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CONDITIONS TOGETHER:

Teamwork: When Marcus Main (second from left) was diagnosed with
Hodgkin lymphoma, his younger brother Bernie (far left) stepped up
to help him fight the disease
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IPSOGEN, Cancer Profiler, develops and markets molecular diagnostic tests.
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biomarkers used routinely worldwide for the diagnosis, prognosis, and monitoring
of patients with leukemia, including rare sub-types, IPSOGEN is currently the

Ipsuﬁe" world leader in blood cancer molecular diagnostics.

CANCER PROFILER IPSOGEN is, since July 2011, a subsidiary of the QIAGEN group. More on www.ipsogen.com
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Alastair Kent, Director of Genetic Alliance UK, talks about why
a better understanding of blood conditions is needed in order to
ensure early diagnosis and effective treatment.

Greater awareness anc
Unaderstanding is key

our blood is amaz-
ing. It performs
an incredible
amount of un-
sung tasks in your
body. It delivers
oxygen from your
heart to the furthest reaches of
your body, supports the antibod-
ies that form our immune system,
delivers nutrients from our food
around the body, clots our wounds
and cleans them too. It is intrinsic
to our being but when something
goes wrong with our blood it is of-
ten a lack of awareness of blood
disorders that prevents patients
from accessing the correct care.

Lack of awareness
9 Due to the multitude of func-
tions our blood performs it can
go awry in many different ways.
Some of these are quite well known,
such as high cholesterol whereas
others such as haemophilia, sickle
cell and many blood cancers, are ra-
re and often a lack of awareness of

Alastair Kent
Director, Genetic Alliance UK

these conditions causes delays in
diagnosis. More than 5,300 people
are diagnosed with rare forms of
blood cancers and related condi-
tions in the UK every year.

Problems with diagnosis
% According to a recent survey by
Rare Disease UK, one of the big-
gest problems facing patients with a
rare blood disorder is diagnosis.
Fourty-six per cent of patients with
rare conditions had to wait at least a
year for a correct diagnosis and ten
per cent of patients had to wait up to

ten years. Delays in diagnosis cause a
number of problems for health ser-
vices, patients and their families.The
patient may be misdiagnosed and
have unnecessary treatment which
coststhe health servicesand is poten-
tially harmful. The delay also causes
distress for the patient and can result
in difficulty accessing support.

Greater understanding needed
9 Lack of awareness and delays
in diagnosis can be a particu-
lar problem for inherited blood con-
ditions. Undetected, these condi-
tions may place entire families at
risk. They can be passed between
generations and sometimes wreak
havoc in entire communities.
Increasing awareness is the first
step in combating these conditions.
Greater awareness leads to great-
er understanding, prevention and
more effective treatments for these
life-limiting conditions.

For more information visit
www.geneticalliance.org.uk

WE RECOMMEND

Orin Lewis
Co-founder and
chief executive,
ACLT
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‘Donation is surrounded
by myths, mistrust and
taboos. People are dying
because others of their
own background are not
coming forward’
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Shield Therapeutics is a privately held speciality pharma company
focused on the development and commercialisation of mineral

medicines, including a novel oral treatment for iron deficiency

SHIELD

THERAPEUTICS

anaemia currently in phase 3 development.

For more information please contact: Shieldtx@mcomgroup.com,

Tel +44 (0)1891 511 8500 or visit www.shieldtx.com
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Question: How can black and ethnic minority groups work
together in order to avert a major health crisis?

Answer: By raising awareness about donating blood, bone marrow

and organs.

M Over 28,500 people a year are
diagnosed with a blood cancer
and many rely on regular blood
transfusions which must match
their own blood group.

M Blood groups vary by ethnicity:
20 per cent of the black and Carib-
bean population are blood group B,
but only 9 per cent of western Eu-
ropeans are. Meanwhile, less than
one per cent of UK blood donors
are black or mixed race.Therefore,
people who are black, mixed race
or from an ethnic minority have a
far smaller chance of a match than
those who are white.

M Some blood disorders re-
quire bone marrow transplants
and 70 per cent of patients need
bone marrow from strangers.
While the odds of a match for a
white patient are, at best, close
to one in five, for black or ethnic

NSpINNg ot
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minority patients they are well
over one in 100,000.

A need for greater awareness
Black and ethnic minority donors
arereluctant to come forward. “It’sa
crisis partly caused by lack of aware-
ness,” says Orin Lewis, co-founder
and chief executive of the ACLT, the
charity which encourages black and
ethnic minority people to donate
blood,organs and bone marrow.

The lack of awareness is surpris-
ing because the blood disorders
sickle cell disease and thalassaemia
are commonly found in people from
H Orin Lewis, OBE

Co-founder and

chief executive,
- ACLT

theblack and ethnic minorities,and
both require blood transfusions.
“Donation is surrounded by
myths, mistrust and taboos. Peo-
ple are dying because others of their
own background are not coming for-
ward,” says Lewis,who experienced
the donor shortage when his son
Daniel De-Gale,aleukaemia sufferer,
needed a bone marrow transplant.
Daniel finally found a matched
donor, but his search inspired the
formation of ACLT,which continues
to campaign despite Daniel’s later
death from unrelated complications.

A call to action

ACLT’s campaign to publicise the
facts and show how easy it is toreg-
ister as a donor has helped increase
the number of black and ethnic mi-
nority blood and organ donors. It
has also upped the number of black

BECOME A
DONOR

Na save [ves

and ethnic minority people on the
bone marrow registers from 585 in
1996 to over 40,000 today. It now
aims for 60,000.

ACLT-recruited bone marrow
donors have already saved 40 lives.
Lewis says: “We want black, mixed
race and ethnic minority groups
to register as donors to mark Dan-
iel De-Gale Blood Donation Month
in October — coincidentally Black
History Month and also the month
inwhich Daniel died.”

Call 0300 123 23 23 and quote ‘R20’ to
book an appointment.

Read more on the web:
www.aclt.org
www.anthonynolan.org

LINDA WHITNEY
info.uk@mediaplanet.com

When science and passion connect,

innovation happens.

Collaboration with people inside and outside of Novartis enables us to explore biomarkers
and targeted drug development focused on individual patients. These connections accelerate
the development of medicines with potential for greater patient benefit. Together, we discover
innovative medicines that transform the way people live with cancer and targeted diseases.

NOVARTIS

ONCOLOGY

www.novartis.co.uk
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Orin Lewis was awarded
an OBE for his services

to healthcare, pictured
(top right) with the Queen
(middle right) with his wife
and late step-son Daniel
De-Gale who inspired him
to set up the ACLT charity
during his battle with
Leukaemia
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Slickle cell
disease anql
thalassaemia

Dr David Rees, clinical senior
lecturer and blood disorders
specialist at King’s College,
London, explains: “Sickle cell
diseases and thalassaemia
are genetic blood disorders
that if untreated can lead to
early death.”

In sickle cell disease, which occurs
mainly among people of sub-Saharan
African descent, the red blood cells
are sickle-shaped, stiff and sticky. Pa-
tients suffer severe pain ‘crises’, and,
if untreated,damage to major organs.

In thalassaemia, the bone marrow
fails to produce haemoglobin, lead-
ing to anaemia. It affects people orig-
inating from the Mediterranean or
South Asia (mainly India, Pakistan
or Bangladesh).

Both diseases are commonly treat-
ed with repeated blood transfusions.
In the past this led to people dying of
iron overload, but new drugs can pre-
vent this.

“A close match of blood groups is
important,and more black and ethnic
minority blood donors would help,”
says Dr Rees.

LINDA WHITNEY
info.uk@mediaplanet.com
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Feroglobin &3

Feroglobin® Original is a gentle, liquid formula with iron
which contributes to normal formation of red blood cells and
haemoglobin. It provides a great tasting blend of minerals,

co-factors, honey and Swiss malt, with B vitamins and zinc
which contribute to normal energy release, and vitamin C
which supports iron absorption.

Includes IRON, FOLATE & B12 which can contribute to the
reduction of tiredness & fatigue

NOW at Holland & Barrett,

supermarkets, Lloyds,
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GNC &www.vitabiotics.com
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Question: Haemophilia is manageable but how can treatments be reduced?
Answer: Prophylaxis can reduce treatment frequency, even for people with

AN INDEPENDENT SUPPLEMENT BY MEDIAPLANET

antibodies to clotting factors.

KNOW YOUR
OPTIONS

MODERN TREATMENTS OFFER
PATIENTS A NORMAL LIFE

Haemophilia and related blood
disorders are now managed well
in the UK but significant im-
provements are underway.

Prophylaxis, in the form of reg-
ular injections of clotting factors,
protects against potentially lethal
brain bleeds and painful bleeding
into joints,while rates for viral in-
fections have become negligible.

“Many patients are now living
until their 60s and even 80s and
with luck and good treatment,
children with haemophilia being
born now could live to be 100,”
says Kate Khair, board member
of the Haemophilia Society and
haemophilia nurse at Great Or-
mond Street Hospital.

Prevention and treatment
Most children and some adults are

given prophylactic treatment to
prevent rather than treat bleeds.
Normally injections are adminis-
tered, or self-administered, three
times a week, but some sport-
lovers take a daily, lower dose to
keep clotting factors closer to
normal levels over a longer pe-
riod. “The good news is that new
longer-acting products, currently
in clinical trials, will only have
to be taken every five to ten days.
These will have a big impact on
future haemophilia care as it will

Kate Khair
Haemophilia
Society board
member and
haemophilia nurse,
Great Ormond
Street Hospital

mean fewer injections,” says Khair.

For haemophilia patients who
develop the antibody (inhibitor)
that neutralises the activity of
clotting factors, first line treat-
ment is to rid the body of the in-
hibitor with large, frequent dos-
es of drugs. Failing that, immune
suppressive drugs are used to stop
the manufacture of antibodies.

Ultimately, by-passing factors
can be given which act without
clotting factor VIII. “Increasing-
ly these are being used for pre-
ventive treatment so patients
who develop antibodies can and
do have fewer bleeds than in the
past,” says Khair.

New possibilities
Advances in genetic science al-
so bring the possibility of using

gene therapy for the treatment
of bleeding disorders. “At present
gene therapy offers hope to peo-
ple with Haemophilia B, but this
could extend to people with all
types of haemophilia in the fu-
ture,” says Khair.

Meanwhile patients can help
themselves by treating them-
selves before risks occur, such as
before school or sport, keeping
abreast of the latest news and at-
tending clinics regularly, so that
any overlooked problems can be
picked up.

Read more on the web:
www.haemophilia.org.uk

LINDA WHITNEY
info.uk@mediaplanet.com
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diseases.

We care about
patients with haemophilia

Sobi is a Swedish specialty pharmaceutical company with focus on
providing and developing specialist pharmaceuticals for rare disease
patients with high unmet medical needs.

Our portfolio consists of 60 marketed products, and we have an
emerging late stage clinical development pipe-line focused on rare

Currently we are researching new treatments for patients with
haemophilia, using forward thinking to apply established technology
to advance haemophilia research.

SODI
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FACTS

Around 22,850 people.in the
UK have haemophilia and other
bleeding disorders such as.von
Willebrand’s Disease.

Haemophilia affects mainly
males, but the more common von
Willebrand’s affects both sexes
equally. Many people don’t know
they have it.

A small cut does not mean death;
it just takes longer to stop bleeding.

There is no cure, but modern
treatments mean patients lead
relatively normal lives.
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Accurate diagnosis is vital

M Question: Lymphoma
is the fifth most common
UK cancer, so why is it
hard to spot?

B Answer: \With many
different types and
symptoms mimicking
common infections,
recognition is difficult.

“Over 75,000 people in the UK
live with lymphoma but pu-
blic awareness is low,” says Sal-
ly Penrose, chief executive of
the Lymphoma Association, the
charity providing information
and support for people affected
by lymphatic cancer.

Know the symptoms

In lymphoma, abnormal white
blood cells form painless lumps,
often in lymph nodes in the
neck, groin and armpits. Other

%S LE

symptoms include excessive
sweating, fevers, weight loss, ti-
redness, cough, breathlessness,
itching and gastric or flu-like
symptoms, which may be mis-
taken for common ailmentsand
lead to delays in diagnosis.

“The combination and per-
sistence of any of these symp-
toms should raise concern,”
says Penrose.

Accurate diagnosis

There are two main types of
lymphoma. Hodgkin and Non-
Hodgkin, which when inciden-
ces are combined, occur most
commonly in the 15-35 age-gro-
up. Over 1,800 cases of Hodgkin
lymphoma were diagnosed in
the UK in 2009 (the most recent
figures).The majority of patients
are cured with eight out of ten
surviving at least five years.

REE

OFFERING SUPPORT: Sally Penrose with Bill Ramsbottom, whose son

died aged 20 of undiagnosed lymphoma in 2011

Non-Hodgkin lymphoma co-
vers all other types of lymp-
homa, of which there are more
than 50.There were over 12,300
new cases in 2009, mostly in the
over-50s.Five year survival rates
aresix out of ten.

“Accurate diagnosis is vital.
Eachlymphoma needsdifferent
treatment,” says Penrose.Forin-
stance high-grade non-Hodgkin
lymphoma needs immediate
treatment, while some low-gra-
de lymphoma patients can be
monitored and remain well wit-
hout treatment for some time.

Treatment options
Lymphoma treatments inclu-
de chemotherapy, radiotherapy
and antibody treatment, often
in combination.

Stem cell transplants are al-
so increasingly being used suc-
cessfully. New treatments are
being developed all the time
and scientific advances mean
in future treatments may be
tailored to individual patients.
“The research looks very promi-
singand is great cause for hope,”
says Penrose.

This week is Lymphatic Cancer
Awareness Week. Find out more at
www.lymphomas.org.uk

LINDA WHITNEY
info.uk@mediaplanet.com
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HOW WE MADE IT

B How Hodgkin
lymphoma
threatened my life,
and how my ‘weedy’
16-year-old brother
bravely stepped up
to save me.

Marcus Mainwas diagno-
sed with Hodgkin lymp-
homa in March 2007,aged
24. Shortly after having
six months of chemoth-
erapy he suffered a relap-
se and was prepared for a
stem cell transplant.

“All my siblings over 16
— seven of them — were
screened. Only two we-
re suitable, which shows
how hard it is to find a
match and why stem cell
donors are needed.

“The best match was
my brother Bernie,
tested the day after he
turned 16 — perfect ti-
ming!” says Marcus.
“My then-weedy litt-
le brother bravely gave
himself the required in-
jections in preparation

Anthony Nolan matches incredible

individuals willing to donate their bone
marrow to people with blood cancer in
urgent need of lifesaving transplants -
people they’ve never even met.

NEVE
BUT
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But right now we can only find a
matching donor for half of those who
come to us in need. Thankfully, you can
help change that. Find out how at
www.anthonynolan.org

HE SAVE
MY LIFE Y

Tony, bone marrow recipient

Reg charity no

BE A MATCH, SAVE A LIFE 803716/5C038827




for donating his stem
cells to me. After three
more rounds of chemoth-
erapy I entered the hospi-
tal transplant unit.

“My blood and bone
marrow were blasted
by nine days of intensi-
ve chemotherapy before
Bernie’s stem cells were
extracted and pumped
straight into me.” A tense
period followed, during
which Marcus’ body sur-
vived on donor blood and
platelets,while he waited

to see if his body would
accept the transplant.

Good news

“On day 23 my blood
counts,which hadbeenze-
1o for a couple of days, sho-
wed a tiny rise. This was
great news and we were
quite emotional as it me-
ant Bernie’s stem cells had
madetheirwayintomybo-
ne marrow and were star-
ting to developinto the dif-
ferent cells needed for my
new blood and immune

GET

DIAGNOSED

Bernie (far left) and
Marcus Main (second
from left) aftera
fundraising rugby
match they organised
for the Lymphoma
Association

PHOTO: PRIVATE

system,” says Marcus.

“After a month I came
home and three months
later a cancer scan was
clear,” says Marcus. Four
years on Marcus is wor-
king as a scientist and ex-
pecting his first child. Me-
anwhile ‘weedy’ brother
Bernie is a Royal Marines
Commando.

You could be a match for
someone too. Find out how
you can register as a donor at:
www.anthonynolan.org

If you know little about myelo-
ma, you are not alone. Myeloma
is a cancer arising from the plas-
ma cells in bone marrow.The se-
cond most common type of blood
cancer, it is currently incurable.
About 4,000 new UK cases are di-
agnosed annually, but most pe-
ople have never heard of it.
“Inarecent survey we conduc-
ted, only three per cent of people
could identify myeloma as a can-
cer,” says Eric Low, chief execu-
tive of the charity Myeloma UK.
Never having heard of my-
eloma makes a diagnosis more
frightening, says Low. “Any can-
cer diagnosis is devastating, but
when it’s something you have
never heard of, it’s often even
more traumatic.”

Problems with diagnosis
Many patients are not diagno-
sed early enough. Most are over
60, and the symptoms are easi-
ly confused with more common
ailments.

“Symptoms like lower back
pain, fatigue,and colds are regar-
ded as normal by most over 60s,”
says Low. GPs also find it hard to
spot. Typically diagnosis takes
three to four GP visits over six
to 12 months. Many patients are

MENT BY MEDIAPLANET  SEPTEMBER 2012 - 9

Vyeloma: spot
the early signs

only diagnosed after bone frac-
tures or kidney failure (both cau-
sed by myeloma).

“Delayed diagnosis means new
patients often feel angry and frus-
trated aswell as fearful,” says Low.
Early diagnosis can mean longer
survival and better quality of life
so Myeloma UK is providing GPs
withatool to help rule out routine
conditions. Hospital doctors are
being asked to provide more in-
formation to myeloma patients’
GPs, to improve patient care.

Hope for the future
Three new drug treatments over
the last decade have increased fi-
veyear survival rates.Low says: “I
expect at least another six treat-
ments to become available in the
next five to ten years. Hopefully
one will be the silver bullet.”
Meanwhile he advises: “If you
have unresolved lower back pain
orare inexplicably unwell,badger
your GP for tests, even if it takes
repeated visits.”

Read more on the web:
www.myeloma.org.uk

LINDA WHITNEY
info.uk@mediaplanet.com
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cancer saved

B Question: How can | help
manage my own blood cancer?
B Answer: Researching your
condition can improve your care
— and may save your life.

“I was diagnosed with chron-
ic myeloid leukaemia in 1999
and told that without a stem cell
transplant I had 12 months to live.
Initially I collapsed under the
blankets for five days, terrified,”
says Sandy Craine, founder of
CML Support.

“But then I decided to research
my condition,and it saved my life.”

Craine joined an internet can-
cer forum and discovered that
doctors in the USA were trialling
a drug called Imatinib, which ap-
peared very effective. Her doctor
supported her decision to travel
to the USA to take part in the trial.

The treatment worked. Craine’s
disease, which was in its second,
accelerated phase,was set back to
its less dangerous chronic phase.
She returned to the UK and set up
CML Support, an online informa-
tion and support service.

“My experience shows the value

Sandy Craine
Founder of CML
Support

of information in helping pa-
tients make treatment choices,”
says Craine.

Research shows that people liv-
ing with chronic illnesses often
know best what is needed to man-
age their conditions. “Informed
patients and carers are more able
to make a tangible impact on
their disease and to access appro-
priate therapy,” says Craine.

Revolutionary treatment
The research that produced
Imatinib has led to more and bet-
ter drugs with the result that now
93 per cent of people diagnosed
with CML in its chronic (initial)
phase, take one tablet daily and
can expect a normal lifespan.
“These drugs have been a revo-
lution in the treatment of CML,
provided it is spotted it in its early

ooy

Research INto

STEP s

DO YOUR
RESEARCH
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Sandy Craine with CML
patient advocates in Hong
Kong. The CML Support
Group is an online patient
support group for chronic
myeloid leukaemia
patients, their families
and carers

PHOTO: CML SUPPORT
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my life

stages,” says Craine.

That can be difficult. CML can
be asymptomatic in its chronic
phase,or people may just feel tired
and look pale, so they often do not
visit their GP at first. The problem
is commonly picked up by opti-
cians (it can affect the eyes) and in
routine blood tests.

Push for a diagnosis

If you think you may have a prob-
lem, pester your GP for tests, re-
peatedly if necessary.

CML is rare with only 600 peo-
ple in the UK being diagnosed an-
nually. “That’s another reason
to research the condition,” says
Craine. “Many GPs will not have
seen cases so you can help them
provide the best care by educat-
ing yourself about your condi-
tion, the treatment options and
their effects, so you can make
informed choices.”

Read more on the web:
www.cmlsupport.org.uk

LINDA WHITNEY
info.uk@mediaplanet.com

CML: NEWS

What causes it?
9 Chronic myeloid leukae-
mia (CML) results from an
acquired genetic abnormality in
bone marrow stem cells, which
carry the Philadelphia chromo-
some. This causes an increase in
abnormal white blood cells.

Phases
9 Conventionally the disease
used to follow three phas-
es. In the chronic phase, lasting
four to six years, the disease pro-
gressed slowly, and symptoms
were mild.
9 In second phase, designat-
ed the accelerated phase,
lasting six to 12 months, leukae-
mia blast cells increased and
symptoms such as loss of appe-
tite, tiredness and bruising and
bleeding appeared.
% In the third, ‘blastic’ phase,
lasting three to six months,
much of the bone marrowwas re-
placed by abnormal leukaemia
cells. The blastic phase usually
ended in death.

Improved prognosis
9 Twenty years ago, total life
expectancy for CML pa-
tients without a bone marrow
transplant was five to six years.

“Since the advent of tyrosine
kinase inhibitors (initially the
drug Imatinib) in the late 1990s,
the picture has dramatically im-
proved, and the classical progres-
sion toblastic phase is now rarely
seen,” says Professor John Gold-
man of the department of medi-
cine at Imperial College London.

More powerful agents that act
in a similar way to Imatinib have
now been developed.

“Most patients taking these
drugs now have a life expectan-
cy in decades. Some have even
stopped taking them, so far with
no apparent relapse.

Hope for a cure
9 “The chances that drugs
now being developed could
turn a good response into a com-
plete cure for CML looks increas-
ingly realistic,” says Professor
Goldman.
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