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Cancer: it’s not all
about the Big Four

M
yelodizzy what?
No one in
America, apart
from thosewho
had treated,
studied or
experienced it,
knew about a

rare blood cancer called
myelodysplastic syndrome (MDS)—
until lastmonth. That was whenRobin
Roberts, popular host of ABC’sGood
Morning America, tearfully announced
to the nation that she was undergoing
treatment for the condition, and would
be out of action for a while. Now
everyone knows aboutMDS: websites
offering information are crashing and
potential bonemarrow donors are
rushing forward.
In theUK it’s a little different— and
not just becausewe emote less on
morning television.Many doctors
haven’t heard aboutMDS, there are no
official figures on howmany people
have it (it’s probably around 7,000), the
MDS charity has two part-time
employees and an annual income of
just £60,000 (compared with
Breakthrough Breast Cancer’s £18
million), and finding corporate
sponsors andmoney for new

treatments is difficult. This isn’t a
one-off. There aremore than 200 types
of cancer, manywith long names of
which few people have heard, many
represented by small charities shouting
“What aboutme?”. However, the big
four cancers— breast, bowel, prostate
and lung—dominate national interest,
media profile and charitable giving.
These “rarer” cancersmake up half of
all cancer cases in theUK, affecting
hundreds of thousands of people. But
survival rates are generally worse than
themost common cancers. Just 47 per
cent of people with rarer cancers
survive for five years compared with 77
per cent for prostate cancer and 85 per
cent for breast cancer.
Why? It’s partly a reflection of the
fact that rare cancers can often be
particularly nasty ones that tend to be
diagnosed late, and because they tend
to get little publicity and (individually
at least) don’t affect many people. That
means funding for research and new
treatments— even for cancers of the
pancreas, throat, stomach, bladder and
ovary, which aren’t themost common,
but aren’t rare— is harder to obtain.
It’s bad enough receiving any
diagnosis of cancer, but harder when

you discover that treatments, expertise
and support are hard to find. At least
the nurse givingNicolaWardle her
diagnosis over the phonewas honest.
“She said I had a cancer called a
gastrointestinal stromal tumour
(GIST), and that in 30 years of
experience she had never heard of it,”
saysWardle, 43, fromLeeds. “It’s been
the samewith doctors I’ve spoken to.
You just feel so isolated and freakish,
and as ask yourself ‘whyme?’”
There are only 200 to 900 new cases
of GIST in theUK every year
(comparedwith 41,000 cases of lung
cancer), and it has only been possible to
diagnose the condition unambiguously

since 2000. After diagnosis, the doctor
providedNicolaWardle, a former
teacher, with no information apart
from the news that her case was
unusual and she neededmore surgery.
She recalls her husband having done an
internet search, face white as a sheet:
he’d found some facts. Only half of
thosewho had aGIST removed survive
five years. That was five years ago.
It was only when she started to
attend aGIST Support UK group that
Wardle, who has sons aged 7 and 11,
began to feel human again. She feels no
resentment against the high profile of
other cancers, and has raised
thousands of pounds for Cancer

ResearchUK, knowing that it funds
research into rare cancers. No one
denies that the bigger cancers need the
money too, but what frustratesWardle
is that there are so few clinical trials
investigating new treatments for GIST.
“There’s somuch red tape that gets in
the way of smaller research projects,”
she says.
JudyDewinter, 47, has had similar
experiences. A city high-flyer with her
own brokerage business, she was
diagnosed withmyeloma 14 years ago.
She tried to show noweakness in the
City’s cut-throat environment. But in
2003 she had to “come out” when she
needed a bonemarrow transplant. She
gave up her job, and has spent her time
since then bringing up her family and
trying to raise funds for a disease that
makes up 1 per cent of all cancers.
“Myeloma’s not all that uncommon,
but have you ever heard of it?” she says.
It affects bonemarrow cells, crippling
their ability to produce infection-
fighting antibodies. Around 37 per cent
of people with the condition live for five
years. As a fundraiser, Dewinter is
trying to convince people of the
relevance of rarer cancers to all of us. If
estimates suggest that four in ten of us
will get cancer, then 20 per cent of us
are destined to have one of the less
common varieties. Tiny charities such
asMyelomaUK, she says, are trying to
plug the gaps that theGovernment, the
NHS and drugmanufacturers are not
filling.
“It’s very frustrating for patients in
theUK because you can see that there
are trials and new drugs available for
your type of cancer in other countries,
but not here,” Dewinter says.
MyelomaUK is among the
organisations that have tried to
persuade the body that rationsNHS
treatments, theNational Institute for
Health andClinical Excellence (Nice),

that it cannot apply the same rules to
common and uncommon cancers.
It started negotiating withNice when
people withmyeloma in theUK
became aware of the life-transforming
drugs available in America and other
European countries, but not here. A
drug called Velcade is one example.
Trials showed that the drug could
extend the lives of people with
myeloma by asmany as seven years,
but the drug company priced it high—
£9,000 to £18,000 per course of
treatment—because it would only be
used by a few hundred every year.
According to Professor Gordon
Cook, a consultant haematologist at
Leeds TeachingHospitals and a
director ofMyelomaUK, the price was
too high to passNice’s strict formula to
determine if a drug’s cost was justified
by its benefits. ThenMyelomaUK and
other bodies started negotiations with
pharmaceutical companies, so that
they effectively reduced the cost to the
NHS.Nice relented, and themodel has
been repeated with other drugs for rare
cancers.
There are now signs that
government, theNHS and research
charities are waking up to the problems
posed by rarer cancers. Six years ago,
an organisation representing 50
organisations for less common cancers
was set up at the request of the
Government’s cancer czar, Professor
Mike Richards, to have input into the
national cancer reform strategy. It was
named Cancer52, after the percentage
(at that time— it’s now 53 per cent) of
deaths to rarer cancers. Since then, by
providing a strategic alliance of smaller
charities, it has given them
considerablymore clout in influencing
theNHS and research agenda.
Cancer ResearchUK is keen to
emphasise that many of its initiatives
make rarer cancers a priority, and the
perception held by somewith rarer
cancers that it concentrates research
funds on themore common cancers is
wrong. Late last year it announced that
it would join with research groups in
theUK, Europe and the US to design
and fund large trials into new
treatments for rare cancers (the
International Rare Cancers Initiative).
Kate Law, Cancer ResearchUK’s
director of clinical trials, says that
Cancer ResearchUKwill be providing
infrastructure for small research teams,
helping them to cut through red tape,
as well as providing funding.
She senses a change inmindset in
pharmaceutical companies too:
although theymay not want to run
trials on their drugs for rare cancers
themselves, several have expressed an
interest in providing drugs, logistics
and information to support Cancer
ResearchUK-funded academics who
want to research them.
AndrewWilson, the chief executive
of the Rarer Cancers Foundation,
believes that the real challenge is to
deal with the lack of awareness in
health professions. Late diagnosis is a
major problem.
“GPs need to start thinking out of the
box, so if symptoms can’t be explained
by common illnesses they refer to
specialists earlier. Cancer nurse
specialists needmore education about
rarer cancers,” he says.
Rare cancer organisations
Cancer52 cancer52.org.uk
GIST Support UK gistsupportuk.com
MyelomaUKmyeloma.org.uk
MDSUKPatient Support Group
mdspatientsupport.org.uk
Rarer Cancers Foundation
rarercancers.org.uk
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Detecting dementia early
helps with treatment and
planning for the future
Doctor Mark Porter

Early signs of dementia
0Memory problems: struggling to
remember recent events, but easy
recall of past events. Forgetting the
names of friends and everyday
objects, and repeating yourself or
losing the thread of a conversation.
0Mood changes: becoming
increasingly anxious, depressed,
angry or disinhibited.
0Difficulty understanding or doing
things that you once took in your
stride— such as playing cards or
chess, reading andwriting, or using
a computer.
0 Confusion: can’t find where you
parked the car, or getting lost in a
familiar environment.
Formore advice and information
visit alzheimers.org.uk

Stammering, or
stuttering, is a common
problem in young
children— 1 in 20 goes
through a period of
stammering or jumbled
speech before the age of
5. Formost it will be a
temporary phase and
simply part of normal
language development,
but in around 1 in 100
cases it can persist and
go on to become a
lifelong problem. The
modern approach is
to intervene sooner
rather than later.
If she carries on
stammering then you
should get in touchwith
your local speech and
language service (you
can normally do this
directly, but depending
onwhere you livemay
need a referral from your
GP or health visitor).
Contact details for your
nearest department
can be found at
www.rcslt.org
In themeantime your
family should follow the
guidelines on the
British Stammering
Association’s
excellent website at
stammering.org—click
on “Stammering in
preschool children—
howparents can help”.
FollowDrMark Porter
on Twitter:
@drmarkporter. If you
have a health question
forDrMark Porter,
e-mail drmarkporter
@thetimes.co.uk
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Judy Dewinter, who
suffers from myeloma,
and, left, Nicola
Wardle, who
has a rare
gastrointestinal
stromal tumour

There are 200
cancer types that
few have heard of,
yet they make up
half of our cases
each year, says
Simon Crompton

F
ewer than half of the
800,000 people with
dementia in theUKhave
received a formal
diagnosis, andmany
others face unacceptable
delays before they are
diagnosed, according to a

new report byMPs.
Had theAll-Party Parliamentary
Group onDementia come to a similar
conclusion about cancer or heart
disease, I expect there would have been
widespread uproar, but the somewhat
muted response to its release reflects
the widely held belief—among both
healthcare professionals and the public
— that there is little point in rushing to
identify someone as having a disease
that is both irreversible and incurable.
Or is there?
It is true that themost common
forms of dementia, such as Alzheimer’s
disease and vascular dementia (furring
up or blockage of the blood supply to
parts of the brain), remain largely
resistant tomodernmedicine.We can
sometimes slow progression, and even
temporarily relieve symptoms, but we
don’t have therapies that help
everyone, and there is certainly no
cure. But there are still advantages to
picking up dementia early— the first of
which is confirming the diagnosis.
Not all cases of cognitive impairment
— such asmemory loss and confusion
—are caused by dementia. Sometimes
it results from conditions that are easily
reversed, such as an underactive
thyroid, depression, deranged blood
chemistry, or as a side effect of some
commonly prescribed drugs (including
sedative antihistamines and drugs used
to control an irritable bladder).
And even if no other underlying
cause can be found, there are still
advantages. A firm diagnosis helps
individuals, and their families and
carers, understandwhat is wrong, and
gives them the opportunity to plan for
the future (everything frommoving
home to power of attorney).
It also allows them to access drug
treatment that can often slow or
temporarily reverse the decline and,
depending onwhat is available locally,
supportive care ranging frommemory
rehabilitation techniques
(“physiotherapy” for the brain— an
area that is attracting growing interest)
to advice on accessingwhat support is
on offer (from allowances to respite

care). There is also evidence that early
diagnosis saves resources by delaying
themove into residential or nursing
care, and reducing hospital admissions.
An important consideration in the
current financial climate, given that
dementia costs theUK economy—
everyone from theNHS to the families
affected— around £23 billion a year,
according to the Alzheimer’s Society.
And, despite the criticisms in the
report, dementia services have come
on in leaps and bounds in recent years.
I can’t speak for the whole country, but
inmy part of the SouthWest we now
have a countywidememory service
that can be accessed directly by the
public, backed up by a dedicated
community service and aUK’s centre
of excellence (the Research Institute
for the Care ofOlder People, at Bath
rice.org.uk).My role as aGP is to setmy
patients off on the right path—but to
do that, they do need to come and ask
for help.
GPs have been criticised for not
being aggressive enough in screening
for the early signs of dementia.Mea
culpa, but we now spend somuch time
screening for other problems, such as
diabetes and raised blood pressure, that
we often struggle to find the time to
deal with the patient’s presenting
complaint— the reason they came to
see us in the first place. The public
must do their bit by raising their
concerns, about themselves or a
familymember, and shouldn’t expect
every doctor to have the time, or
expertise, to unearth them.
In themeantime there is a lot we can
all do to protect our brains as we age.
Furring up of the blood vessels—
atherosclerosis— is amajor cause of
dementia and can only aggravate other
types such as Alzheimer’s, so remember
the adage “what is good for your heart
is good for your brain”. Don’t smoke,
drink inmoderation, keep active
(physically andmentally), eat a healthy
diet andwatch out for silent risk factors
such as high blood pressure, raised
cholesterol levels and diabetes. Old
chestnuts, I know, but pertinent
nevertheless.

Our three-
year-old
granddaughter
seems to be
developing a
slight stutter,
particularly
when she is
upset. We have
only noticed it
in the past
month or so.
Should we be
doing anything
about it?

You’ve
got what?
Rare cancers
explained
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AdamantinomaOne of
the rarest bone cancers
Cholangiocarcinoma
Bile duct cancer
Dermatofibrosarcoma
protuberansVery rare,
lump-forming skin
cancer
Esthesioneuroblastoma
Rare tumour of the nasal
cavity
Gigantiform
cementomaRare tooth
tumour
Hairy cell leukaemia
Type of cancer of white
blood cells (which have
hair-like outgrowths)
Juxtaglomerular cell
tumorRare kidney
cancer causing high
blood pressure
NUTmidline
carcinomaAggressive
head and neck cancer
caused by changes in the
NUT gene
Oligodendroglioma
Type of brain tumour
arising from cells called
oligodendrocytes
Waldenström’s
macroglobulinemia
Cancer of the immune
system, causing
overproduction of an
antibody
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