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Welcome... 

 ...to the first, new quarterly issue of CSF Touchlines.  I really 

do hope that by changing the frequency from 6 to 4 issues per year 

will enable Associations the time to submit their articles more 

easily so that our readers can keep up to date on all that happens 

throughout this great organisation.  No doubt, with the 3rd 

National Awareness Week (see dates below), there will be much to 

report in the next issue due out in October. 

Ed. 

The Future of Cancer Research 

 
 The field of cancer research is moving away from defining a 

cancer by where it is in the body, as one type of breast cancer can 

have more in common with an ovarian cancer than another cancer 

in the breast.  Instead, scientists are looking deeper at what is 

going wrong inside cancerous cells - a tumour can have 100,000 

genetic mutations and these alter over time. By pinpointing the 

mutations that can cause certain cancers, doctors hope to 

personalise treatment - choosing the drug most likely to work on a 

particular type of tumour. 

 

 Scientists are creating targeted cancer therapies using their 

latest insights into cancer at a molecular level. These treatments 

block the growth of cancer by interfering with genetic switches 

and molecules specifically involved in tumour growth and 

progression. Clinical trials using gene therapy are also underway. 

This experimental treatment involves adding genetic material into 

a person's cells to fight or prevent disease. 
 

An extract from BBC Science 22nd April 2013 

  

  

Cancer Support France 

 

3rd National Awareness Week 

 

21st—29th September 2013 
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 Why?  Cancer of the penis can lead to 

devastating mutilating and psychological 

consequences but with prompt treatment, the 

progression can be prevented, the cosmetic effects 

minimised and the prognosis improved.  There are 

some benign conditions that can be confused with pre-

malignant and malignant lesions leading to delayed 

diagnosis, so it is important that early referral to a 

urology specialist is made. 
 

 How common is it?  Robust international data 

are not available but around 0.3 – 1 per 100,000 in 

Europe and much higher in developing countries are 

figures quoted.  Research into this under-researched 

cancer is currently underway in a joint UK, European 

and USA project under the auspices of the 

International Rare Cancers Initiative.  Most cases occur 

in men over the age of 60 but in one series 25% of 

cases occurred in men under 50 years of age at 

diagnosis. 
 

 Risk factors include not being circumcised as a 

child (related to poor penile hygiene, phimosis and 

smegma retention i.e. a tight prepuce and not cleaning 

away the cheesy accumulation behind the prepuce). 

Human papilloma virus types 16 and 18 (HPV) 

infection, genital warts and HIV infection as well as 

minor trauma to the penis increase the risk.  And yes – 

smoking also increases the risk in a dose-dependent 

fashion.  One very specific risk relates to patients with 

psoriasis who have been treated with a drug called 

Psoralen combined with ultra-violet light A.  This has 

been found to increase the risk by 58 times; however, 

remember that this cancer is rare so this is a small risk 

being multiplied. 
 

 There are various pre-malignant lesions that can 

occur both on the shaft of the penis and on the Glans 

Penis (that’s the smooth glistening bulbous part at the 

end hidden by the foreskin in uncircumcised men).  On 

the latter, the lesions are velvety bright red patches 

but on the shaft there may be nodules or red plaques 

with a crusty feel or ulceration.  One sort of lesion, 

balanitis xerotica obliterans, causes chronic 

inflammation around the prepuce (foreskin) and may 

lead to phimosis and later, cancers.  Invasive cancers 

can present with ulceration or irregular lumps and 

possibly with lumps in the groin.   Most men delay 

seeing the doctor, for an average of 5.8 months in one 

study, and the commonest complaint is a lump (47%), 

an ulcer (35%) or a red lesion (17%) with some men 

having bleeding or discharge from under the foreskin.  

 Investigation includes biopsy for pre-malignant 

lesions but invasive tumours need staging like other 

cancers using MRI scans and CT scans.  The difficulty 

lies in finding secondaries in deep glands and various 

scanning techniques with dyes are used. 
 

 Treatment of pre-malignant lesions includes 

diagnostic excisional biopsy, circumcision and close 

follow-up with chemotherapeutic cream applied over 

several weeks.  Laser treatment has also been used.  

More extensive or recurrent lesions may be treated by 

surgical excision with skin graft if necessary.  More 

advanced invasive disease requires more radical 

surgery with excision and grafts where possible.  The 

aim is to remove the cancer but preserve the penis to 

minimise voiding and sexual dysfunction and 

psychological effects.  At worst it may be necessary to 

remove the penis entirely and redirect the urine to a 

stoma.  Affected glands in the groin will need to be 

excised, a procedure that has high morbidity.  There is 

limited response to systemic chemotherapy and 

radiotherapy is rarely used other than for patients 

unfit or unwilling to undergo surgery. 
 

 It hardly needs saying that the psychological 

effects can be devastating and embarrassment and 

fear can lead to late presentation of symptoms and if 

this article has made you feel uncomfortable, that is 

but a small indication of how difficult it can be for any 

man to present this sort of problem to their doctor. 
 

THE BOTTOM LINE 
 

 Penile hygiene is paramount, daily retraction of 

the prepuce and cleaning away the smegma. 
 

 Circumcision as a baby can reduce the risk of HIV 

and HPV – both risk factors for penile cancer. HPV 

vaccination is given to girls to prevent cervical cancer 

and is proposed for boys to increase the herd effect 

and help prevent both cervical cancer and cancer of 

the penis. 
 

 And how many cancers related to smoking does 

it take to persuade smokers to give up? 

 

IF YOU SEE OR FEEL ANY LESION ON OR A 

ROUND THE PENIS - GET IT CHECKED OUT   

 

(BMJ 2013;346:f1149)                                 

 

Dr Sue Murphy 

 

  

Let’s talk about something rare that is rarely discussed:  

Cancer of the Penis 
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Around the Regions 

 
CSF Charente Plus 

 

 Since our AGM in February CSF Charente Plus 

has seen a number of changes. Our Bureau has a new 

President – Joan Hogan, 2 new Vice Presidents - Lynne 

Rees and Richard Hartley and a new secretary — Kate 

Britten.  

 

 The project to establish a CSF association in the 

Charente Maritime is progressing. Richard and his wife 

Gwyneth have been working very hard to recruit new 

members;  they now have 26. It is hoped that the 10 

Active Listeners  recently trained by Viv, our trainer, 

and based in the Charente Maritime will commence to 

provide  a  service  within  the  department  from 

1
st

 August. The new Association will  continue to 

operate as a semi-independent branch of Charente 

Plus until they have raised sufficient funds to become a 

financially  independent, association later in the year. 

We  all  hope  that  the  formation  of  a  separate 

association  will allow the raising of awareness and 

support to be at a more local level.  

 

 On the 2
nd

 May they held their first recruitment 

and fund raising event at The Abbaye Royale in St. Jean 

d’Angely which raised 700€.  They had wonderful 

support from local craft stalls and thanks to all who 

helped on the day with cakes and refreshments. The 

next event planned is on 6
th 

July when a member who 

lives in Mortagne-sur-Gironde is opening her garden 

for a family fun day with various activities and stalls.   If 

you know of anyone living in Charente Maritime who 

would be interested in becoming a member of CSF 

they can contact Richard at: - 

 

csfcharenteplus@gmail.com  

 

  

 
  

 

 

 

 

 

 

 

 

  

 

 April and May saw the creation of our new 

Facebook page Cancer Support France - Charente Plus 

and website: -  http://www.csfcharenteplus.com The 

website  is  still  being  developed  and  we  would  

appreciate it if  members could take time to look at 

them both and email any comments or suggestions to 

us,  and remember  to  share  the information on 

Facebook with  friends; this way we are helping to raise 

awareness of CSF all the time.  

 

 This month, we took delivery of the  booklet 

‘Pain  and  Cancer’.  CSF  Charente  Plus  has  been 

instrumental  in  overseeing  and  financing  the 

translation   from  the  original  French  document, 

‘Douleur et Cancer’ published by INCa. Please contact 

us if you would like to have a hard copy. 

 

 Training continues to be high on our agenda. Viv, 

our trainer, has completed 3 new courses for those 

Active Listeners in the Charente Maritime and 10 

follow up days  which included 4 people from the 

Haute  Vienne  which  Charente  plus  continues  to 

support. Viv has also held a bereavement workshop for 

Charente Plus and the Haute Vienne. 

 

 And finally, a huge thank you to everyone who  

organised, helped and supported the events at L’Isle 

Jourdain on 26
th

 May and the open Garden weekend at 

La  Serpoulliere on 1
st

 and 2
nd 

June. Both events were a 

huge success and immensely enjoyed by all those who 

took part. Details of all our future events are on 

Facebook. 

 The team at Charente Plus 
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CSF Cœur de France 

 

 Sadly, at the AGM and subsequent EGM held on 

Sunday 19
th

 May, this branch of Cancer Support France 

was dissolved.  

 

 Whilst it is very sad to see this happen, we have 

had to be realistic and as we have had no new people 

coming forward to join the committee, there was no 

other alternative. 

 

 Andy  Shepherd  of  CSF  National  has  been 

appointed to deal with the formal procedures of 

dissolving the Association.   The funds which we 

currently hold will be passed to CSF National to do with 

as they see fit although Andy has said that, as far as 

possible and for a period of time, those funds will be 

earmarked for use in this area if and when a need 

arises.   

 

 Any requests for support which may come to us 

in the future will be passed to CSF National who will 

ensure that a ‘floating’ Active Listener is assigned to 

anyone from this area needing support. Our current 

telephone number and email address will be kept open 

and running for the next few months in order to refer 

any such requests that are received.  Thereafter, the 

contract for the mobile phone and the email address 

will be terminated.  

 

 We will hold on to the fact that we raised 

awareness of Cancer Support France amongst the 

English-speaking community and the French medical 

profession but, more importantly, that we made a 

huge difference in the lives of the many people we 

supported at a time when they needed it the most.  

That is what we set out to do at our initial meeting in 

October 2008, so our grateful thanks to our members 

and supporters who helped us achieve that goal. 

 

 Teresa Cox, Secretary 

 

CSF Dordogne Est & Lot 

 

 On April 3
rd

, two of our committee members 

attended a conference debate in Cahors in favour of 

the fight against cancer followed by a concert by the 

musician Kate-Lyne. This event was initiated by 

Françoise Caumont, a former cancer patient in 

association with l’association ALOCASIA (Association de 

cancérologie Lotoise).  With music from Kate-Lyne and 

a short film—memoir of those who have  survived and 

those who have not, it was a very moving tribute.  

Ed. 

 On 22
nd

 May there was a break in the clouds for 

supporters to meet for a tour of the wonderful 

‘English-style garden of Barbara and Derek Brown,  

Jardin de la Daille at Florimont-Gaumier which was 

looking at its’ best with iris in full bloom.  The range of 

plants, trees and shrubs thriving  on such poor terrain 

gave us all inspiration for our own gardens,  The garden 

is now well established after over 30 years of 

passionate work which can be enjoyed and admired by 

their many visitors. 

 

 To round off the sunny afternoon, a traditional 

afternoon tea was hosted by Ros Kanter and her team.  

Everyone enjoyed the chance to catch up with old 

friends and enthusiastic gardeners for a little burst of 

gardening inspiration and some wonderful cakes of 

course!  And, for those who were unable to make the 

tour this time, Jardin de la Daille can be found on the 

website www.parcsetgardens.fr 

Susan Sargeant 

Ros Kanter; waitress extraordinaire! and some of the guests 
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CSF Haute-Vienne 

 

 On May 23
rd

 a Bereavement Workshop was held 

by CSF Haute-Vienne at the Mairie in Videix.  There 

were ten participants, eight from Haute-Vienne and 

two from Charente-Plus.  The trainers were Vivienne 

Milne and Vanessa Whyte.  It was very interesting and 

stimulating for the participants and very professionally 

delivered by the trainers.  It is hoped we will organise 

another workshop for the Active Listeners that were 

unable to attend this time. 

Ribérac 

 

 The founder of the fundraising group was Hilda 

Connor who, although now living in the UK, remains a 

motivating force behind the group. Hilda, with Jackie 

Jeweski,  went  to  a  CSF  meeting  in  Ribérac  as 

representatives of the Brantome Ladies Lunch Club. 

After the meeting, Hilda felt that there was little or 

nothing for cancer patients in the northern part of the 

Dordogne so set about forming a group to raise funds 

for CSF.  

 

 The  inaugural  meeting  was  held  on  7
th 

September 2011 in Javerlhac and the response was 

impressive. Within 6 months of the group being 

formed, over 4,000€ had been raised. This money was 

used by CSF Ribérac to buy a 'douche en lit' for 

terminally ill patients in Hôpital Angoulême. The group 

hope to at least match or even surpass that figure 

during 2013.  

 

 The group’s latest event was a nearly new 

clothes, books, and Bric-a-Brac sale including tea and 

home-made cakes, a tombola, jewellery and the sale of 

donated greetings cards. This was held on 21
st

 March in 

the Salle de Culture in Javerlhac.   The Maire of 

Javerlhac very kindly let them have the use of this 

delightful venue free of charge. It gave a huge boost to 

their funds on the day which was the princely sum of 

1011€. 

 

 

  

CSF Riberac would like to thank all the team members 

and volunteers who worked so hard at these events. 

 

 

 
  

 

 

 

 

 

 

 

 

 

 Their next events included a clue-hunt walk 

around Brantome on 12
th

 May followed by a spit roast 

at La Pouge.   A music evening was held on June 23
rd

. 

 

 This  group  are  presently  discussing  the 

possibility of forming a separate CSF branch in the 

north of the Dordogne covering Nontron, Brantome 

and the surrounding areas. Watch this space.  

 

 Teresa Rekowska – Secretary CSF Riberac and 

Sarah Barette, Secretary of the  

North Dordogne Fund Raising Group for CSF Riberac 

 

 The Spring has seen several major changes at 

CSF Ribérac. Richard Mozley, our Treasurer since 

inception 2008, has handed over the Treasurer role to 

Tricia West and Paula Barker has taken over from 

Richard  as  a  member  of  the  National  Executive 

committee. 

 

 Teresa  Rekowska,  founder  member  of  CSF 

Ribérac and secretary since inception, is handing over 

the Secretary role in May to Paula Barker, conseil 

member for the past two years. 

 

 Both Teresa and Richard are moving back to the 

UK (not together!) but will continue to actively support 

CSF on the conseil until they sell their houses. 

 

 Personally,  I  have  really  enjoyed 

working alongside the  warm,  generous  and ever 

enthusiastic team at CSF Ribérac and indeed all the 

members I have met from many CSF branches France 

wide. I hope that the name of CSF continues to flourish 

across  France  and  that  your  good  work  gains 

the recognition it deserves. 

 

Teresa Rekowska – Secretary CSF Riberac  
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Photo taken at the CSF Riberac Marché de la Vie September 2012 

showing from the left the conseil members; Teresa Rekowska - 

conseil and former Secretary; Annora Tiley - President; Valerie 

Wareham - conseil; Richard Mozley—conseil and former Treasurer 

and finally, Paula Barker - conseil and new Secretary. 

 

Obituary 

 

Bordeaux & Région:   

In Memoriam of Paula Lee 
 

 

 

 

 

 

 

 

 

 

  

 It is with a heavy heart that our branch 

announces the death of one of our founding members, 

Paula Lee.  Paula was one of the driving forces behind 

our launch in February 2012.  Drawing on her own 

experiences as a cancer sufferer and CSF client, Paula 

brought enthusiasm, determination and insight to the 

Steering Committee.  As our Administrative 

Coordinator, Paula compiled and translated the 

paperwork necessary for us to become an Association 

and was part of the team that hand-delivered the 

forms to the DDCS (Direction Départmentale de la 

Cohésion Sociale).  She drafted our first leaflets and 

flyer and designed our first logo.  Paula's calming 

presence and humble humour filled each meeting. 

   

 For our first branch newsletter in April 2012, 

Paula provided a short biography.  In it, she wrote: 

 

 "Paula has lived in France for nine years with her 

husband, son (15) and daughter (13). After many happy 

holidays in France, they decided to make the move and 

start a new life here. In the UK, Paula worked as a legal 

secretary for an American law firm and then, after 

starting a family, as a teaching assistant in a primary 

school. In France, Paula taught English in several 

primary schools and then set up a language school with 

a colleague who ran language courses for adults, 

children and local businesses. In 2009, Paula was 

diagnosed with breast cancer. Following a gruelling 

year of surgery, chemotherapy and radiotherapy, Paula 

has come out the other side and is keen to draw on her 

own experiences to help other people in a similar 

situation. She would like to use her administrative skills 

and emotional empathy in a positive way and provide 

enthusiastic  support  for  the  new  Association." 

 

 Unfortunately, Paula did not have a chance to 

train as an Active Listener.  Just a month after our 

newsletter was published, she received the news that 

her  cancer  had  returned.   Paula  passed  away 

peacefully, on March 25
th

, 2013.  Her loss is greatly felt 

and she is sorely missed.  CSF Bordeaux & Région is 

working  with  Paula's  husband,  Simon,  and  their 

children to honour her contribution to our team. 

 

 Marissa Raymond 

 

 

    
I’m sad to hear...I’m sad to hear...I’m sad to hear...I’m sad to hear...    

 
I’m sad to hear that you’re not well.    
The pain, the treatment, must be hell. 
I won’t intrude unless you call 
Or tell me that you’re home to all. 

    
If I can help in any way    
To ease your pain or make your day, 
Just call me up and I’ll be there 
To help you out - because I care. 

 
With all your friends all being kind, 
A positive approach in mind, 
The best of doctor’s care for you - 
They are all there to pull you through!  
 

Anon 



Volume 9 Issue 3                                                                                                                                                                               Page 7 

Enjoy Life and be Happy 
 

 Life throws many challenges our way, none quite 

so great as battling with a serious illness. 

 

 In May 2011, having had ‘swollen glands’ for 

about three months (childhood ailment), I decided I 

should visit my doctor.  The prescribed antibiotics did 

not work so another visit to another doctor and 

another load of antibiotics. Which did not work either.  

Oh well!  Going off to my house in France for the 

month on August and some sunshine would surely do 

the trick.   

 

 Then I then had a strange tickle at the back of my 

throat so decided to visit my doctor in France.  She was 

wonderful, concerned and compassionate and after 

several visits to her chaotic little surgery, I was sent for 

a CT scan and to an ENT specialist. It   As he held my 

hand and very sweetly told me “I am trying to tell you 

this as kindly as possible, you need to see the Professor 

in Bordeaux”, I realised the seriousness of the 

situation.  A world-crumbling moment.   

 

LESSON ONE:        Don’t let any lump go un-checked. 

 

 My husband was in the USA working and due to 

join me in a few weeks, so I was very grateful to some 

dear friends who supported me until he arrived.  It was 

a very emotional and fearful time and I cannot 

communicate the fear at the ‘Diagnosis stage’, except 

to say that it was a deep, almost primeval fear that 

rose from within and remained with me until my 

treatment started, at which point the fright turned to 

fight. 

 

 After my biopsy in Bordeaux hospital, the 

consultant advised me to return to the UK as soon as 

possible.  I met with the Oncologist Dr Stephen 

Whittaker and his team (dentist, surgeon etc) in 

Guildford and was told that I had Stage IV squamous 

cell carcinoma at the base of my tongue and secondary 

cancer in the lymph nodes in my neck.   

 

LESSON TWO:          ALL cancers are different, this one 

had an 80% survival rate even at stage 1V 

 

 After MRIs, CTs and PET scans, my treatment 

started; I will add at this stage that I am petrified of 

hospitals, blood, needles etc. 

 

LESSON THREE:       Get over it! 

 

 As they considered the cancer to be inoperable, I 

had been given a treatment plan of three 5-day 

sessions of chemotherapy (Cisplaten, Taxotere and 

5FU) followed by 6 weeks of radiotherapy (IMRT) to 

run concurrently with chemotherapy (Carboplaten).   

Pretty debilitating but I faced it head on with my family 

and friends helping me through every stage.   Many 

people said I was brave; actually I had no choice.  There 

is no pretending that chemo does not make you very ill 

but with anti-sickness drugs, hospitals do everything 

possible to alleviate these side effects.  My hair also fell 

out so I decided to shave it, very Sinead O’Connor and 

strangely liberating.   But every cloud has a silver lining 

and I am now a size 8 and have a cool, funky, very 

blonde hairstyle that really suits me! 

 

LESSON FOUR:   Drastic way to look gorgeous again. 

 

 So five days of chemo followed by 10 days of 

‘rest’.   Then repeat. But during my first ‘rest’ I had to 

have 4 back teeth out for the radio therapy. On the 

second ‘rest’ I had a feeding tube (PEG) fitted and on 

the third ‘rest’ I had a blood transfusion! 

 

LESSON FIVE:      Always fit something into your spare 

days! 

 

 The radiotherapy followed and I became more 

and more ill, loss of appetite, loss of taste buds (very 

weird for a foodie), extreme tiredness, lack of 

concentration, sickness, gagging.  But I considered that 

I just had to get through each day and then there 

would be tomorrow.  At that stage, everything in my 

life was being filtered through the spectre of the 

cancer, treatment, survival rates etc.   

 

 I was told by staff at the hospital that after the 

first three weeks of radiotherapy, the next three weeks 

would go very quickly.  It was hard to believe as the 

side effects become more acute, but it did.  They make 

you wear a mask during radiotherapy that is clipped to 

the table which is particularly interesting and made 

Hannibal Lector’s mask look tame!   I declined the offer 

to keep it after the treatment as a souvenir!   

 

 So I finished my treatment just before Christmas 

2011 and knew that the symptoms would get worse for 

the next month, but was determined to have a sip of 

champagne on Christmas Day; amazing how Moet and 

Chandon can taste like rancid apples!!  But slowly I got 

my energy back, taste buds and saliva glands have also 

improved greatly too.   

 

 During the treatment you have your black days, 

of which you are allowed the odd few, as long as you 
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bounce back to being positive because this is one of 

the most important elements of your treatment and 

recovery.   

 

 After a CT and PET scan in early 2012 and after a 

year of monthly check-ups, Dr Whittaker said the 

treatment had produced excellent results. I have 

progressed to going to the hospital every two months.   

 

 It is now the summer of 2013 and all this is a bit 

of a dim and distant memory, a little like the pain of 

childbirth, something never to be forgotten but 

sometimes it does just feel like a bad dream.  I am so 

grateful to my husband, 3 daughters, sister, mum and 

dad and all my very dear friends who helped give me 

the courage, strength, love and practical support to get 

through it.  And of course, to the lovely Dr Coppe in 

France, Dr Whittaker and all the wonderful staff at 

Mount Alvernia Hospital in Guildford.   

 

LESSON SIX:    Enjoy LIFE AND BE HAPPY 

 

Written by Susan  Janssenswillen 

Submitted by Heather  Moorhead,  

VP, Dordogne Est & Lot 

 

Departures 

 
 It is with much sadness that we have had to 

accept the dissolution of CSF-Coeur de France who 

were no longer able to sustain the work on their own. I 

would like to record my thanks to the CdF team who, in 

spite of many set-backs over the years, have invested 

considerable time and energy into the maintenance of 

their association as well as the promotion of CSF. They 

have made a real difference to clients affected by 

cancer in their region, and we will miss them.  Calls for 

help should now be directed to the National helpline 

05 45 89 30 05.  

 

 After ten years at the helm, I too have decided 

that the time is now right for me to step down. I will 

not, therefore, be seeking re-election at the AGM in 

March 2014. There are many reasons for this decision, 

not least, the simple fact that I am not keeping as up to 

date with developments in the cancer world as I should 

and so I don't feel I can support you all in the way that I 

used to!  

 

 Those of you who have known the Association 

from the beginning will also have recognised that as 

more and more local Associations have come on 

stream, our role in Benest has changed considerably. 

From being the support centre in the very early days, 

we have become an administrative centre. Important 

as that is, as I scrabbled on the floor in March 

preparing the paperwork for the last AGM, I felt it was 

time to stop. Making the announcement at the AGM 

was a very emotional moment for me and was 

amongst the hardest things I have ever done within 

CSF. It will be strange to be on the edge of things after 

so many years of active involvement but like all 

parents, there comes a time when you have to let the 

adolescent go. Like all parents, I will quite naturally 

remain interested in what happens to CSF and hope I 

will still be able to help in some small way.  

 

 In spite of our changing role, the National 

Committee was unanimous that a National Association 

was necessary.  It provides the sense of unity we all 

share; it provides a safe support place for Presidents in 

other Associations when trouble-shooting has to take 

place and it enables us to be represented at French 

national level. 

  

 Work  is  now  in  hand to  prepare  for  my 

successor. Your in-put to our discussions will be valued, 

so please do send in your thoughts and views; what do 

you expect the next National President to do? What 

qualities do you expect them to have? And so on.  

More  importantly,  is  there  someone  in  your 

Association who you see as a potential candidate? We 

have not as yet decided how the process will be 

organised, but we hope to have a replacement in place 

to work alongside me before the next AGM. 

 

 May I take this opportunity to thank you all for 

your interest in CSF, and for the amazing work that 

goes on in all areas of the network. You really do make 

a difference no matter how small or large your 

Association is. Formal good-byes will be said later, so 

for now focus on your Awareness Week plans with all 

your usual energy and enthusiasm. Spread the word 

about CSF so that  those Associations who need 

volunteers can recruit them and more people in need 

of support know where to look.  

 

Linda Shepherd 

 

National Notes 

 
 The new National Committee has met and has 

considered its priorities for the forthcoming year. One 

of these is a complete revision of the Training Policy 

and associated documents. This has already been 

largely completed; there are no major changes – but 

the documents which will be circulated on completion 

will (it is hoped) give a fully description of what we aim  
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to do and how we intend to do it, by incorporating the 

various changes which have ‘crept in’ over the past 

year or so. 

 

 The major development at National level is the 

launch of the ‘Translation Project’. For some time, CSF 

has been involved, at various levels, in producing 

translations of French documents relating to cancer. 

Some of this work has been undertaken locally, other 

efforts have been more ‘central’. One problem with 

this approach is that there can be duplication of effort, 

which in effect means that money can be wasted 

repeating (or nearly so) what is being done elsewhere. 

We do have a duty to ensure that donations, etc., are 

spent wisely, and at the same time, to be careful that 

our spending does not contravene our Statutes. 

 

 There is now a considerable body of material 

produced by (eg) INCa and La Ligue which needs 

rendering into English. Permission has to be sought for 

this – which can be a lengthy process! – and it seems 

sensible to undertake this at a National level, where 

good relationships have already been forged with 

those bodies. It also seems desirable to have the 

process proceed as rapidly as possible, to which end it 

has  been decided to  use  professionally  qualified 

translators – fortunately, we have several ‘on our 

books’ already as members, and several of these have 

indicated that they are willing to be involved. Similarly, 

they  have  indicated  that  they  are  prepared  to 

undertake the work at a favourable rate; we cannot, of 

course,  expect  professionals  to  do the work for 

nothing. So, there will be a financial cost to CSF for this 

project. 

 

 Several Associations have already indicated that 

they are prepared to make a substantial contribution 

to these costs out of their ‘surplus funds’ – one has 

already sent a cheque for 500€, another has promised 

1000€ and two others are meeting shortly to discuss 

their contribution. This is a good use of money which 

has been donated for CSF and which can be employed 

for the benefit of all the Associations and their clients, 

without breaching any Statutory limitations. It is hoped 

that other Associations will see fit to make a similar 

contribution, however small, if their funds permit. 

 

  In addition, National has recently received 

a donation of £1000 from the Brethren of Culham 

College Lodge No. 2951, which has recently closed 

down and had undistributed funds in its Charities 

Account. A request for ‘suggested recipients’ led me to 

tender CSF as a target; I am pleased to say that this 

met with unanimous approval, and the cheque is now 

‘in clearing’. Since Culham was a Teacher Training 

College, it was agreed that the monies should be used 

for something of a generally ‘educational nature’ and I 

think that translation of booklets is as close as we can 

reasonably come. 

 

 To give an idea of costs, professional translation 

generally  costs  between 100—200€ per thousand 

words. The average ‘word count’ for the booklets is 

about 10,000 words so at the lower end we would be 

looking at 1000€ per document. (We are not proposing 

to have them printed, but to post them on the 

website). There are four translators already ‘signed up’ 

for this – you can do the maths for yourselves! We are 

not proposing to do all this in one go; it is definitely a 

long term project but one which needs support from all 

the Associations over a period of time. CSF (National) 

has reserve funds which can be used to ‘bridge’ any 

financial gaps. 
 

 So,  if  your  Association  does  suffer  an 

‘embarrassment of funds’ (and by no means all do!) 

perhaps you might consider a donation to this project. 

(All funds are strictly hypothesized for this purpose, 

and accounted for separately). Or perhaps you might 

consider donating the proceeds of this year’s ‘CSF 

Awareness Week’ – which is, of course, 21
st

 – 29
th

 

September.  

Andy Shepherd 

(National Committee Member & Assistant Treasurer) 

 

Genetic testing in the news 
 

 Following the recent high-profile celebrity  news 

about gene testing for breast cancer BRCA1/BRCA2 and  

radical surgery such as in the case of Sharon Osbourne 

and Angelina Jolie, I thought it might be a good idea to 

run the article by Sophi Barnard who kindly allowed us 

to share her story in Touchlines January 2012.  Ed. 
 

 “My name is Sophi Barnard. I am 34 years old 

and when I was 26 years old my twin sister, Hester was 

diagnosed with grade 3 breast cancer and she had a 

radical  mastectomy  in  December  2004  in  South 

Africa. After that, she had to go through chemotherapy 

and then she had to take medication to put her into a 

chemical menopause for 4 years. 
 

 It was very hard for me to see my sister suffer 

and my family all cried with me but never in front of my 

sister as they didn't want to appear weak in front of 

her. As I have always been the strongest one of the two 

of us, I felt guilty that it wasn't me that had to go 

through this.  I felt that I should have been the one who 

got cancer, because I am so much stronger than my 

sister. 
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I was a medical representative in South Africa then and 

one of my clients told me that I could go for a blood 

test to find out if I had a cancer gene. I didn't know 

anything about it as it was still unknown and unheard 

of in South Africa in 2004, but because this client of 

mine had a wife who had cancer, he was quite clued 

up. So I went for the BRCA2 blood test and it was 

positive. My father, then being an anaesthetist, realised 

that it must have been him who gave us the cancer 

gene as nobody in my mom's family has ever had 

cancer. So he went to be tested and he found out that 

he was the one who gave us the BRCA2 gene. He 

obviously felt very guilty for giving us this gene. I told 

him that it wasn't his fault as he probably got it from 

his parents. We had no family history of cancer. 
 

 So I went to see a Breast Surgeon and he advised 

me to have a MRI scan and I was told that I could have 

a mastectomy now to prevent me from going through 

what my sister went through as being positive for 

BRCA2 your chances of getting cancer is 85-90% . He 

also told me that I should have children as soon as 

possible. I was only 26 and my boyfriend only 22 at the 

time so I told him I can't do this to him but fortunately 

my boyfriend, Patrick, who is now my husband, told me 

that he will still love me even if I get cancer. I decided 

not to have a bilateral mastectomy but to go for 

regular MRI's and mammograms and check ups. 
 

  My sister moved to England in October 2005 with 

her husband and I moved to England in December 

2005. I got married in February 2006 and I had a baby 

in December 2007. So I did listen to the doctor's which I 

am so happy about, because when my son was only 15 

months old I was diagnosed with breast cancer in 

Richmond, London. I was told that I should have a 

bilateral mastectomy, because I had the BRCA2 gene 

and they knew my sister had breast cancer as she 

went  for  check  ups  at  St.  Georges  Hospital  in 

Wimbledon.  
 

 I cried when the doctor told me this as I thought 

that I could still have one more child and breast feed 

just one more time, but it wasn't meant to be. I had a 

bilateral mastectomy in March 2009 at the Royal 

Marsden Hospital in London. I had a lot of pain as I 

could not tolerate the morphine or the opiod drugs. I 

threw up 3 times and one of the 4 drains were inserted 

accidentally into a vain so I had pain 24 hours a day 

and they could not take the drain out before it stayed in 

for 5 days. So it was very hard for me to be in so much 

pain and to be so helpless. Luckily after a week in 

hospital I only had 1 drain left and the doctor didn't 

want me to go but after I told him that I haven't seen 

my 15 month old son for a week and that I will take  

 

care of the drain he said it was ok. I think the fact that I 

cried when I told him this made him realise that it was 

hard for me and I think he had real empathy with me as 

he was a parent too. 
 

 Anyway, going back home was amazing because 

my son was so excited to see me and I cried out of 

happiness. I was worried that he wouldn't recognise me 

as he was still only 15 months old but he did recognise 

me and he screamed out of happiness when he saw 

me.  
 

 I  didn't  realise though that I  would be so 

weak after the operation and that I would be out of 

breath after walking just a few meters. I was 31 and I 

felt like an 80 year old. I actually said to my husband I 

know now how difficult it must be not to be able to do 

anything for yourself and being so dependant on other 

people. I was not allowed to pick my son up for 3 

months! It was very difficult for him as he was only 15 

months old and he could not understand why mommy 

couldn't pick him up any more. I had saline prosthesises 

which were implanted immediately after the bilateral 

mastectomy and every 2 weeks they were inflated; 5 

months after my first operation, I had a second 

operation to exchange the saline for silicon. We moved 

to France in July 2009 so I had to go back to England for 

a week to have my second operation. I also went back 

to have nipples made and a tattoo for the areola area, 

which I am so happy about today, because I feel like a 

normal woman again. 
 

 I can wear a swimsuit and feel normal. Although 

they took my nipples out it is amazing what they can do 

today. I was really blessed having one of the best 

plastic surgeons in London, Mr Paul Harris, to do my 

operation. He was amazing and he did an amazing job.  
 

 In conclusion I would like to tell anybody who has 

had a mom, aunt or sister affected by cancer that it is 

worth going for a test to find out if maybe you’re 

carrying a breast cancer gene. The reason being, when I 

got diagnosed for cancer it was very early and only in 

the milk ducts and it hadn't spread.  Because I went for 

check ups every 6 months and if they didn't know about 

my BRCA2 gene, I would have probably had to go 

through the hell that my sister went through with 

chemo and everything.  
 

 So my personal motto is prevention is better than 

cure. And as you know with cancer the earlier they pick 

it up the better! 
 

 I really hope that my story has meant something 

to someone out there.”   

  

Sophi Barnard 
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Calendar of Events  Don’t Colour me Light Blue 

By John Bayliss  
 

Available from Amazon UK and 

France in paperback and on Kindle 

(published June 2013) 
 

If your hold your hand in front of 

your face, it’s difficult to see other 

things. Cancer’s a bit like that. News 

of its arrival can blot out everything 

else.  The risk is that it becomes, for others, the 

defining element of an individual’s identity. Yet, in 

itself, the diagnosis should not have the power to rob 

life of its rich variety of colours and life’s fun. 
 

‘Don’t  Colour  Me Light  Blue’  is  a  very 

personal tale about receiving a diagnosis of terminal 

prostate cancer and finding out that, in spite of the 

disease, there is lots of humour to be found in pretty 

much everything. Cancer didn’t stop John being the 

person that  he had always been.  The journey 

changed but it remained one brimming full with 

laughs and bright colours. � 

John Bayliss (author) 
 

 

Cancer: A Beginner’s Guide 

By Paul Scotting 

Beginner’s Guides 

(published 2010) 
 

“Cancer is the second biggest 

killer in the world, but few of us 

understand how it works or 

how we treat it. In this 

illuminating introductory book, 

Paul Scotting explains the 

science behind the disease and 

explores why some of us are 

more likely to develop it than others.” 
 

 

The Dog, The Chick  

And The Reindeer 

By Mags Eatock 
 

Initially written to help the 

author deal with her own 

grief, stress and feelings of 

guilt following the death of 

her mother and the impact 

her cancers in 2005 and 2012 

had on the whole family, this 

book shows how a family can 

support each other. 

CSF—Charente Plus 

Saturday, 6
th

 July 

An open garden Family Fun Day  

in Mortagne-sur-Gironde  

For Further details contact: Richard at  

csfcharenteplus@gmail.com  

CSF—Dordogne Est & Lot 

Sunday, 8
th

 September 

La Halle, Lherm 

11h—18h 

Sale of Work/Marche Artisanal 

To reserve a table in advance, contact: 

Sue Giles at 

csfdordognelotsupporters@orange.fr  

CSF—Languedoc 

Sunday, 29
th

 September 

Walk for Life  

A fund-raising event based in Montagnac 

For further details, contact:   

www.csf-languedoc.com 

The Bookshelf 

 

 

The purpose of this feature is to 

identify books that could be useful in 

our work.  It is not intended as a 

review.  The Editor may make a small 

comment on/identify any that she 

owns and has found useful with this 

symbol (�)   

 

Chemotherapy & Radiation  

for Dummies 

(Various Authors—US version) 

 

The Dummies series of books 

offer easy-to-understand 

information about the subject 

under discussion and this one 

is no exception.  Ideal for 

those who don’t want to 

wade through reams of med-

speak.  Very useful ‘target’ 

tips throughout. � 



 

Useful Contacts 
 

   President: Linda Shepherd 05 45 29 08 93  

 presidentcsf@gmail.com 
 

   Treasurer: Richard Ware 05 55 00 31 15 

 moneybagscsf@frangle.fr 
 

   Secretary: Jane Thomas 05 49 48 99 48 

 seccsf16@gmail.com 
 

 

Regional Groups 
 

 

   Basse-Normandie (14, 50,61): 

 Jenny Luck     02 33 60 27 82 

 jennytluck@hotmail.com 
 

   Bordeaux & Region (33) 

 Marisa Raymond  06 52 67 94 50  

 bordeaux.csf@gmail.com 
   

   Bretagne-Ouest (29 w, 22w): 

 Judith Curl   02 96 45 76 20 

 Curl_judith@yahoo.co.uk 
  

   Charente-Plus (16, 17, 86,) 

 Joan Hogan    05 45 38 34 22 

 csf.charenteplus@gmail.com 

 

   Cœur-de-France (03,18, 58): 

 Contact National  05 45 89 30 05 

 cancersupportfrance@orange.fr 
 

   Creuse Plus (23 ): 

 Until further notice, contact Haute-Vienne 
               

   Deux-Sèvres (79): 

 June Searchfield  05 49 64 59 96 

 searchfields.lagroie@orange.fr 

 
 

Dordogne Est/Lot (24E, 46): 

 Julia Hall    09 64 13 66 68  

 Helpline   06 35 90 03 41 

 csfdordognelot@yahoo.com 
 

Dordogne-Ribèrac (16s, 24w): 

 Annora Tiley   05 53 07 46 17 

 Anntiley66@msn.com 

 

Dordogne-Sud (24, 33, 47): 

 Tony Benstead   05 53 54 46 67   

 csf.dordognesud@gmail.com 

 

 

Gascony (31, 32, 65): 

 Razia Coleman  05 67 32 18 56 

 raziacsfgascony@gmail.com 
   

Haute-Vienne (87) 

 Sue Ware   05 55 00 31 15 

 csfhv@frangle.fr 
 

Languedoc (12,30,34,48): 

 Cat Hartley   04 67 96 12 04 

 csf.languedoc@gmail.com 
 

Lyon (69) 

 Stacy Diavolitsis   06 40 95 87 71   

  lyon.csf@gmail.com 
 

Sud-de-France (09, 11, 66): 

 Hazel Turner   04 68 69 41 45 

 presidentcsf110966@gmail.com 
 

Vendée (85):  

 David Martin  02 51 00 92 97 

 csvpresident@orange.fr 

 

 

 

Useful information 
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Association Office & Siége Social 
Mairie 

Le Bourg 

16350 BENEST 
 

Open every Tuesday 10h00—12h30 

and by appointment 
 

National Help-line 

Télé/fax 05 45 89 30 05 
 

An answerphone service operates outside office hours 
 

E-mail: cancersupportfrance@orange.fr 

Website: www.cancersupportfrance.info 

 Internet Forum: http://csf-forum.org 

Touchlines 
 

Published ¼ly in January, April, July and October 
 

Copy Date: 10th of preceding month 
 

Items for inclusion should be sent to the Editor: 
 

Margaret York 

 
 

E-mail:  csftouchlines@gmail.com 

 
 

Please send photographs as separate JPG files - 

not embedded in your editorial.  Thank you. 


