling. I knew she couldn’t afford pizza, not with benefit
day being a whole ten days away. After the bills were paid and the
food was bought, it was rare that there was much left.

“What would I do without you?” Mum said, smiling. She pulled
herself into a sitting position, using the bar on the side of her
bed and hugged me. I felt her stiffen and knew that it must have
hurt her to do so, but I let her. Sometimes pain is something you
can’t avoid or you’d have to stop living. Once she’d let go and
laid back down, I asked her, “Do you want to come downstairs? Or
shall I bring it up?”

“I think it would be best to bring it up,” she replied. “Will
you eat with me?” She hated the fact that she’d had to choose that
option, I could see it in her eyes. I also knew she’d hate herself
even more if I didn’t want to eat with her, which is why I just
nodded.

“I’ll be back shortly. I’ll wake you when it’s ready,” I said,
walking out of her room and pulling the door so that it was only
ajar. I sighed and told myself that crying wasn’t going to help
anyone. I just hated to see my mum in so much pain that hugging her
would hurt more than it would help. I took a deep breath, forced
the tears to stop forming in the corners of my eyes and headed
downstairs to make some food. One day, things would get better, I
was sure of it.


​ Chapter Three

After Mum and I had finished eating and I’d done the
washing-up, I made sure that she was okay and left her in bed
whilst I went downstairs to do my homework. It was only a small
piece about the perfect tense, but I’d rather get it over and done
with before it was due. I know it sounds like I’m a goody two
shoes. It was more because if I didn’t do it when Mum was having a
quiet few hours, then there was the chance that I’d have to choose
at some point. It wasn’t a choice I wanted to have to make. I know
she’d rather I chose the homework, but my mum will always come
first – no matter what she says.

I managed to do the homework quite quickly, so I booted up my
laptop and decided to see if anyone was around, and maybe pass the
next few hours before bed online. I could talk all about ukuleles
that I covet, and look at videos of people who play better than I
ever would. I knew it all took practise but I’d been playing six
months. Some people who’d played much longer and others who’d
played less seemed to have a natural talent. I didn’t think I’d
never get the hang of it to the point where I was good enough to
post a video of myself. It’s not like Mum would be too happy about
me doing that anyway, but it’s nice to dream that one day, my
YouTube account would have a few hundred thousand views.

I have a routine when I go online and I like to stick to it.
Firstly, I load up my Tumblr. I follow a lot of chronic illness
blogs on there, as well as some people I know through Facebook, and
the ukulele forum I use. I’m not socially stunted or anything like
that, people just don’t seem to understand why I care for my mum
and other things about my life that have nothing to do with anyone
but me (and sometimes Mum too). Anyway, my routine: I read through
the dashboard to see if there were any interesting posts. There
were a few and I read those. Nothing of importance to note, nothing
major had happened in the last day or so since I was last
online.

Once I was sure that I was done on Tumblr, I moved onto
Facebook and read through posts and information on there – I don’t
know why I do it that way, because pretty much everyone on my
Tumblr is on my Facebook. So there’s a big chance I’ll read things
twice, but it doesn’t bother me, it passes the time. Once I’d done
that, I moved onto Twitter and read through the last page or so of
Tweets. I didn’t go back through all of them because I follow a lot
of ukulele sites and other places like that who post a lot and 90%
of it doesn’t interest me, but I follow them anyway for the 10%
that do. I also follow some famous people, like the British Prime
Minister and some actors I like. I also follow a few Fibromyalgia
charities to keep an eye on activism. There’s one that I follow
really closely – FibroDuck – they work on raising awareness through
little plastic yellow ducks, their aim is to get one million ducks
world wide. I have one, so does Mum. They have little black dots on
them to symbolise the trigger points for someone with Fibro. It
makes me feel like I’m doing more to help Mum to keep an eye on any
information about new treatments and such; it stops me from feeling
completely helpless.

Anyway, once I’d read Twitter, I moved onto the ukulele forum
I frequent. I hit the “New Posts’ button and worked my way through
them all. There was a new ‘Daily ukulele’ post, which I loved to
read. Someone posts a new song to learn – with a video – every day
and sometimes the song is an easy one that even I can play! I must have sat for a
while reading through all the new posts to see what people had to
say. I had a few close friends online, but Mum had been right
earlier; only one of my close friends was in the UK. She also
happened to be the one who was a similar age to me. Violet was
fifteen and lived in London. We’d talked about meeting up at some
point, but we both knew it was unlikely, unless she came here
because I couldn’t leave Mum for a whole day or overnight. Her
parents also wouldn’t agree to her coming here. They don’t know me,
or my mum and it was too big of a risk as far as they were
concerned. So the only friendship we had was one built up around
emails, Facebook comments, tweets, and the occasional PM on the
ukulele forum.

Another friend, one I was really close to was, Jeorgia. She
was eighteen and lived in Canada, but we shared a bond that I
didn’t really have with any of my other friends online. She had
Fibro, so she knew what Mum went through every day and she was
close enough to my age that she could sort of understand what I
went through caring for Mum. She and I both got mistaken for boys
when we first joined up on UkeChat. That’s the ukulele forum I use.
Mostly because my username is HarriUke and hers is KingJeorgeous.
Both are plays on our names, and both look like they could be male
names. It took people a while to work out that the faces behind the
avatars we used were female and that, I guess was the start of our
friendship. We had a bond through the Fibro and the fact that
people thought we were guys. I just wished she lived closer. It can
be very isolating living with just your Mum and there being nobody
close to you in distance that actually cared what happened to you.
I mean, I knew Mum would move heaven and earth to be sure I was
okay, but still, it would be nice to know I could speak to Jeorgia
or Violet on the phone. Violet’s parents wouldn’t let her give out
her mobile number and you can probably guess that an international
call wasn’t in our budget. Still, a girl can dream.

I logged off and shut down my computer at around eight, when I
took Mum her evening tablets and a drink. She was asleep when I
went into her room, so I put the pot with her tablets and the drink
on her table. I sat on the edge of the bed and started to shake her
slightly. I was worried that she’d slept so much that day – I mean,
yes, she had good days and bad days, but still, she’d been in bed
most of the day and probably asleep too. As far as I knew, I’d been
at school and she would lie if I asked her so as not to worry me. I
knew it was part of the condition, and part of it was down to the
amount of painkillers she was on because she was flaring, but
still, it worried me.

“Mum?” I said quietly, shaking her arm gently. I didn’t want
to hurt her by applying too much pressure, but I still wanted her
to wake up.

She stirred and opened her eyes to look at me. “Hey, you,” she
said, a smile forming on her lips. “How long have I been
asleep?”

“Since just after dinner, so a couple of hours.”

“Did you get your homework done?”

“Yeah, it was just some work on the perfect tense for
French.”

“Good girl.”

“How are you feeling?” I asked. She looked bad, her face was
almost white and I could see that she was still in pain despite the
massive amount of painkillers she was on. I just hoped that this
flare was over with soon. I hated them almost as much as she did.
Before you think it’s because she needs more care when she has one,
it’s nothing to do with that. I would gladly give up school and
work round the clock to care for Mum if I had to. She’d brought me
up on her own; it seemed only fair that I looked after her when she
needed it. I hated them because who likes to see someone they love
in pain?

“Sore,” she said. I could tell that she was trying to decide
how honest to be. She didn’t want to worry me, or burden me, but
she also knew I’d know if she was lying and worry
anyway.

“On a scale of one to ten?” I asked, fully aware that her five
was an ordinary person’s ten.

She thought for a moment, probably trying to decide if she
could get away with a lie. “Five, bordering on five and a half,”
she finally admitted. I looked into her eyes, trying to work out if
she was downplaying the situation. Nope, she was being
honest.

“I brought your tablets.” I handed her the pot with her pills,
all eleven of them. I’d put some paracetamol in with them as it can
help increase the effectiveness of her usual painkiller.

“Thank you, what would I do without you ay?” she asked,
smiling.

“You’d survive,” I told her. She would too, my mum is a
survivor.

“What time is it?” Mum asked, having swallowed her tablets in
one go with a mouthful of milk. She drained the rest of the cup
while she waited for me to answer.

“About eight-thirty.”

“You should be getting ready for bed,” she told me.

“Mum, I’m fifteen, I don’t need you to tell me to go to bed
and tuck me in,” I said, giving her a look. It was a game we
played, a way for Mum to feel like we had a normal relationship.
Where she was the one who cared for me and I was just an ordinary
teenager. I always played along because I hated her thinking like
she was a burden or that she’d robbed me of my teenage years. When
I went to the Young Carers’ group, some of the teenagers there were
resentful, not of their parents or whoever they cared for, but of
the situation, of their friends and the ‘normalcy’ that went on in
other people’s lives. Maybe I was lucky that I didn’t have any
friends locally, that way I didn’t have ‘normal’ shoved in my face
all the time, and I didn’t feel like I was missing out of anything.
I saw the situation as just something we had to deal with. It was
nobody’s fault. Until they found a cure or proper treatment for
Fibro and M.E, there was nothing to be done to change it. I saw
little point in getting upset about it all.

“I know, I know, but still, if you want you can stay up till
nine-thirty and watch some TV,” Mum said, bringing me back to the
conversation.

“I might,” I said. “Do you want a cup of tea or
anything?”

“Tea would be nice, maybe I’ll get up and watch some TV with
you.”

“You don’t need to do that. I’ll probably go to bed after I’ve
made your tea and read some of my book.”

“I could make the tea,” she offered. I knew she wanted to and
that being who she was and being stubborn, she could have as well.
I also knew that during a flare she would have made herself worse
and would have suffered more the following day so I shook my head,
and told her I would make it on my way up to my room.

I took down her lavender sack so that I could warm it up in
the microwave for her. It would help her sleep and it helped some
with the pain. While that was being heated, I boiled the kettle and
made Mum a cup of tea. Once they were both done, I took them up to
her room and put the tea on her table and gave her the lavender
sack. I then pushed the table so that it was next to her
bed.

“If you need me, give me a shout. I should be up for another
half an hour or so,” I said.

“I’ll be fine, I’m sure. You need your sleep,” Mum said,
tucking the lavender sack behind her back.

“I’ll be awake anyway,” I told her. I could be as stubborn as
she was, it ran in the family.

“I know, I know. Good night, Harri,” she said, smiling at me
as I left her room and flicked the switch for her lift to the off
position. I pulled her door so that it was almost closed and headed
to my room. I quickly changed out of my school clothes and into my
pyjamas, and then I crawled between my own bed covers and grabbed
the book I was reading. Once I found the page I was up to, I
started to read and was soon lost in the story. Before long, my
eyelids were heavy and so I marked my page, turned off my lamp and
closed my eyes. It had been a busy day. If I’d known then how busy
my night was going to be, I probably wouldn’t have bothered
sleeping at all.


​ Chapter Four

I don’t know why I woke up when I did. Maybe I’d heard
something, but one moment I was dreaming about performing with my
ukulele for the cast of NCIS, and the next moment my eyes
were open. I lay there for a moment trying to work out why I’d
woken up. I didn’t need the toilet, but I figured that now that I
was up, I could at least check on Mum and use the bathroom. I was
sure that once I got out of my warm cocoon of duvet, my bladder
would announce its fullness.

I tossed back the duvet and sure enough, the cold air woke me
and my bladder up. I walked slowly and carefully across my room and
towards my door. I was listening for the sounds of Mum’s portable
DVD player. Sometimes if she couldn’t sleep she’d watch
NCIS on it, she had
every season available on DVD and would watch them from episode one
to the latest episode she had and then start all over again. It’s
why I had an appreciation of the show myself. Mum and I used to
watch it together before she got sick, when we could afford cable
TV. We’d watch it in the evening and we were both hooked. Now that
Mum barely left her bedroom, I didn’t really watch it on our TV,
but on the DVD screen in her room so that it was still something we
did together. Something from the days before the Fibro and the M.E.
I miss those days more than I can say, but anyway, getting back to
the problem at hand. I was awake in the middle of the night and I
couldn’t work out why.

I made it to the bathroom and did what I needed, still
listening out for Mum’s DVD player. I couldn’t hear anything other
than the sounds of my own breathing and my heartbeat thumping away
in my head. I didn’t even know what time it was, so I headed back
to my room to check on my phone – 3:33am. I crept quietly across my
room and the hall and poked my head around Mum’s door. She was
sound asleep, but even though she was resting, I could see that she
was still in pain. Her forehead was creased and she didn’t look
like she was resting peacefully. I noticed that her lavender sack
was on the floor by her bed. The table that I’d pushed next to the
bed was pushed back and I guessed that the sack had dropped out of
the bed and Mum had tried to pick it up, rather than disturb me. I
sighed, would she ever learn? Probably not. It was something she
would always do, make sure that she took care of my needs before
her own. I couldn’t be angry at her; she was suffering enough for
her choice as it was.

I picked up the lavender sack and it was still slightly warm,
but not enough to make a difference. I figured that since I was up
and awake anyway, I might as well be useful and warm it up again.
Mum would sleep deep enough that if I slipped it back into her bed,
she’d never stir. I headed quietly down the stairs and into the
kitchen. I put the sack into the microwave and put on the timer for
one minute and thirty seconds, which should make it warm enough to
maybe ease some of Mum’s pain while she slept. I yawned as I waited
for the microwave to beep. Even though it was a stupid time in the
morning, I was unusually awake, it was like my body thought it was
time to get up for school or something.

The microwave pinged and I opened the door and grabbed Mum’s
lavender sack. It felt warm and snug in my hand. Perfect, that
should help her pain levels! I walked out of the kitchen, turning
the light off as I shut the door and turned into the hallway. I
hadn’t turned any of the lights on as I’d come downstairs because
my eyes had adjusted to the darkness by that point. That’s why,
when I saw a light coming from the dining room; I stopped and went
to investigate. What I saw was enough to make me drop the lavender
sack and stop still as a statue.

There was a young girl standing in the middle of our dining
room table. She was tall, probably about my age, skinny with brown
hair that was tied back away from her face. She was dressed neatly
in clothes that looked like they had only existed at the beginning
of the previous century. No, I don’t mean 2000, I mean 1900. She
stared straight at me and I turned around to see if there was
another glowing figure behind me, feeling fear I’d never known
before. I didn’t want to be surrounded by them!

There wasn’t another one behind me. I turned back to look at
the girl again. She’d moved so that she was no longer standing in
the middle of our table, but now nearer the window. She was still
looking straight at me with a look I could only describe as
searching, as if she could see me, and was also wondering what I
was doing there. The same as I was wondering what
she was doing in my
house.

I slowly walked towards her and as I got closer, she moved
back against the wall. She didn’t go straight through it which gave
me the impression that whatever she was, she wasn’t a typical
walk-through-walls ghost. Her facial expression changed to one of
fear and that’s when I realised that she could see me and she was
afraid of me. Just as I was about to say something to her she
spoke, softly.

“You have to help us,” was all she said.

I looked at her and nodded and just as I was about to answer,
I blinked and she was gone. I stood watching the spot by the wall
where she’d been standing. I waited, thinking and wondering if she
would return as quickly as she had gone. While I waited I thought
about what she had said. I had to help her, help her with what? And
why? What could I do? I had no clue who she was, where she was
from, or even if she was real, but I’d nodded all the same. I’d
seen something in her eyes, not just fear, but desperation and I
knew how that felt. I knew what it was like to want someone, anyone
to do anything to change the situation that you have found yourself
in. Still, could it have all been a dream? Something I’d imagined
while I was sleep deprived? Yes, that had to be it, I had to be
sleep walking or sleep dreaming or day dreaming or whatever it was
called, it had to be a dream due to the lack of sleep I’d
had.

Except, I wasn’t sleep deprived, I’d slept fine. Mum rarely got me up in the
night, even during a big flare. She was stubborn as hell and had
always made sure that she had what she needed before I went to bed
so that she wouldn’t need to call for me or disturb me. Whatever,
the point was I hadn’t had a disturbed night of sleep in a long
time. I hadn’t been overly tired the day before. Even as I stood in
the dining room at nearly 4am in the morning, I didn’t feel tired,
I felt oddly awake. I had since I’d woken up at 3:33am. So, despite
the desire to believe that what I had seen had been a dream of some
kind, there was a little voice that was getting louder by the
second telling me that no, it hadn’t been a dream.

Maybe I’d imagined it then. I mean people from the past didn’t
just appear in the middle of dining tables and ask for help from
people in the future, did they? It just. Did. Not. Happen. Except
now there was another voice in my head telling me that she’d looked
as real as I did. Not only had I seen her, but she’d seen me, and
she’d spoken to me. So, it had to be real, didn’t it?

I shook my head defiantly, nope, I was not going to analyse any apparitions
that appeared to me at near enough 4am in the bloody morning. I was
going to take Mum her lavender sack, tuck myself into bed and then
I’d deal with it in the morning.

So, that’s what I did. I pushed the thought of the girl in the
table to the back of my mind. I climbed the stairs, aware that my
eyes were searching still for any trace of her. I crept into Mum’s
room, slid the sack under her duvet, being careful not to put any
pressure on any part of her, tucked her in and headed to my own
room.

I climbed into my own bed and I turned off the bedside lamp,
pulled the duvet back over me and shifted to get comfortable. I
closed my eyes and I told myself that after a good night’s sleep,
I’d talk to Mum about what I’d seen. If not Mum then Jeorgia or
Violet. Anyone who could tell what a crazy idea it was for me to
think that someone would just appear in the middle of our dining
room table, and ask me to help them with something.

I lay there for fifteen minutes trying not to think of how
scared the ghost had looked before I realised that if I didn’t stop
thinking about it, I was never going to get to sleep and then I
really would be sleep deprived. So I told myself to stop thinking
about it, except that’s next to impossible to do. Have you ever
tried it? Telling your brain that you’re not going to think about
something makes damn near sure that that is ALL you can think
about! I spent another fifteen minutes trying to think of anything,
anything at all that wasn’t the girl in the table and once I
managed it, I told myself how good I was for thinking about the
chord diagrams I wanted to learn and not about what I’d seen and
then I was back at square one. Damn, I was never going to get back
to sleep.

Except, I did, because the next thing I knew, my alarm was
going off and it was 7:00am. I blearily opened my eyes and threw
back my duvet, instantly regretting it when the cold air blasted
over my exposed body. I shivered slightly and then got up. I
usually went in to check on Mum. Since I couldn’t hear any movement
from her room, I decided to head downstairs and see if the girl had
re-appeared in the daylight. Or if I still thought and felt like I
was a little crazy. I got downstairs and went straight to the
dining room. There was no girl in the middle of the table. In the
dim light of a Tuesday morning in January, I realised that I’d
probably had an awake dream or something or other. I pushed it to
the back of my mind and started the morning routine. I went into
the kitchen and made two cups of tea, one for me and one for Mum. I
rooted out her medication and dispensed her morning pills, grabbing
two paracetamol in case the pain was bad and she needed something
to boost her normal meds. Once the kettle had boiled and tea was
made, I headed upstairs with Mum’s tea in one hand and her pills in
the other. I pushed her door open with my foot and could see that
she was still asleep, so I put the tea down on her table alongside
her tablet pot and sat on the edge of her bed to wake
her.

“Mum?” I said, shaking her arm ever so gently. “It’s 7am, time
to get up.”

She didn’t stir straight away, but after a bad night or a bad
day, she would sometimes sleep quite deeply. I shook her slightly
harder, aware that the slightest pressure could cause her pain, and
she finally half open her eyes and groaned in response to the
shaking.

“Good morning,” I said, “I have a cup of tea and your pills
for you.”

“Oh, thanks, morning,” Mum replied, trying to wake herself
up.

“How are you feeling?”

“Ask me in an hour,” she said. It was common for Mum to feel
really bad first thing in the morning. Sometimes she didn’t know if
that bad feeling was going to continue into the day, or if it was
just how the day started. She never usually committed to whether it
was a good or bad day until she’d been awake for a
while.

“I’m going to get dressed, do you want a shower this morning?”
I asked, thinking of the time. I figured if I dressed quickly, then
I’d be able to shower Mum for about ten to fifteen minutes before I
ran out of time.

“No, if need be I’ll have one during the day,” she
said.

“Are you sure?” I said, “I know you struggle with it on your
own.”

“I’ll be fine, stop worrying!” Mum told me. I nodded and
headed out of her room and into mine. I had thought about asking
her if she’d heard anything last night that would tell me if my
little apparition had really happened, but I knew she wouldn’t
have. If she was real, the girl had barely spoken loud enough for
me to hear her so there was no way Mum would have heard her. I also
thought about checking the records for who had lived in this house
before, but realised that I didn’t know when the girl and her family had
lived here. I was assuming that she lived here at all, and that she
had a family. Still, despite my best intentions, I couldn’t get it
out of my head as I washed and dressed. I seemed to go through the
morning on auto pilot and before I knew it I was kissing Mum
goodbye, telling her I had my mobile if she needed anything while I
was at school, and left the house.

Whatever it was that had happened in the early morning, I
wasn’t going to be satisfied until it either happened again to
prove to myself that I wasn’t crazy, or enough time passed that it
disappeared from my immediate memory. Neither of which seem likely
to happen very soon.


​ Chapter Five

When I got to school, the ghost or whatever it had been was
pushed to the back of my mind as I tried to focus. I had French and
Maths before the first break of the day. I knew that as I was
already tired from my late night excursions I couldn’t afford to
let my mind wander. I ended up being paired up with Michelle
Edwards in French to practise conversational phrases with each
other. She was like me in some respects; an average size girl who
was a loner. In a different time and place I could see us becoming
friends. She wore glasses and was a little pudgy around her middle,
which is why the popular kids picked on her. She mostly kept to
herself and although we usually ended up paired off together when
the need arose, I didn’t really know much else about her. I
remember hearing that her parents had gone through a really messy
divorce when she was in the beginning of Year Eight – probably
another reason people bullied her. I knew that she had tried to
keep all of that to herself which I could understand. I know I
didn’t like people knowing about Mum and my home situation. So I
can’t imagine how it would feel to have most of my school year
talking about it. I’d stayed out of the gossip that had gone round.
I figured it wasn’t my business and left it at that. Plus I’d been
the new girl, and I didn’t want to make an enemy of anyone before I
knew the lay of the land as it were.

We were still practising when the bell went and we all packed
up ready to head off to our next class.

“You want to walk down to Maths together, Harriet?” Michelle
asked. “I could sit with you if you’d like.” I don’t know why she
had suddenly taken an interest in me or why she decided that now
would be a good time to try to make friends, but I also knew that I
didn’t really have time for friends. However, if Mum ever found out
that I’d turned down the chance to spend time with someone of my
own age, the guilt would eat away at her and I couldn’t do that to
her. Plus it would mean that our social worker and Mum’s other
carer would probably decide that caring for Mum on my own was too
much and start to talk about bringing in other people to help. So,
despite the fact that a voice in my head was telling me that, just
like the friends at my old school, Michelle would disappear when
she knew what went on at home, I took the chance and agreed to walk
down to the Maths block and sit with her during the lesson. Mum
would be so proud. I know I tell people that I’m not a social
butterfly, but it had more to do with the fact that I’d had friends
and they were friends that firmly fitted into the ‘before’ segment
of my life.

Yeah, I know, it was harder for them to see me because we
didn’t see each other every day at school and yeah, I know, my time
was mostly spent caring for Mum and doing homework and other
delightful things, but this was the age of technology. There was
Facebook, mobile phones, even bloody Twitter and they hadn’t
bothered. Not one text, Facebook message or even a hundred and
forty characters to say hello. After they realised that my life
didn’t match theirs anymore. Once they saw that my priorities had
changed; theirs did too. I have friends in bloody Australia who
talk to me more often than they did, so yes, I’d had friends and
they had abandoned me when I needed them the most, so now? Now I
kept people at arm’s length.

Anyway, I’m getting away from myself. I sat with Michelle
near the middle of the room. Just as Mr Clark was clearing his
throat to announce that the lesson had started, I saw Michelle pass
me a quickly written note. Do you want to
eat lunch with me today? I glanced at it,
and then quickly looked at Michelle. I could not work out for the
life of me why, suddenly now, when I’d been at the school for three
years? We were in a few of the same classes; we’d barely said a
word to each other, apart from when we had to, why now was she
trying to be my friend? It made NO sense to me, so I did something
my mum would have been upset about. I slowly shook my head at her
and focused my brain on listening to the lesson. We were doing
Algebra – something I happened to like – and I did my best to
ignore any other notes that Michelle passed my way. I made sure
that I didn’t look like I was interested. Yeah, that may have made
me a bitch, but I didn’t want to start a friendship to only have it
blow up in my face when they realised that I only had a few hours
on a Saturday free and that was only because of Pat coming round to
look after Mum. I sighed inwardly. Okay, so friends would be nice,
maybe then there would be less talk between Pat, Mum and Maggie
(she’s our social worker) about how little I socialised with people
my own age. Maybe lunch and starting a friendship with Michelle
would be enough to make Mum feel less guilty. Yet, there was a
little voice in the back on my head that told me she’d just leave
the moment she realised that my mum’s needs came first, or worse
still, she’d tell everyone at school about Mum being sick and then
I’d be suspended for killing her. No one, and I mean, NO ONE mocks
my mother.

I told myself to calm down. I was over-thinking the whole
situation. So just before the bell rang signalling break time, I
scrawled a note, telling Michelle that maybe we could meet in the
library after we’d both eaten. I could spend the lunch break
reading or whatever. If she said no, then at least I’d tried. If
she said yes, then I could take tentative steps to maybe, just
maybe, cultivating a friendship. The things I do to keep my mum
happy!
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