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Firstly, we hope you and your family are
staying safe. The pandemic has caused huge
disruption, including inevitably to prostate
cancer patients. 

We are aware that many support groups have
been working really hard to carry on
supporting their members with tremendous
virtual meetings (see article on page 2). 

CAN YOU HELP? 
Throughout this issue you will see this logo introducing various ways you
could join in and help fight for better treatment for prostate cancer patients. 

Would you be happy to share
your story with others?

The treatment of prostate cancer
is determined by definitive
treatment guidelines. Research
into new drugs, clinical trials etc.

require close monitoring of patients and meticulous
recording of ‘hard’ data – often including how quality
of life is affected. However, this does not always
capture the intricacies of how patients (and equally

importantly their carers) really
feel about themselves and their
treatment; their concerns for
their future and their disease.

Those involved in the pharma
industry – the marketing people,
information managers, research

scientists, statisticians etc. – rarely have personal
experience of the drugs they produce and the
diseases they are dealing with. The industry
recognises this and companies are keen to ensure
they have a full understanding of patients’ needs.
Sometimes they do this through formal ‘Public and

Patient Involvement’ groups but
possibly more valuable is the
opportunity to talk with patients and
carers on a one-to-one basis. 

Since companies are not allowed to
contact patients directly,
organisations such as Tackle are often asked for their help
in finding people willing to talk to them about their
journey with prostate cancer. Understandably, the areas of
particular interest can sometimes be those that were
traumatic for the patient: being told you have cancer,
treatment of advancing disease, the spread of the disease.
This may not be easy, but speakers are always treated with
the utmost sensitivity and respect. It is really important
that all people involved in the
management of prostate cancer
know what it is really like.

Could you do it? Want to know more? 
Please contact me: 

Steve Allen 
Tackle Patient Representative
Email: steve.allen@tackleprostate.org
Mobile:  07809 563879 

Sharing your story... Sharing your experience

*
*** *

*
*

* ** Meanwhile, the strain on the NHS has meant
millions of delayed cancer treatments, causing
much suffering. Read what Tackle has done to
lobby the NHS and government on page 6.

We can ALL help. Many organisations need
prostate cancer patients for research and
studies. Steve Allen (Tackle’s tireless Patient
Representative) shares one opportunity below.

Pharma says: “We seek
patient and carer insights
at every stage… ensuring
that we are working
towards outcomes that
matter most to patients.”

Pharma says: “We wish
to engage in activities
that help the public
better understand the
impact of living with
prostate cancer…”

PCa speaker says: 
“It wasn't easy 
re-living the whole
process... but I felt I
was doing something
worthwhile...”

PCa speaker says:
“They were surprised
at the information
topics I found
important – ones they
had not rated as such.”

mailto:steve.allen@tackleprostate.org
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Tackle Chairman Ken Mastris wins European role 
In news about Tackle staff, we are delighted to announce that Tackle Chairman, Ken Mastris, has been elected President
of the European Cancer Patient Coalition (ECPC). Congratulations to him!

These strange times of restrictions and
lockdown have meant that I still have 
yet to meet any of you in person. 
Despite this I have been fortunate to
meet many people from all over the
country, from Cornwall to Tyneside, from
the comfort of my office chair via Zoom. 

I have heard about the great work that is
being done by countless volunteers across the country, all
determined to support people living with and beyond a
diagnosis of prostate cancer and raise awareness in the
wider population.

I have attended many groups as both an observer and a
speaker, to talk to members about our work at
Tackle and outline my project. Groups may
have fewer than ten members, or more than 
40, but they all display a strong sense of
community and fellowship.  

I continue to learn valuable information on how we can
support the groups to reach more people living with
prostate cancer and we are working to plan some Listening
Events which will bring groups and members together to
explore ways to grow their membership. I am also working
with some trustees and our fantastic PR support, Siobhán,
to find ways to improve communication with groups.

I am looking forward to getting to meet more of you over
the coming months and working with you and your Group
Leads and Committees to reach more men, carers and
families who could benefit from the support given by your
groups. By working together we can make sure that people
living with prostate cancer do not feel alone and can draw

strength and support from those with
similar experiences. 

Please do get in touch with me, invite me to
your group, or drop me an email at
sarah.gray@tackleprostate.org

Update from Sarah Gray, Tackle’s National Support and Development Manager

Support through Zoom 

Reading Prostate Cancer Support Group is one of the
many groups who have successfully moved to offer their
monthly meetings over Zoom. 

We caught up with Chris Addison their current Chair to
ask him for his top tips for a successful Zoom meeting. 

Chris told us that the most important point about the
Reading PCSG meetings is that they have continued to be
on the first Friday of the month, just as the meetings in
person had been. They follow the same format, but now it
is all online.

6.15pm Meet and Greet, (time to get comfy, sort out
technical issues and to welcome any new members)
6.40pm Introduction and notices
6.45pm Start talk/presentation including Q&A session
7.30pm Open forum for members and guests to
discuss subjects of their choice, mainly related to
prostate issues 
8.30pm Close – but this is often later!

Before the pandemic they held walks and coffee
mornings at a local pub.  Between full lockdowns, they
enjoyed some walks and pub/garden centre meet-ups
with smaller numbers.  

Chris says, “pleasingly, our meetings have been attended
by members from other groups around the country,
which have enriched discussions”; and “our members
seem to have benefited by remaining in contact and
discussions and questions, even over Zoom, have
become quite detailed and challenging, showing an
engaged audience ready to support one another”.  

However, concerns remain especially around how groups
promote themselves to new members. Chris reports, “our
biggest concern is that awareness-raising activities have
ceased and gaining new members from newly diagnosed
people has dropped off considerably”.

Compass Prostate Cancer Support Group used to meet
in Slough, and now meet monthly on Zoom as well as
running an informal drop-in Zoom on a Friday morning.
David Manthorpe, their Chair, told us that they started the
Friday drop-ins during the first lockdown, when he was on
furlough. Concerned that many members would miss the
support they received during physical meetings and
become isolated, the Friday morning chats have become a
lifeline for many. Knowing that problems could be
discussed and shared on a Friday, before the weekend
loomed, has galvanised the support given by the group. 

One member who lives alone described the group as a
huge help with feelings of isolation during lockdown and
described it as feeling they had become “like a band of
brothers”. This was echoed by another member, who said
the group gives him “a sense of belonging to a group that
cares and has experience in dealing with my concerns,
also we have experts coming to the Zoom meetings and
giving their advice which is invaluable. I cannot emphasize
enough the valuable support this group gives me”.

If your group hasn’t managed to make the move to virtual
meetings and support, or if you want some help in
promoting your group, please contact Sarah:
Email: sarah.gray@tackleprostate.org
Mobile: 07725 083533 

mailto:sarah.gray@tackleprostate.org
mailto:sarah.gray@tackleprostate.org
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For many men diagnosed with cancer, the
period of post treatment can be as

difficult as the treatment itself. Patients often struggle to
adapt to life after cancer and anxiety and depression are
common emotions which can be surprising and difficult
to manage.

‘Cancer Coach’ is a six-week online and telephone
support group, developed in partnership with The
Mental Health Foundation. ‘Cancer Coach’ is a unique
service that focuses solely on providing post treatment
support for men living beyond their cancer diagnosis,
where they can access support from the comfort and
privacy of their own home. Another benefit is that it
brings men with a shared experience together, where
comfort and reassurance is given through peer support.

Our men’s group is facilitated by a male facilitator and
gives men who have completed treatment the chance to
speak about how they are feeling, how they are
managing the physical and emotional side effects of
treatment and how they can move forward past their
diagnosis and navigate the future.

The service is free of charge and is available to anyone
aged 18 years or over, living anywhere in the UK.
Participants can choose whether they would like to join

an online (Zoom) group or a phone group and they can
also choose between a daytime or an evening group. 

These are a few quotes from previous participants in
‘Cancer Coach’:

Self-referrals are quick and easy either by filling in the
form on our website www.cancersupportuk.org or
emailing cancercoach@cancersupportuk.org

Anna James, Head of Services, Cancer Support UK

‘Cancer Coach’ – Support for you when treatment ends

CAN YOU HELP? 
... with an exciting new research project?

We have been aware of the importance a review and
analysis of our data might have for research purposes
for some time, particularly given it now covers more
than 153,000 results from over 103,000 men in more
than 77,000 different postcodes in the UK.  

This project will cover not only an analysis of our results
but also men's attitudes to genetic testing and
other factors which could help improve the
diagnostic pathway for prostate health
conditions for future generations.   

To this end, ALL men who have received an
‘abnormal’ letter (Red or Amber) between 2010
and 2020 will be contacted over the next few months
to ask whether, having previously indicated they would
be happy to help with research, they are willing to take
part.  

We appeal therefore to any man who has received
either of these colour letters over this period to
participate in this very important work.  Even if you
have already kindly supplied information about your
diagnosis, involvement in this project will be a huge
help to us.  The questionnaire, while only taking ten to
fifteen minutes to complete, has several key questions
in areas such as genetics which will enable the

researchers to write a much more meaningful report at
the end of the project.  

Moreover, even if your letter was a Green one,
involvement in the research will be invaluable to us,
particularly if your score was at the upper end of the
range for your age.  

Please feel free to share this project with any
of your friends who may have had a test result
either directly from us or from one of the many
Prostate Cancer Support Groups, Masonic
Lodges, Lions Clubs, Rotary or other groups for
whom we send out the results.  The more

responses we can get the better, and the more chance
we have of making a real difference.  

If you would like to participate in the research, please
go to the following website and answer the questions. 

www.mypsatests.org.uk/Research

If you have an account on our website, please log in
with your username and password.  

GFCT in conjunction with MANCHESTER UNIVERSITY have just launched this
2-year project. 50,000 men are needed to participate

“It was designed to enable proactive
living with cancer rather than to give
sympathy... it made me realise I was
allowed to feel this way.”

“Thank you for saving me from
isolation. It has been extremely hard
to have cancer during the pandemic.
Thank you for caring.”

“Just to have my feelings validated...
it has made my year to know I’m not
alone.”

https://www.cancersupportuk.org
mailto:cancercoach@cancersupportuk.org
https://www.mypsatests.org.uk/Research
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CAN YOU HELP?
Could you get involved in shaping the future of prostate cancer treatments?

Tackle are looking for someone who would like to
become involved in the development of new pathways
for the approval of new treatments – including for
prostate cancer.

With Brexit, the system of regulation for new drugs is
changing (see ‘Brexit and drug authorisation’ opposite).  

The MHRA (the Medicines and Healthcare products
Regulatory Agency) are planning a new 'Innovative
Licensing and Access Pathway' to cope with the change
in legislation that Brexit will demand. 

This will be an extension of the existing  EAM (‘Early
Access to Medicines') scheme. This scheme already
enables very early access to new treatments where it is
established that the treatment confers such great
benefits that it is deemed inappropriate to withhold the
drug until the more lengthy and complex process of
formal marketing authorisation has been completed. 

A very recent example of this is the new anti-viral drug
Remdesivir. This has broad activity against many viruses

Drug: Abiraterone 
Abiraterone was appraised for use in men newly
diagnosed with metastatic hormone sensitive prostate
cancer (ndhsmPCa). This was approved by SMC but initially
rejected by NICE. An appeals process was instigated by the
pharmaceutical company involved, Prostate Cancer UK and
Tackle. The appeal was heard in November 2020, but the
process is still ongoing.

Result: No final decision has yet been made.

Drug: Enzalutamide 
Enzalutamide was appraised by SMC for ndhsmPCa but
was rejected. A similar appraisal was made by NICE in 
May 2020.  

Result: No decision has yet been published by NICE.

(Note that whilst Enzalutamide has a marketing
authorisation for use at other stages of PCa treatment, no
such authorisation has yet been issued for use in
ndhsmPCa. This may still be a few months away.)

Drug: Darolutamide 
Darolutamide was accepted by both NICE and SMC for use
in men with non-metastatic hormone (or castrate) resistant
PCa (nmhrPCa) where there is a high risk of metastases
developing. This currently remains the only drug approved
for use in this clinical situation. It has filled one of the great
unmet needs present in the treatment pathway for PCa.

Result: Approved.

Drug: Apalutamide
Apalutamide is undergoing the appraisal process for use
in both nmhrPCa and metastatic PCa – both men who are
newly diagnosed and already have metastases and men
who progress to getting spread of disease later in the
course of their disease.  

Result: A public appraisal hearing is scheduled for early in
March 2021.

Drug: Olaparib 
Olaparib is a drug specifically targeting men with BRCA 1
and two genetic abnormalities who have become
hormone resistant and have metastatic spread. These men
may or may not also have had chemotherapy with
Docetaxel as part of their treatment programme. It is the
first drug to be used in PCa as ‘Targeted Gene Therapy’.  

Result: It has a public appraisal scheduled for early in
February 2021.

Treatment: Space OAR 
Space OAR – the injectable gel that is used to separate the
prostate and the rectum prior to radiotherapy – has yet to
have full approval funding for use by NHS England.  An
initial agreement to fund 400 insertions has now been
increased to fund a further 1800 insertions.

Result: Not fully approved.

Report by Steve Allen, Tackle Patient Representative

(...sugar and spice and) All things NICE
2020 saw a very active year for prostate cancer treatments. A larger than usual number of appraisals were
undertaken by NICE and the Scottish Medicines Consortium (SMC). Here is a brief update on progress so far:

but has yet to get full authorisation. However, because of
its recently proven successful activity against Covid it has
now got limited approval for use under the EAM scheme.

The MHRA are aiming to get significant involvement with
patients/patient support charities in the development of
this new licensing and access pathway and will be urging
pharma companies to involve patients at a very early
stage in drug development – for instance giving patients a
voice when drug trials are being set up.

This is a unique pathway – no other country is currently
planning such patient involvement.

It is a great opportunity for Tackle to show its commitment
to its members and to influence the development of new
treatments. It will not require a huge amount of your 
time and promises to be a very interesting and
informative project.

If you are interested in finding out more, please get in
touch with Steve Allen, Tackle Patient Representative
(contact details on front cover). 
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MHRA – the Medicines and
Healthcare products Regulatory
Agency – has begun intensive
work in 
re-structuring its processes.  

MHRA was closely allied to its EU
counterpart EMA (the European
Medicines Agency), but as a
result of Brexit this relationship

will change. Previously, decisions
made by EMA were automatically
ratified for the UK by MHRA. The UK is
now free to take fully independent
regulatory decisions on authorising
new drugs, which will then need
separate authorisation for use in the
EU (and vice versa). However, this
process will be gradual and no
significant change is envisaged for
two years.

It has also been recognised by
the DHSC (Department of
Health and Social Care) that
supplies of medicines etc. from
abroad could be impacted and
they are working hard to
ensure the minimum of
disruption and consequent
shortage of
medicines, 
both
prescription-
only and more
widely
available
products.

Brexit and drug authorisation

A rectal spacer is a gel
that is used when

someone has been diagnosed with
prostate cancer and is planning to
undergo External Beam Radiotherapy
or Brachytherapy. Barrigel helps to
minimise the potential side-effects of
treatment by increasing the distance
between the prostate and the
anterior rectal wall. The increased
distance decreases doses delivered
to the rectum when treating prostate
cancer with radiation. With
technological advances in radiation
therapy, treatment planning is more
accurate and more precise than ever
before. However, there is a risk that
radiation beams can potentially
affect healthy organs near the
prostate, such as the rectum.

As a result of treatment, patients can
experience bowel, urinary and sexual
complications. Prostate spacers are
proven to help protect healthy
organs around the prostate by
minimising their radiation exposure,
reducing the complications
associated with radiation therapy.

Barrigel is an advanced prostate
spacer made from hyaluronic acid, a
substance that is naturally present in
the human body and a natural
alternative to synthetic spacers.
Barrigel is made from Non-Animal
Stabilised Hyaluronic Acid, known as
NASHA. The unique composition of

Barrigel remains soft during
insertion, allowing the physician to
sculpt the spacer in place, creating an
optimal and customised fit in the
patient’s body. Barrigel remains stable
in the body for a minimum of twelve
months before it is absorbed and
excreted through your urine. This
prolonged period of stability is critical
in a COVID-19 era where unforeseen
delays in treatment commencement
may occur. Barrigel can be placed at
the same time as fiducial markers
under anesthesia. It is a second-
generation spacer, which means it has
many advantages over the first-
generation synthetic spacers. 

Barrigel:

is fully reversible

is sculpted by a clinician to your
prostate cancer diagnosis

can be used on high-grade
disease up to T3

lasts for 12 months, preventing
reimplanting the gel if treatment 
is delayed

is CE marked

is fully approved for procedural
use by NICE under the IPG590.

Spacing procedures are performed
in hospitals, outpatient clinics,
under local or general anesthetic
prior to the start of radiation
treatment.

Barrigel is the first and only
hyaluronic acid prostate spacer on
the market. It is part of the family of
gels that has been used for over
two decades in more than 40
million procedures worldwide.
Hyaluronic acid is a well-known
technology as a dermal filler that is
proven to be safe and effective.

Barrigel is currently being rolled out
in the United Kingdom to NHS and
private hospitals. If you want to
know more, speak to your doctor
about the possibility of having a
Barrigel gel spacer fitted.

Introducing the Barrigel hyaluronic acid spacer

•
•

•

•

•

•
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Tackle in action

The appeal by Chief Executive of
Cancer Research UK, Michelle Mitchell,
to Boris Johnson demanding a
commitment that cancer diagnosis
and clinical trials will not be delayed
again, was supported by Tackle along
with many other cancer charities,
inculding Breast Cancer Now, Prostate
Cancer UK, Macmillan Cancer Support,
Brain Tumour Research, Ovarian
Cancer Action and the Teenage
Cancer Trust. 

It was reported on and published in
the Daily Mail in November 2020.

Declaration and letter to The Times

The declaration

We, the undersigned, urge the
Government to acknowledge the
scale of the Covid-induced cancer
backlog. We further urge the
Government to revisit cancer
related aspects of the
Comprehensive Spending Review
and to provide the investment
required to ‘super boost’ cancer
services to clear the backlog. 
The All-Party Parliamentary Group for Radiotherapy
The All-Party Parliamentary Group on Cancer
The All-Party Parliamentary Group on Health
The All-Party Parliamentary Group on Ovarian Cancer
The All-Party Parliamentary Group on Coronavirus
The All-Party Parliamentary Group on Blood Cancer
Jo Cervical Cancer Trust 
Royal College of Radiologists 
Bowel Cancer UK
Tackle Prostate Cancer
Roy Castle Lung Cancer Foundation
Action Radiotherapy
Catch Up With Cancer 

Tackle Prostate Cancer

A joint declaration urging the
Government to revisit the
investment decisions announced at
the CSR (Comprehensive Spending
Review) was endorsed by many
cancer care stakeholders and sent
with a letter to The Times newspaper,
who published them.

In January 2021, Cancer Research UK
proposed writing a letter to Sir
Simon Stevens, CEO of the NHS,
outlining the concerns of cancer
charities (along with their support for
the NHS) with some suggestion on
what more they feel can be done,
including the role of the
independent sector, and clear
communications for people affected
by cancer. 

It was signed by CEOs of One Cancer
Voice charities, including Ken Mastris
from Tackle.

Article in the Daily Mail Letter to Sir Simon Stevens

Sir,

It is now widely acknowledged that the impact of

the Covid pandemic on cancer services has caused

a backlog in cancer diagnosis and treatment that

will result in the unnecessary loss of many tens of

thousands of lives.  Whilst estimates vary as to the

exact size of the backlog we maintain that it can-

not be tackled just by restoring cancer services to

pre-pandemic levels.  Rather, cancer services need

to be ‘super boosted’ for a significant period.  The

recent Comprehensive Spending  Review (CSR)

was an ideal opportunity for the Government to

announce the required investment in capacity,

both workforce and in equipment, required to

achieve this ‘super boost’.  However, the detailed

CSR documentation contained only one mention

of ‘cancer’ and did address the backlog.  Despite

considerable public debate since, we remain

deeply concerned that the backlog is not being

adequately addressed. For that reason we have

put our name to an open declaration urging the

Government to acknowledge the scale of the

Covid-induced cancer backlog, to revisit cancer re-

lated aspects of the CSR and to provide the invest-

ment required to ‘super boost’ cancer services to

clear the backlog.   

“Don’t abandon cancer 

patients in 2nd wave”

What a result!
Tackle trustee and  Walking Football enthusiast, Alphonso
Archer, has sent us this cheering story. Alphonso says:

We received a heartening story from one of our Walking
Football players today who emailed us with this message:

It is wonderful to hear stories like this which I am sure you
would agree is great news!

"As a result of one of your guys from Wilts FC (Alphie
Archer) at the England trials encouraging men to get
a PSA cancer test early, I did just that. It showed I had
Stage-2 prostate cancer but identified early enough
for me to have a radical prostatectomy. 

I had this last month and am now well on the
road to recovery! 

If it wasn't for the recent lockdown I'd be
back on the pitch now, better than ever!

Anyway, please thank your man who
helped me catch this early – it’s a lesson
for others as well.”   #tackleprostatecancer

Many readers will be aware that incontinence can be a
very unpleasant side-effect of treatment for prostate
cancer -  both urinary and bowel incontinence.

Those men who are suffering from urinary incontinence
may be familiar with penis clamps. John Hughes from
the Prospect Bristol group certainly is and he thinks that
they could be better designed, cheaper and provided by
a supplier in the UK. John would very much like to hear
from anybody with experience of penis clamps with a
view to trying to develop an improved device. 

John can be contacted at jahughes1@btinternet.com

We really hope John is successful. In the meantime, if
you would like to know more about urinary
incontinence and some lifestyle modifications which can
help, please see 

www.tackleprostate.org/urinary-function.php

CAN YOU HELP? 
Penis clamps – could they 
be better?

During the unprecedented Covid-19 pandemic and the
extreme pressure it has placed on NHS services, it has
become increasingly clear that other hospital services,
including cancer diagnosis and treatments, have been
suffering. Urgent cancer services have mostly been
continuing, but with the rising Covid cases due to the
new variant, cancer charities are concerned that cancer
services should not deteriorate. 

In recent months, Tackle has joined many other cancer
charities in writing to the government and health leaders
to emphasise the importance of more financial support
and increased capacity to avoid delays in cancer diagnosis
and treatment.

Below are some of the joint letters and awareness-raising
activites Tackle has helped to support. 

mailto:jahughes1@btinternet.com
https://www.tackleprostate.org/urinary-function.php
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CAN YOU HELP?
Covid and
consultations

How are your hospital
appointments currently being
arranged – face to face, by
telephone, by video call?

Were you told you had cancer by
phone rather than in person?

What is your experience of a video consultation?

Are there any advantages to a video consultation?

These questions and more like it are being asked
amongst support groups up and down the country
during this current pandemic. To some people a video
consultation is  ‘like marmite’ – you either love it or hate
it!  For some, video calls mean no more long trips to the
hospital and no more expensive parking... the opinions
are endless.

What is currently happening with the pandemic may be
with us all for a much longer time to come.  

Is that good or bad?

Opinions and hearsay are interesting
but  we need to document hard facts
if we are to encourage change.

Prostate Cancer UK and Tackle are
combining to gather those facts.  

This is important – and we need
your help.

Please complete a short on-line survey.  Your views are vital.
You could help shape the future for others.

You will find the survey at::
https://project.tolunastart.com/s/k8MXx3

Thank you for helping us ensure men with prostate cancer
have the best possible experience of prostate cancer
appointments in the future.

Rebecca Lesczyznski    
Senior Knowledge Officer, Prostate Cancer UK

Steve Allen, Tackle Patient Representative 
(contact details on front cover)

•

•

•

Welcome to Tackle
Tackle is delighted to welcome new
Partner Member, Cancer Testing

South. It was started by John Goodridge and Roy
Sowersby who both volunteer on our Tackle Helpline.
Their mission is to organise regular PSA blood testing
events for men of 40 years and over at venues across
Sussex and Surrey. 

Luton and Dunstable Prostate Support Group has just
been created covering Luton and Dunstable Hospital,
Central Beds, and North Herts. Please get in touch if you

have prostate cancer, or other prostate disease, to help this
group get going. Email: support@ldpsg.org.uk 

Prostate Brachytherapy UK Support Group was founded
last year, and just held its second meeting, a combination
of peer-to-peer support about treatments, and questions
about after-effects answered by Consultant Urologist
Julian Shah. The next Zoom meeting is 11 March, and the
group will continue on Zoom as it is UK-wide. 

Email: support@prostate-brachytherapy.uk

Technology is making it Increasingly easy to formulate
questionnaires. Online tools such as SurveyMonkey are
now commonly used for things ranging from simply
agreeing on group meeting dates to hosting highly
complex surveys.  

Tackle is frequently asked to forward such surveys to our
members. These can come from a wide variety of sources:
market research agencies, pharmaceutical and other
medical companies, students undertaking higher
degrees (MSc or PhD) and other patient-related groups
such as Prostate Cancer UK.

We try not to bombard our members and have to make a
judgement on whether each request comes from an
appropriate source, is relevant to our members, and
whether patients and carers are likely to benefit from the
results. This is not always easy.

Properly planned and managed surveys can be a
valuable way of collecting data, opinions and
understanding problems. They also need to show a valid
reason for the survey, that the questions are relevant and
appropriate, that data protection and confidentiality of

medical details are paramount, and that results will be
openly available to those who take part.

The survey in collaboration with Prostate Cancer UK
highlighted below fulfils all the required criteria. And here is
one more:

Patient surveys: What use are they?  Why should I bother with them?

Another survey will be commencing in early
February.  This is being undertaken by a

commercial concern ‘Don’t Be Patient’.  It will be a study
of two groups of patients: those with early/localised
disease and those with advanced disease.  It is an in-
depth and long-term study and aims to re-assess each
participant on a yearly basis to provide evidence of the
progress of disease. It is going to be undertaken
simultaneously in the UK, Germany and the USA and
promises interesting results. 

If you wish to take part or want further details,  these may
be obtained from:

Steve Allen, Tackle Patient Representative 
(contact details on front cover) 

•

CAN YOU HELP?
In-depth, long-term study

https://project.tolunastart.com/s/k8MXx3
mailto:support@ldpsg.org.uk 
mailto:support@prostate-brachytherapy.uk
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PSA testing events
Due to current Coronavirus restrictions, there are no PSA testing events
taking place at the moment. We hope new events will be able to start up
again soon. When they do, let us know the details of your event and we’ll
add it to the list on the Tackle website. Email info@tackleprostate.org

Editor’s note

Many of our articles contain links to
information on the internet. The best way
to access these is to go to our website:
www.tackleprostate.org where you will
find the web edition of this and past
issues of Prostate Matters with live links.

Contribute to Prostate Matters

Without you, we would not exist!
Please keep contributions coming to:
editor@tackleprostate.org (send
photos separately at high resolution).

Edited by Cheryl Lanyon
Printed by Zipp Design 
Thank you to everyone who
contributed to this edition. 

Prostate Matters delivery
Your individual copy of
Prostate Matters is delivered to
you from your local prostate
cancer support group. If you
have a change of address or
any other notifications, please
would you contact your local
support group.

Check your details

Unless otherwise requested, your
details will appear on the list of groups
on our website.
We ask all affiliated groups to check their details
on the Tackle website.  The information has been
updated to include meeting times and places.

See the map at: http://tinyurl.com/omp6y5e
If you require any corrections, please contact
Simon Lanyon: simon.lanyon@tackleprostate.org.

Helpline 
0800 035 5302

Our telephone helpline 
is manned 

by prostate cancer patients,
for patients and their

families 
365 days per year
9:00am to 9:00pm

We are grateful for the support of Astellas Pharma Ltd
in the production of Prostate Matters.
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