# NATIONAL
"l CONFERENCE
OF CANCER SELF HELP GROUPS

forward Ty, sethe!

NCCSHG Newsletter November
2007

The printing of this newsletter was kindly
sponsored by Nationwide Building Society

- C 3 %o
Macmillan /‘j CANCER RESEARCH UK geg0
cancer relief p

Registered Charity Number 328634

Patrons Prof Karol Sikora; Francine Stock; Trevorb& MBE

Welcome to this, our first
newsletter of the period
between the 2007
conference and the 2008
conference. In this
newsletter, we are hoping
to bring you all up to date
on what has been
happening with the
organisation since the end
of the Conference on July
1%, and also with some
news on what is happening
in the world of cancer
support

As many of you will know,
this is a challenging time for
the organisation, which
finds itself in serious
financial difficulties. The
trustees have been working
tirelessly since the end of
the 2007 conference to
retrieve the situation and
have introduced a number
of changes that have saved
around £12000 of
expenditure when
compared with the same
period last year. These
measures will reduce our
costs by around £40,000
for a full year. We have
also set in place a number
of income

generation plans, including
ink cartridge recycling, for
which we get £1 for every
useable cartridge, mobile
phone recycling, for which
we can receive anything
from 50p for a broken
phone to £100 for a top of
the range phone and an
account with the Giving
Machine
(http://www.thegivingmachi
ne.co.uk) whereby those of
you who shop online can
register with the website,
then whenever you shop
via the website (and most
of the big-name stores are
represented) and nominate
NCCSHG as your
beneficiary, we will receive
a percentage of your
expenditure at absolutely
no cost to you — how
fantastic is that!?! The
charity shop in Penge, East
London, is now flourishing
and is expected to produce
a useful surplus over the
year, which can then be
used by the charity to keep
conference costs down for
you, our delegates. We
have previously sent out a
letter inviting supporters to
make




donations, and this letter
has already brought in over
£2000 from you, our
wonderful supporters, and
for this, we offer a heartfelt
thank you. However, a
number of you have also
been in touch to express a
concern about raising
money or donations for us
if we were going to the wall.
The immediate difficulty
was a short-term one, in
having the funds to be able
to confirm the booking of
Owen’s Park for next year’s
conference. Long-term, we
have always been
confident that the
organisation will rebuild
and continue to thrive and
deliver its unique and
inspiring contribution to
everyone affected by
cancer. | am now able to
say with confidence that,
although we still need to
raise additional funds,
conference 2008 will go
ahead - Indeed, we have
already confirmed some
speakers. We would also
welcome offers of
workshops for Conference
2008. If you feel able to
offer a workshop, please
get in touch. We will be
updating the website

(www.nationalcancer.orq)
regularly with news of how
the conference IS
progressing. The website
will also include the form
that we sent round earlier
for us to build a data base
for our Cancer Research
UK partnership.

If you would like to make
donations to the
conference, please send
them to NCCSHG, PO Box
328, Scunthorpe. DN17
AWT. If you are a UK
taxpayer, you can increase
the value of your donation
by Gift Aiding it, using the
form on the back of this
newsletter.

That's all from me for now,
so I'll leave you to enjoy
the

rest of the newsletter.

Bee’'s Poem

Bee is a volunteer in the
Charity Shop in London

“A short poem which |
composed as | stood in my
bedroom one morning
wondering what to put on!!
As a mental health service
user this sometimes
causes me problems but on
my volunteering days | am
far more relaxed about
what clothes to wear as |
have other things to think
about.

| would like to say a big
thank you to the staff at the
shop for including me as
part of the staff and the
times | spend there are so
worthwhile and of such
benefit to my “Growing Up
and Maturing”.

The poem was entitled
“Growing”, as | felt that it
was through my being a
volunteer that | was able to
grow up, both physically
and emotionally. Being out
in the “World”, as it were, is
something that | came to

enjoy, with the
encouragement of the
manageress and her staff.
With this came a realisation
that | could do something
worthwhile and was
appreciated by others. | am
getting used to being “Me”
again. A very different way
of looking at life; rather than
the insecure worrying place
| saw it as before, | have
begun to look at the world,
outside of my own personal
space, with different more
positive eyes and at long
last am able to appreciate
the progress I'm making
towards my recovery.”

GROWING

Today it is snowing,

And you’ll find me going,
Down to my job in the shop.
It's wonderful knowing,
That | am still growing,

Off | speed with a skip and
a hop.



| love to go down,

To the middle of town,
And help sort the clothes
and to sell.

No longer | frown,

No more play the clown,
| feel so much better, so
well.

| love to feel needed,

Like a garden that's
weeded,

That's loved, and pruned
and fed.

The lawn has been
seeded,

The warnings I've heeded,
Don't let it get dry, the book
said.

The part that I'll play,

In the shop today,

Will help me to grow even
more.

I’m getting on fine,

Like a glass of fine wine,
And my job helps me so
much | am sure.

| like all the staff there,
And they seem to like me,
Some call me Belinda, and
some call me Bee.

| tidy the books,

Look after my looks,
And then we all sit and
have tea.

The people who visit,
Who come in to buy,

Will always greet me with
“Hello” or with “Hi!”,

I'll return this greeting,
And give them a smile,
Here to serve you, here to
care.

| love my job

Now.... what to

Changes

There have been a few
changes to the staffing of
the charity.

Andrea Oz has resigned as
Director, leaving the
organisation on 1% July
2007; Leslie Thompson
stepped down as treasurer
and Sue Tyson stepped
down as trustee; Tom
Brown and lan Rothwell
joined the trustees’ board,
and Barry Stables was co-
opted as Treasurer, in
place of Pat McGrane, who
had been holding the fort
as acting Treasurer since
Leslie’s resignation

News from Cancer
Research UK

Screening Matters: A
successful start but
much still to do

Our Screening Matters
campaign got off to a flying
start in June at the National
Conference of Cancer Self
Help Groups in
Manchester. This is due in
no small part to the
enthusiasm and support
shown by those of you who
attended. Many of you
visited our stand to share
your stories with us and be
photographed. These
stories then went on to
successfully promote the
campaign in the local and
national press.

David Phillips, for example,
who survived cancer after
being diagnosed through
the bowel screening pilot,
featured on both BBC
Online and in the Daily
Express. As David puts it
“without screening |
probably would not have
known that | had

cancer, but thanks to
screening | am here to tell
the story”.

Screening really can save
lives. It can help detect
cancers at an early stage,
making treatment simpler
and more likely to be
effective. Thousands of
women are alive today
thanks to breast and
cervical screening, while
the new bowel cancer
screening programme for
both men and women will
save thousands more.

The Screening Matters
campaign calls on the
governments across the
UK to commit to getting
more people screened for
breast, bowel and cervical
cancer and to make sure
that the national screening
programmes are as good
as they can possibly be.

But it's not just politicians
who can make a difference.
Your support 5
fundamental to the success
of the campaign. We'd like
to say a



huge thank you to those of
you who completed our
pledge at the NCCSHG
conference. Not only have
you shown politicians that
Screening Matters, but
you’'ve made a personal
pledge that if you're invited
for screening, you'll attend,
and if your friends and
family are invited, you'll
encourage them to go too.
That's a step closer to
getting more people into
better screening services.

Since the NCCSHG
Conference the campaign
has gone from strength to
strength with over 20,000
people pledging their
support. And that’s not all.
In September, just two
months after the launch of
the campaign, Gordon
Brown announced
proposals to reduce waiting
times for cervical screening
and to extend breast and
bowel screening in England

Harpal Kumar, chief
executive of Cancer
Research UK, said: "These

will  have a significant
impact on survival from
cancer, and we are
delighted that the
Government is responding
to many of the calls we
have been making in our
Screening Matters
campaign over the last few
months.”

However the campaign still
has much ground to cover.
The proposals announced
by the Prime Minister
account only for England,
and we have yet to see a
commitment to:

Reducing variation
in screening across
the UK.

Reaching out to
people eligible for
screening who aren't
taking part.

Providing the best
possible  screening
programmes through
funding, staffing and
measuring success.

We are working hard to
ensure these messages
are

heard. Your help is
invaluable so please stay
involved. In the New Year
we will be asking
supporters to write to their
MP asking them to put
pressure on locally to
improve screening services
in the community.

With your help, we could
see changes that will save
thousands of lives. If you
haven't already done so,
please join us today and
encourage friends and
family to do the same by
completing our pledge at
WWW.cancercampaigns.org.

uk
Thank you for your support!

Donata Fernandes from
Middlesex examining the
‘Screening Matters’ Board
at the Conference

Bowel cancer survivor,
Sarah from Hampshire |,
invites NCCSHG members
to join her in a unique
opportunity to ‘turn hope
into cure'...

"For anyone who's fighting
cancer, survived cancer or
living with cancer, there's
often a need to do
something positive to help
beat the disease, and
sometimes this is coupled
with a slight feeling of
isolation - like your voice is
drowned out by everything
else going on in the world.

Well, now there's a chance
to join with others in the
same boat and be part of a
truly worldwide movement
that simply cannot be
ignored.

I'm urging people to join me
in participating in Cancer
Research UK's Relay For
Life.

Relay For Life is a 24-hour
festival of hope and
remembrance to
celebrate



the strides being made to
beat cancer and to raise
funds to conquer the
disease. People from all
walks of life take turns to
walk, run, skip or crawl
around a track in a relay
following an opening ‘Lap of
Honour’ by people who, like
me, have been directly
touched by cancer.

This opening lap is
extremely important to
Relay For Life. It acts as a
poignant reminder of why
we are all working together
to beat cancer

Sarah Claydon-Bone

When | took part in the
Portsmouth event in July
2007, 1 was extremely
moved by the people who
clapped and cheered as |,
and others who've had
treatment for cancer, held
hands and walked around
an athletics track. | was
also later moved by the
dedication of everyone who
came together to take part
in the event.

With every Relay For Life
there's a point when
participants  witness a
special 'Candle of Hope'
ceremony where special
candle bags are arranged
to spell out the word 'hope’
before being rearranged to
spell out ‘cure'. It's an
incredible moment and an
unforgettable experience.

Relay For Life started in the
US twenty years ago and
now takes place in more
than 20 countries around
the globe. There are scores
of Relay For Life events
taking place right across
the UK in 2008 and Id
urge all

NCCSHG members to think
about getting involved at a
local level. Please make
contact with Cancer
Research UK now.
Together we will beat
cancer."

To find out more about
joining your local Relay For
Life as our guest of honour
email
cherie.chambers@-cancer.o
rg.uk or visit the Cancer

Research UK website at
http://www.cancerresearc huk

.org/relay

Britain Against Cancer
Conference

30" November 2006
Report by lan Rothwell

This was the eighth Britain
Against Cancer Conference
and | think that it is the fifth
that | have attended. Dr
lan Gibson MP introduced
the proceedings. Rather
than produce a new NHS
Cancer Plan to follow the
publication in 2000, the All
Party Parliamentary Group
on Cancer (APPGC) has

produced a vision
statement: “A New Vision
for Cancer.” It indicates that
740 people in the UK are
given a diagnosis of cancer
every day; that is 270,000
cases per year, and this
figure is expected to rise to
370,000 by the year 2020.
Although much has been
achieved in recent years,
there still remains much to
do in eliminating
unacceptable delays in
both the diagnosis and
treatment of cancer.

“A new vision for cancer
must be more than simply a
revision of the current
Cancer Plan, it must focus on
bridging the gap between
health and social care;
education of professionals
and the public; improved
prevention, diagnosis and
treatment; and research into
genetics and the causes of
and treatments for cancer.
Crucially, a new vision
must set out processes to
produce national standards
and entitlements that
people with cancer can
expect from health and
social care services.
Cancer care can be further
improved, whilst working
within current



NHS budgets, by tackling
capacity and financial
management issues.
However, a full review of
the long-term funding
strategy for cancer is
needed.”

Then follows four itemised
lists with the headings

1. Entitlements for all
people with cancer, to span
health and social care.

2. The UK must continue
to be a world leader in
research into cancer.

3. We must all work to
prevent and better
diagnose cancer.

4. Government must
recognise the importance of
cancer genetics

COMMENT:

Despite lan Gibson’s
statement to the contrary |
see these as “wish lists,” all
very laudable, however it is
difficult to see how they can
be accommodated in
existing budgets. An
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enormous amount of extra
work would be off-loaded to
NICE, which would
undoubtedly need extra
funding to cope. They still
do not seem fully to realise
that NICE approval brings
no extra resources with it,
so under present
arrangements something
else has to go! (Usually
from a budget already fully
allocated). There are
suggestions that NICE
recommendations should
become mandatory but
people are less keen to
suggest what should be cut
to allow this to happen.
Blurring of the distinction
between health and social
care is welcome as the
distinction is often false, but
this has major implications
for the Social Services
budgets which do not seem
to have been taken on
board. The Department of
Social Services seems to
be constantly struggling
with its budgets, possibly
even more than the NHS.
The Secretary of State for
Health (Rt. Hon. Patricia
Hewitt MP) is
convinced that we

could save billions of
pounds by reducing
hospital admissions and
inpatient stays, and more of
the work currently done in
the hospitals could be done
by General Practitioners,
but as Dr Richard Taylor
MP (Ind.) pointed out such
a move is not possible
without first providing the
necessary training and
facilities in Primary Care,
and improving Intermediate
Care and Social Care
facilities. (We cannot throw
“bed-blockers” out onto the
streets!)

Almost everybody except
the Secretary of State for
Health seemed to have
recognised that the
distortions of clinical
priorities and effectiveness
resulting from government
targets were
counterproductive, as is the
constant cycle of
reorganisation of the NHS,
especially as a general
election approaches.

There is a move away from
recommendations of “Best
Practice” to “Entitlements of
Cancer Patients.” The
Post-Code Lottery is an
inevitable consequence of
local
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autonomy, as it depends on
local priorities, and Primary
Care Trusts have many
demands on their resources
other than cancer. Yet the
Government  encourages
local decision making, but
is prepared to interfere if
the ensuing media furore

causes it enough
embarrassment — hardly
the best way to run a health
service! | have never
understood why
governments  (of either

main party) are so reluctant
to run localised
geographical trials of major
administrative changes.
This would enable them to
see if the new
arrangements would work,
discover any major flaws
and iron out minor
difficulties before rolling out
the changes nationwide.
This might save
embarrassing and
expensive mistakes from
what “seemed a good idea
at the time.”

Cancer genetic studies are
very important in our current
understanding of the biology
of cancer, but widespread use
of genetic testing introduces a
new minefield of conse
anc



privacy with implications for
the insurance industry. At
present there is an
agreement that the
insurance industry will not
request genetic information
from its clients, however
this is likely to be time-
limited as the industry can
only retain market
competitivity (keeping
premiums low) by
eliminating or loading
premiums of high risk
individuals. Widespread
use of genetic testing would
also incur an increase in
genetic counselling
facilities. Some of the
information given will be
unwelcome, especially
when there is no helpful
course of action available.
The timing and sensitivity of
genetic counselling will be
crucial

It is interesting that the
weakest of the political
presentations at these
conferences is usually the
government speaker,
opposition parties can
afford to be sensible and
accommodating when they
are not constrained by
government policy and
spending targets. | have
noticed that the view of the

NHS as presented from the
Department of Health often
does not lie comfortably
with the experiences of
those working on the shop
floor of the NHS. We were
assured by the Secretary of
State that by 2008 we
would have reached the
average European
spending on health. No
figures were given or
proportion of GDP, and no
justification for choosing
the average as a target —
after all that means that half
of Europe will still be
spending more than us!
Patient choice sounds a
great idea but it assumes
that patients have sufficient
information about available
options to make sensible
choices within available
resources, as there is no
escape from the fact that
we cannot allow patients to
make spending decisions in
a cash-limited NHS.
Reported waiting times for
treatment may not be as
good as they appear
because sometimes, time to
biopsy (a diagnostic
procedure) has been
reported as time to
treatment (surgery).
Clearly

not everyone in
administration appreciates
that a biopsy is not a major
cancer operation, even if
an anaesthetic is involved
(or is this deliberate
obfuscation?)

There is evidence that
about half of the patients
with cancer are not referred
urgently by their GP’s, and
those who might have
cancer who are referred
urgently for investigation
but who turn out not to
have cancer, cause delay
in the investigation of the
other group. The solution
is thought to be better
education of the GP’s.
However, all doctors are
taught about the symptoms
of cancer at medical school
and would fail their
examinations if they did not
know them, the problem is
that the symptoms of
cancer are often the same
as more common benign
conditions. For example
the commonest symptom of
rectal cancer is rectal
bleeding, but the
commonest cause of rectal
bleeding is piles which are
much more common than
rectal cancer. Do we
subject
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everyone with piles to full
investigation  for  large
bowel cancer? The system
would rapidly grind to a halt
if we did, but the answer in
most cases is yes because
it is possible to have both
piles and cancer! The
same type of argument can
be applied to many

different cancers. The
answer is to improve
access to diagnostic

services, and to provide
resources as necessary, so
that the risk of cancer
misdiagnosis is reduced to
a minimum. Simply
shouting at the GP’s will
only cause sore throats!

Public education about
cancer might be more
effective in raising
awareness, but that
presents a whole new set
of challenges and
expenses.

Both Andrew Lansley
(Conservative Shadow Sec.
State for Health) and Prof.
Steve Webb (Liberal
Democrat Shadow Sec. of
State for Health) said thétey
would make longer versions of
their presentations available on
the web*. Othepresentations
were given by Professor
Mike Richard



(National Cancer Director)
and Prof. Jan J Willem W
Coeberg from Rotterdam.
Six workshops were
available on a variety of
topics. | enjoyed this
conference more than
previously, maybe having to
write a report made me
concentrate harder!
Progress has certainly been
made but everyone
recognises that there is still
a long way to go. The
Government appears to
think it will soon have put
enough money into the
NHS, and then it will only
require fine tuning of
efficiency and priorities (if
only that were true!) We
clearly live in interesting
times!

* www.appg-cancer.org.uk

The Healing Journey

The Healing Journey was
developed at the Ontario

Cancer Institute in
Toronto, Canada, by
Professor Alistair
Cunningham and

colleagues, and in research
spanning 25 vyears, has
been shown to drastically
improve the quality of life
and in some cases, to
increase the lifespan far
beyond that originally
expected (though of
course, there are no
guarantees.

This course IS now
available for the first time in
the UK at the Cancer
Resource Centre in
London. It will take place in
January and February
2008.

There are only 20 places
available, so you need to
get in touch as soon as
possible if you are
interested.

Contact Pauline WitherBeorn
on 020 7801 2966 or visit
WWW.cancer-resource-
centre.org.uk/hjlevell.html

Thoughts for the day

TAKE HOLD OF EVERY
MOMENT

A friend of mine opened his
wife's underwear drawer
and picked up a silk paper
wrapped package: "This, -
he said - isn't any ordinary
package.

He unwrapped the box and
stared at both the silk
paper and the box.

"She got this the first time
we went to New York, 8 or
9 years ago. She has never
put it on. Was saving it for
a special occasion.

Well, | guess this is it. He
got near the bed and
placed the gift box next to
the other clothing he was
taking to the funeral house,
his wife had just died. He
turned to me and said:
"Never save something for
a special occasion. Every
day in your life is a special
occasion".

| still think those words
changed my life

Now | read more and clean
less.

| sit on the porch without
worrying about anything.

| spend more time with my
family, and less at work. |
understood that life should
be a source of experience
to be lived up to, not
survived through. | no
longer keep anything. | use
crystal glasses every day.
I'll wear new clothes to go
to the supermarket if | feel
like it.

| don’'t save my special
perfume for special
occasions, | use it
whenever | want to. The
words “Someday...” and
“One day...” are fading
away from my dictionary. If
it's worth seeing listening or
doing, | want to see, listen
or do it now. | don’t know
what my friend’s wife would
have done if she knew she
wouldn’t be here in the
morning, this nobody can
tell. I think she might have
called her relatives and
closest friends. She

might



call old friends to make
peace over past quarrels.
I'd like to think she would
go out for Chinese, her
favourite food. It's these
small things | would regret
not doing if I knew my time
had come

| would regret it, because |
would no longer see the
friends | would meet,
letters... letters that |
wanted to write "One of
these days". | would regret
and feel sad, because |
didn't say to my brothers
and sons, not times enough
at least, how much | love
them.

Now, | try not to delay,
postpone or keep anything
that could bring laughter
and joy into our lives. And,
on each morning, | say to
myself that this could be a
special day. Each day,
each hour, each minute, is
special.

Author unknown
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“An. enemy is more
valuable than a friend, for
an enemy teaches you
things, such as
forbearance, that a friend
generally does not. To this,
| add my firm belief that no
matter how bad things
become, they will
eventually get better. In the
end, the innate desire of all
people for truth, justice and
human understanding must
triumph over ignorance and
despair.”

HH The Dalai Lama

Book review: by Ilan
Rothwell

One in Three

(A son’s journey into the
history and science of
cancer)

Adam Wishart.

Published by Profile
Books Ltd, 2006 £15.00

‘The History of Medicine is
not just one of the
disciplines of the larger
field of the History of
Science,; its subject matter
is mankind’s struggle with
the existential problems of
illness and death...” Hans
Biedermann.

This is an extremely
hopeful book. In factitis
one of the best books |
have ever read, but as a
cancer patient and doctor
who spent almost forty
years dealing with cancer
patients in various medical
capacities, you could say
that | am biased. A charge
to which | would plead
guilty.

Adam Wishart's father
developed cancer, and
unfortunately at the time of
diagnosis it was already far
advanced, and it was not

possible to say for certain
where it had started. One
might think that this is not
very promising material for
a book, but Adam
intersperses a clear
account of his father’s
cancer journey, (both
physical and psychological
together with the emotional
roller-coaster experienced
by his family), with the
history of our
understanding of cancer
and our attempts to treat it.
He does not shy away from
the medical controversies,
difficulties and blind alleys
that he encounters along
the way. The resultis a
fascinating account of how
our modern cancer
treatments evolved, the
recent breakthroughs in our
understanding of cancer,
and an indicator of where
we are going in the future
including the political
difficulties we will
encounter

As a writer and
documentary director he is
used to assessing relevant
information, but in this
instance he clearly has
ploughed through a
prodigious amount of
material to come up with an



extremely readable,
accurate and enjoyable
account of where we are at
the moment and our hopes
for the future. | have no
hesitation in recommending
it to any one interested -
cancer patient, relative,
carer or healthcare
professional.

Organising Committee 2008

Pamela Awosika
Tom Brown
Graham Brunt
Jagtar Dhanda(Macmillan)
Trina Hastings
Moira Hillman

Pat McGrane

lan Rothwell

Mary Ryan (CRUK)
Amy Smith

Barry Stables

Carl Stonier

Lesley Thompson
Sue Tyson

Fred Walker

A reminder of the Saturday
Evening entertainment at
the 2007 Conference, The
Neil Diamond Experience.

Entertainment at
conference 2008 (June 26
to 29) is on a much tighter
budget and will be more
‘home grown’, so watch this
space.

Any views expressed in this newsletter are those of the authors
concerned and do not necessarily represent the views of The
National Conference of Cancer Self Help Groups or its trustees.
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| enclose a cheque (Payable to The National £ ...............
Conference of Cancer Self Help Groups ) for :-
Gift Aid
Use Gift Aid you can make your donation worth more.
For every pound that you give to us we will be able to collect an extra
22pence ( or the appropriate rate at the time of donation) from the Inland
Revenue. If you are a tax payer in the United Kingdom and your annual
taxes are greater than your donation.
Please tick the box below to confirm that we can claim Gift Aid on your
donation
| want all donations | have made since 6 April 2000
and all donations in the future, to be Gift Aided until |
notify you otherwise.

Please return this form with your donation to
The National Conference of Cancer Self Help Groups,
POB 328, Scunthorpe, DN17 4WT
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