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The worst year of my life: cancer has my
family in its grip
His four-year-old niece has been diagnosed with an inoperable
brain tumour and her mother has breast cancer
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Billie Bainbridge, aged 4, has been diagnosed with a tumour on her brain stem.
Photograph: The Bainbridge Family

This article is the subject of a column by the readers' editor here

My four-year-old niece Billie has an inoperable brain tumour. Her mother,
my sister-in-law, has breast cancer. It's just been the worst year. It's hard
to describe how things have been for us all.

I'm one of three brothers and Billie is the daughter of my little brother
Sam, who is 33. He and his wife Terri, 40, have a second child, Joe, aged
two. Terri was diagnosed in February. And then Billie became ill in June.

While Terri was having chemotherapy, Billie began to show signs of
being unwell. At first they thought it was just a reaction to her mum's
illness. Then she started to get wobbly, her eyes started drooping and
she had difficulty swallowing. They realised that her speech was
becoming slurred and she was having problems with her balance.

Her GP referred her immediately to hospital. Initially they thought she
might have had a mini-stroke. But after a scan, she was diagnosed with a
tumour on her brain stem. It's called Diffuse Intrinsic Pontine Glioma
(DIPG). And it's known as the worst type of brain cancer. A doctor
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(DIPG). And it's known as the worst type of brain cancer. A doctor
described it as "the worst kind of tumour in the worst place".

This is an incredibly rare illness: only about 40 children are diagnosed
with it every year in Britain. The cause is unknown but it is not genetic. If
you look it up on the internet, all the statistics are stacked against Billie.
It's an aggressive tumour and it's in the most delicate place. It's too
dangerous to operate on because many of the brain's vital functions are
located in the stem. So all that can be done is to try to reduce it using
radiotherapy.

The prognosis is complicated. Many of the children with these tumours
have a life expectancy of around a year to 18 months. Is it impossible for
her to survive? No, as it turns out. Sam and Terri very quickly found out
about a pioneering treatment at the Burzynski Clinic in Texas for children
with DIPG. The estimated cost is £200,000. It is not available in this
country, it is new and there are no guarantees. When you are faced with
a decision like that, what can you do? It's like Monopoly money and when
we realised we would have to raise this amount, it seemed ridiculous.
Especially as there's only a slight chance that the treatment might work.

But it might save her life. So you have got to try. It was a relief to finally
do something. When we realised we had to raise this money it was
almost like a blessing because we felt that we could divert our energy
into that. I've always worked as a music writer and editor (I was one of the
founding editors of the Observer Music Monthly) so I know a lot of people
from that world. It has been refreshing after so many years working with a
music business which Hunter S Thompson rightly called a "cruel and
shallow money trench" to find musicians so willing to help, just because
they can.

We set up a gig in Manchester with Badly Drawn Boy for the end of
November. I helped him put out his first single and wrote the press
release for it in 1997. We are still good friends. When I told him about
what was going on, he said: "Whatever you need me to do, just tell me
and I'll do it."

I also happen to know Peter Kay because I used to edit Manchester's
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CityLife and he was its Comedian of the Year in the late 1990s. I sent him
an email and he responded immediately. He offered to set up two gigs in
Blackpool which take place next week. Tickets go on sale tomorrow.

Everyone we have asked has done something. The actor Antony Cotton
(Sean Tully in Coronation Street and currently on I'm a Celebrity Get Me
Out of Here) heard about it and got the script from Coronation Street's
50th anniversary live episode signed by the entire cast so that we could
auction it. Cheryl Cole sent a signed autobiography. So did Michael
Bublé. Professor Green gave us a pair of signed trainers. Gorillaz gave
us some rare figurines of them by a Japanese toy manufacturer.
Radiohead was maybe the most shocking: I was expecting them to send
a signed box set or something. They gave us Ed O'Brien's guitar. It
raised more than £9,000.

I'm amazed by what has happened. Once people find out there is a family
in which the mother has breast cancer and the daughter has an
inoperable brain tumour, they will do anything to help. People locally in
Exeter have organised "butterfly balls" (the charity is called Billie Butterfly
Fund). Two guys did a bike ride from Edinburgh to Exeter in two days.

Billie's nursery donated a full-time nursery place worth about £20,000.
The guy who won it in the raffle already had a child at the nursery and
said: "I don't want to take the prize, I want the nursery to bill me and the
money will go direct to the fund."

One anonymous donor in the US sent $25,000. I still can't quite take that
in. So far we have raised more than £170,000. With the Peter Kay gigs
we are hoping to exceed the £200,000 and any money that is not spent
directly on Billie's treatment will go towards research. Billie has already
started the clinical trial. She went to Texas for a month, six weeks ago.
She was able to come back and bring the treatment with her. She has a
backpack with the treatment in it and a Hickman line going into her chest
which administers this liquid every four hours. She has not been eating
since she has been on the treatment so she also has to be fed through a
tube – milkshakes and protein drinks.

Her health goes in waves. She started school a couple of weeks ago.

Healthcare Professionals Network

Today in healthcare: Friday 8
November
News, comment, blogposts and tweets across the
sector

Post your comment

Healthcare Professionals Network

How should the chosen integration
pioneers deliver better care?
The 14 integrated care pioneers should accelerate
learning and good practice on health and social
care integration, explains Catherine Pollard

Post your comment

More from our Healthcare Network

http://ad-emea.doubleclick.net/activity;src%3D3368141%3Bmet%3D1%3Bv%3D1%3Bpid%3D103695668%3Baid%3D276427714%3Bko%3D0%3Bcid%3D55998901%3Brid%3D55888207%3Brv%3D4%3Bcs%3Di%3Beid1%3D1235801%3Becn1%3D1%3Betm1%3D0%3B_dc_redir%3Durl%3fhttp://ad-emea.doubleclick.net/click%3Bh%3Dv8/3e94/17/f0/%2a/a%3B276427714%3B0-0%3B0%3B103695668%3B4307-300/250%3B55998901/55888207/4%3B%3B%7Esscs%3D%3fhttp://oas.theguardian.com/5c/www.theguardian.com/theobserver/2011/nov/20/a-family-gripped-by-cancer/oas.html/L31/1858814134/Middle/Guardian/GooglePlus_ROS_300x250_OCT-DEC13_USA/GoogleOct_US_300x250_DA.html/52615461506c4a394d3545414173482b?https://plus.google.com/communities/104878004917627263880
http://www.theguardian.com/healthcare-network
http://www.theguardian.com/healthcare-network/2013/nov/08/integration-pioneers-deliver-better-care#start-of-comments
http://www.theguardian.com/healthcare-network/2013/nov/08/integration-pioneers-deliver-better-care
http://www.theguardian.com/healthcare-network
http://www.theguardian.com/healthcare-network/2013/nov/08/today-in-healthcare-friday-8-november#start-of-comments
http://www.theguardian.com/healthcare-network/2013/nov/08/today-in-healthcare-friday-8-november
http://www.theguardian.com/healthcare-network
http://www.theguardian.com/guardian-professional
http://pdfcrowd.com/html-to-pdf-api/?ref=pdf
http://pdfcrowd.com/customize/
http://pdfcrowd.com/redirect/?url=http%3a%2f%2fwww.theguardian.com%2ftheobserver%2f2011%2fnov%2f20%2fa-family-gripped-by-cancer&id=ma-131108135517-98bb20e7
http://pdfcrowd.com


pdfcrowd.comopen in browser PRO version Are you a developer? Try out the HTML to PDF API

She goes in for the afternoon for an hour and then just sleeps in the
corner of the classroom.

Of course, she doesn't comprehend what is happening. When Terri got
breast cancer, her parents told her: "Mummy has a lump and the doctors
have to take it out to make her better." Now they tell her, "You have a
lump too. The doctors can't take it out. But they are going to try to make
it smaller." That's about as much as a four-year-old can grasp. Her
brother Joe just knows that she is poorly.

In some ways the fundraising has been great because it has given us
something to do. Friends and family have been amazing and have really
led all that because obviously Terri and Sam have to try to have some
semblance of normal family life for the children. They run a property
company together and that has been a double-edged sword. On the one
hand, they don't have a problem with getting time off work. On the other,
they are self-employed so they are not earning while all this is going on.
It's not exactly the least of their concerns because they have a mortage
to pay, but when something like this happens you do what you have to
do. At the moment Terri's prognosis looks a lot better. But she has only
just finished her chemotherapy and radiotherapy.

I'm overwhelmed by the support that we have had and I'm thrilled Peter
Kay is doing these two gigs. It's a chance for people to see him in a
relatively intimate venue. The Blackpool Opera House seats 3,000 and
normally he would play to 20,000.

We hope the shows are a sell-out. I'll be there. Although I'm not sure I'm
really in the mood for laughing much.

Until this happened Billie was just one of those people you imagine will
sail through life. The change in her from a year ago is huge. I've spent
the past 15 years as a music journalist meeting all these rock stars who
supposedly have "the X factor". Most of them really don't have it. Billie
does.

It's hard not to resort to clichés but she is one of those little girls who is
incredibly beautiful and who just lights up a room. Of course, she's my
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niece. So I'm biased.

HOW YOU CAN HELP

Peter Kay will announce on tonight's Alan Carr show (Alan Carr: Chatty
Man) on Channel 4 that he will be hosting two gigs in Blackpool at the
Opera House on 24 and 25 November. For full details and to buy £35
tickets from 10am tomorrow go to www.peterkay.co.uk

On 28 November, comedian Justin Moorhouse (who appeared in Phoenix
Nights) will host a gig, Magic in the Air, at the Manchester Comedy Store
featuring Badly Drawn Boy, I Am Kloot and Everything Everything.
Tickets cost £19.50 and are available from www.thecomedystore.co.uk.

For more information about other events UK-wide and to donate, go to
www.billiebutterflyfund.org
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