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Meet Our First
President

David Haines, founder chairman of
our Group, has been elected as its
first President, in recognition of his
service as chairman until he stood
down on medical advice last year.

David was one of 17 prostate cancer
patients who attended the inaugural
meeting in April 2004, and established
the Group’s aims:- -

- To increase awareness of prostate
cancer,

- Provide information

- Provide patient-to-patient support,and
support for wives and families.

- Support local research.

He was elected chairman of the first
Patients Steering Committee, and sub-
sequently of the Norfolk and Waveney
Prostate Cancer Support Group.

The Group now has 350 members.

David is 78 and is a retired Chartered
aeronautical Engineer. He has lived in
Norfolk for the past 36 years, and has
been involved in voluntary work for the
last 20.

He and his wife, Yvonne, are both can-
cer patients, and say they owe their
survival to early diagnosis and prompt
and effective treatment by the clinical
and nursing staff of the Norfolk and
Norwich University Hospital.

Prostate Cancer Support Federation
produces test guidance for GPs

he Prostate Cancer Support Federa- The other, the Prostate, Lung, Colorec
tion- the UK organisation of pros- tal, and Ovarian Cancer Screening Tri
tate cancer support groups,of which al in the US, showed no benefit. This
ourgroup is a member - has estab- completely opened up the arguments
lished a website and produced a leaf- for and against screening, and ren
let for for GPs to use to help patients dered the revised guidance obsolete.

decide whether to have a
PSA test

The Federation says it has
done this because it
fears that out-of-date in-
formation may contin-
ue to be given to
patients who

quest a PSA test.

The Federation is
calling its web-
site and leaflet /
‘The Real' Pros-
tate  Cancer
Risk Manage-
ment Programme”.

It says they update the ‘official’
Prostate Cancer Risk Management
Guidance Pack produced by the De-
partment of Health, which was pro-
duced in 2002 and has not been
updated since.

That guidance advises GPs on how to
advise a man without symptoms who
asks for a PSA test.

This guidance is acknowledged to be
out of date, and the Department of
Health initiated a revision programme
in 2006.

However, in March this year - when
publication of the Deparment’s new
Guidance was imminent - the New
England Journal of Medicine pub-
lished interim results from two major
studies into PSA-based screening for
prostate cancer.

One, the European Randomized Study
of Screening for Prostate Cancer,
howed significant reduction in mortal-

ity.

As a result the Department of Health
announced that it would not pub
lish the revised Guidance.

GPs are now being re
ferred back to the
2002 version, with its
acknowledged flaws.

All men over 50, but over
45 where wthere is a fami
ly history of prosate cancer
or other higher risk factors
are entitled to a PSA Test on
the NHS every year.

The Federation believes it is im

portant for GPs to be aware of the
new evidence, of its implications
for men who are deciding whether|
to have a PSA test, and of the need for|
men to make up their own minds
about it.

Because it is concerned that out-of
date information may continue to be
given to patients who ask for a PSA
test, it has printed enough copies of
its simple leaflet to allow for a copy to
be held in every GP's surgery through
out the United Kingdom.

The text of the leaflet has been pro
duced by members of the Federation
and has been reviewed and approved
by eminent clinicians.

Publication of the leaflet is supported
and approved by Prostate UK
theUK's leading charity concerned
with prostate diseases.

The full text of the leaflet is repro-
duced on page 2




This is the guidance in the leaflet which the Prostate Cancer
Support Federation has produced for every GP in the country

“There are 7 things a man should be told when he asks for the PSA test:

1 -The PSA test is a simple blood test
which is used to help detect prostate
cancer. In its early stages, prostate
cancer generally produces no
symptoms, so it is important to
diagnose the disease before any
symptoms arise and while it is still
potentially curable. Recent results of a
major European trial suggest that
treating prostate cancer may
significantly prolong a man'’s life.

2 - A high level of PSA (usually 10
ng/ml and above) is likely to be an
indication of prostate cancer and
should therefore prompt further
investigation.

3 - A moderately raised PSA level
(usually 4 ng/ml and above, but this

depends on age), means that other
factors, including digital rectal
examination, ethnicity, family history,
prostate volume, PSA history, and free-
to-total PSA ratio, should be
considered in determining whether to
send a man for further tests such as
biopsy.

4- However, in three-quarters of such
cases, further tests do not detect
cancer. There can be other reasons for
a moderately elevated PSA (eg urinary
infection, enlarged prostate) and these
may need treatment.

5 - Prostate cancer is not always
aggressive or life-threatening. Even if
further tests do detect early-stage
prostate cancer, a specialist may not
be able to tell whether the condition is
life-threatening or harmless. This may

make treatment choices difficult for
both patient and clinician.

6 - A low level of PSA (usually below 4
ng/ml, but this depends on age) does
not guarantee the absence of prostate
cancer. This is because localised
prostate cancer does not always
produce a raised level of PSA.

7 - All these factors have led to the
controversy over the value of the PSA
test. However the uncertainties may be
reduced by men having a regular test,
ideally on an annual basis. Regular
monitoring of PSA levels can highlight
any significant or gradual increase, so
even when the PSA is within the
‘normal’ range, one may be alerted to
the need for further investigation.

The view from the Chair

ince this Group was founded some

five years ago one man, perhaps
more than any other, has been respon-
sible for what it has achieved.

David Haines has been very much the
driving-force, in leading the N&WPCSG,
as its founder-chairman and trustee.

When | took over the reins from David,
in June 2008, he stayed on, as vice
chairman and has helped me settle-in
as chairman and, when asked, has giv-
en both his wise counsel and experi-
enced advice.

With the transition period complete,
David decided that it was now time for
him to take a back-seat and so, at our
AGM, did not offer himself for election
to any executive, or committee, role.

Nevertheless, | believed that David’s
talents should not be entirely lost to us
and suggested to the committee that
we should offer him the presidency.

We were all delighted when he accept-
ed this new, non-executive, role, with a
standing invitation to attend all, or any,
committee meetings.

David Haines will be a difficult act to
follow, but I will do my best, content in
the knowledge that, if ever | need ad-
vice, he is only a phone call away.

Well done and thanks, David, for all you
have done for us.

The AGM also saw another founder
member of the Group, Stan Thomp-
son, retire as treasurer.

I would like to also thank Stan for all
his hard work. | am delighted that
Stan is staying on the committee.
Stan is also a trustee.

We are fortunate to have Dave
Kirkham, to take over from Stan. |
know that Dave will do a fine job.

We have a new vice-chairman, Ed-
ward Hare. Ted has many contacts in
local health concerns and the can-
cer-charities sector and his help and
support will be invaluable.

To have Brian Smith continue in the
role of secretary is a real bonus for
me. He represents continuity on the
executive committee and is a real
asset to the Group.

The remaining committee members
are all as last year. They are a great
bunch,carrying out their delegated
roles efficiently and without fuss .
Last, but certainly not least, | must
thank our specialist oncology nurses
and staff — Angie, Elizabeth, Sallie
and the two Wendys. Ladies we all
owe you a debt of gratitude for all the
support and advice we all receive
from you, on our cancer journeys.

Ray Cossey Chairman

Trial Volunteers Needed

f you have had prostate cancer
and have had radiotherapy at least
12 months ago you may be eligible
to volunteer for a trial looking at a
treatment for people who have long-
term side effects after radiotherapy.

A recent clinical trial of high pres-
sure oxygen therapy ( the kind used
in divers who get the ‘bends’ and
elite footballers after injury), sug-
gests that radiotherapy side effects
can be improved.

A multi-centre research collabora-
tion led from The Royal Marsden
Hospital aims to repeat this work in
a randomised trial comparing high
pressure oxygen treatment with
sham treatment.

They are looking for volunteers to
join in this research programme.”

One of the centres at which the
treatment will be given is Great Yar-
mouth.

A number of conditions have to be
satisfied before anyone can be ac-
cepted for the trial, but if you are
interested in finding out further de-
tails about what is involved in the
trial, please contact Sue Martin, Tri-
al Coordinator to Tel: 020 8661 3273
Fax: 020 8661 3107 Email
Sue.Martin@icr.ac.uk




Call for end to postcode lottery
for Brachytherapy

group of leading healthcare profes-
sionals — the Prostate Brachythera-
py Advisory Group - is calling for the
eradication of the postcode lottery for
prostate cancer patients seeking treat-
ment by low dose-rate brachytherapy.

Brachytherapy involves implanting ti-
ny radioactive seeds through fine nee-
dles into the prostate to destroy the
cancer cells.

The procedure normally takes less
than an hour to perform under an-
aesthia and most patients can go
home the next day with minimal dis-
ruption to their day-to-day life.

Currently, 1 in 6 patients are denied
access to this therapy despite the fact
that the National Institute of Health
and Clinical Excellence (NICE) has ap-
provedit and the Department of
Health has issued advice supporting
increased usage.

The Prostate Brachytherapy Advisory
Group says studies show that
brachytherapy is a proven and well-
tolerated therapy. The 10-year cancer
free rate following LDR brachytherapy
is similar to that with conventional
external beam radiotherapy and sur-
gery (radical prostatectomy).

Reported rates vary between 66% and
92% depending on the initial severity
of the disease?, but they say this is
achieved with a lower risk of the com-
plications associated with surgery and
external beam radiotherapy.

LDR brachytherapy scored highest in
a recently published health related
quality of life study with regard to
urinary incontence and preservation
of sexual function. The Data was
collected from 625 patients through

self completed questionnaires
following treatment by LDR
brachytherapy, external beam

radiation and radical prostatectomey.

Recently, 15-year survival figures have
been published for men who received
brachytherapy combined with exter-
nal beam radiotherapy for the treat-
ment of localised prostate cancer. The
overall PSA progression-free survival

rate in 223 patients at 15 years was
80% in intermediate risk patients.

The key objective of The Prostate
Brachytherapy Advisory Group is to
support the development of LDR
brachytherapy services nationally in
line with the Department of Health
expectations and to improve patient
coverage by Primary Care Trusts

(PCT) through educational initiatives.

The Group, which was formed in
March 2007, consists of medical and
NHS representatives with an active

The campaign is supported by
Norwich North MP Dr. lan Gibson

interest in the commissioning of serv-
ices and the provision of care for

brachytherapy patients.

Stephen Langley, Professor of Urolo-
gy at St Luke’s Cancer Centre, Guild-
ford, is Chair of the Group and a

leading expert in the field.

“There is a clear disparity in the provi-
sion of LDR brachytherapy for pros-

tate patients across the UK,” says
Professor Langley. “We are calling on
healthcare purchasers and providers

to improve access to LDR brachyther-
apy by four-fold in line with Govern-

ment expectations and patient’s

choice; to create a better understand-
ing of brachytherapy amongst health-

care commissioners; and to

empower patients.”

To help the commissioning of LDR
brachytherapy services, The Prostate
Brachytherapy Advisory Group has
launched a new website
www.prostatebrachytherapyinfo.net
which provides current information on
brachytherapy and practical resources
to help decision-making.

John Anderson, CEO of the Prostate
Research Campaign UK supports the
initiatives of The Prostate Brachythera-
py Advisory Group and hopes that it
will drive more patients to seek appro-
priate treatment.

“ Prostate cancer is equivalent in many
ways to breast cancer”, says John An-
derson, “both are hormone linked, and
yet the patient journey that men under-
take is very different. Prostate cancer
is still perceived as a less important
cancer and quality of life issues are not
taken into account”

One of the issues with prostate cancer
treatments is the risk of incontinence
and impotence, particularly for young-
er men.

Continues John “We get hundreds of
calls from men who, quite simply, are
not being given the information they
need to make an informed choice. One
of their greatest fears, which can some-
times delay them seeking treatment, is
that they may no longer be sexually
active after therapy which, of course, is
much less of an issue with treatments
such as LDR brachytherapy”

The campaign has the support of Dr
lan Gibson, MP for Norwich North and
Chair of the All Party Parliamentary
Group for Cancer.

He said “I welcome the plans of the
Prostate  Brachytherapy Advisory
Group to widen access to brachythera-
py for men with prostate cancer. This
reinforces the practical advice for
healthcare commissioners on brachy-
therapy, published by the Department
of Health in November last year. All
cancer patients must have access to
the right choice of treatment for their
condition and their circumstances .

Brachytherapy is available to
appropriate patients in this area at
Addenbrookes Hospital at Cambridge.




Dates for Your Diary

Tuesday June 7th
Burrage Centre, James Paget Hospital 7 p.m. Talk
by
David Baxter-Smith FRCS
Consultant Urology Surgeon

Sunday June 7th
Waveney Motorcycle Club are hosting a
motorbike Charity Ride in aid of Norfolk & Waveney
Prostate Cancer Support/
Start from Palgrave Community Centre, Diss at
11.30 .a.m.

(Doors open 10.30 a.m. for refreshments), and
finish at the Ferry Inn Stokesby, Acle around 12.30.
For further information call Chummy on 01379
643528

Sunday August 2nd
At Lodge Public house North Tuddenham (off A47)
"Summer Soul" BBQ and music.
In aid of N&W Prostate Cancer Support

Monday August 3rd
NNUH Lecture Theatre Open Meeting 7p.m. Talk by
Jennie Nobes , Research Fellow
Royal Surrey Hospital

Monday October 6th
NNUH Lecture Theatre Open Meeting 7 p.m.
An inspirational talk on the life of
May Savidge, Engineer, by Christine Adams (BBC
Antiques
Roadshow and Bygones)

Christine Adams will tell the story of the remarkable
life of her aunt, May Savidge who lived in a
half-timbered house in Hertfordshire.....until the
council served her with a compulsory purchase
notice to make way for a roundabout,

May decided she had to move.

So she did - with her house, which she had
dismantled and shipped to the North Norfolk coast,
where she spent the rest of her life rebuilding it -
single-handed.

How to Contact Us
Write to Norfolk and Waveney Prostate Cancer
Support Group, c/o Urology Department, Norfolk and
Norwich University Hospital, Norwich NR4 7FP
Telephone - Specialist Uro-Oncology Nurses:
Sally or Wendy at the Norfolk and Norwich University
Hospital 01603 289845, Angie or Wendy at the James
Paget Hospital 01493 453510
Committee Help - 01603 713463 -01603 831213 or
01328 862927
DavidHaines - David.haines2@btinternet.com
Newsletter editor : Bernard Farrant 01603 664515
Website - www.prostatesupport.org.uk

NORFOLK AND NORWICH PROSTATE CANCER
SUPPORT GROUP
Registered Charity No. 1108384
Committee members 2008/9

Medical Advice/Help (Specialist Uro-Oncology Nurses)
Norfolk and Norwich University Hospital 01603 289845

Sally Jermy - jermy@nnuh.nhs.uk

Wendy Baxter - wendy.baxter@nnuh.nhs.uk

James Paget University Hospital 01483 453510
Angie Fenn - angie.fenn@jpaget.nhs.uk

Wendy Keenan - wendy.keenan@jpaget.nhs.uk
President - David Haines 01603 881213
david.haines2@btinternet.com The Corner House 2
Peacock Close Easton NR9 5JD

Chairman - Ray Cossey 01603 720980
ray@thecosseys.co.uk 73 Blofield Corner Road Little
Plumstead Norwich NR13 5HU

Vice-Chairman - Edward Hare 01603 400424 Mobile:

07787124143 edwardhare@btinternet.com
84 The Warren Old Catton Norwich NR6 7NN

Secretary - Brian Smith 01603 860954
smiths.online@virgin.net 81 Nightingale Drive

Taverham Norwich NR8 6TR

Treasurer - Dave Kirkham 01953 456858 Mobile: 07799
074372 dsdavekirkham@yahoo.com

Membership Sec - David Winter 01603 868967 5 Woodside
Close Taverham Norwich NR8 6LH

Newsletter editor - Bernard Farrant 01603 664515
bernardfarrant@norwich.clara.co.uk 161 Rupert Street
Norwich NR2 2AX

Welfare Officer - David Wiseman 01603 260539
home@wisemandav.go-plus.net 14 Manor Close
Taverham Norwich NR8 6UB

Website Editor - Harvey Meadows 01603 737588
rvmcolt@hotmail.com 31 College Close Coltishall Norwich
NR12 7DT

Display/Literature - Peter Montgomery 01603 737568
pmcolt@tiscali.co.uk 33 Kings Road Coltishall NR12 7DX

Chuch Lyons - 01328 862967 charleswlyons@aol.com71
Norwich Road Fakenham NR21 8HH

Paul Whitehouse - 01263 825989
whitehouses@1orchid.fsnet.co.uk 1 Orchid Drive

Sheringham NR26 8UU

John Newman 01603 744581
john.newman990@ntlworld.com 62 Jerningham Road
New Costessey Norwich NR5 ORF

1603 437291

Trevor Watson 01603 437291
trevor.watson@mypostoffice.co.uk 59 Vincent Road Norwich
NR14HQ

Trustees 2008/9 David Haines, Stan Thompson

Do you need help or advice?
Perhaps a friendly chat or a visit would be
welcome
We have 29 Group members available at the end
of a telephone ready to help. There is probably
one near you.

For details please ring David Wiseman,
our Welfare Officer on 01603 260539




