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Welsh Women on Wheels!
In June, Gaynor Sinton
(right), Barbara Ray
(left) and Linda
Hourahine (centre)
cycled an epic 226
miles from Holyhead to
Newport

See page 5

Who are we?
Breastfriends is a friendly support group for anyone
who has had a diagnosis of breast cancer, whether it
was last week, last month, last year or many years ago.
Breast cancer can be isolating and scary, but meeting
others in a similar situation and sharing information
and experiences can make a real difference.

Walk with us or talk with us
We meet once a month in Cardiff and once a month in Barry as well as meeting regularly
for short walks in lovely surroundings. See back page for more details.
We know that walking into a room of strangers can be off putting, so please get in touch
if you’d like a buddy for your first walk or meeting.

www.breastfriendscandv.org.uk
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Elaine’s LVA—a personal experience
It's now nearly nine months since I had the Lymphaticovenous Anastomosis (LVA) operation on my arm and I
have had my one month, three month and six month check ups.
At each check up a variety of tests and paperwork are completed:
I have to complete forms asking how much distress my Lymphodema causes me, how anxious does it make
me feel, what effect does it have on my body image, hobbies, work, shopping for clothes. What effect does
wearing a compression garment have on my life? How healthy do I feel? How often does it make me think of
my cancer journey? Number of days per week I wear my garment, number of hours per day I wear my
garment. Have I had any cellulitis episodes? I also have to rate my pain levels and heaviness levels.
I then have to complete a ‘timed up and go’ test in which I have to go from sitting in a chair, stand up, walk
three meters, turn around, walk back and sit down within 13.5 seconds. I have limb volume measurements,
moisture meter measurements, perimeter measurements and 3D photos of my arms taken.
At the first two check ups there was no improvement in the volume measurements of my arm. In fact it was
still more swollen than it was before the operation. However I was assured that this was normally the case.
The heaviness I had in my arm has definitely gone and there was less pitting.
Just before my third check up I went on holiday to Cambodia, Myanmar &
Thailand. Holiday times do not usually agree very much with my Lymphodema
as my arm usually swells after flights. As it was going to be very hot they
advised me to wear my sleeve indoors and at night, rather than in the day, so it
would be more comfortable. Despite going on seven flights and not wearing my
sleeve very much my arm was very stable.
On my last check up in May there was a real improvement. Whilst the volume
measurements had not gone down to pre op measurements they had gone
down significantly since my last check up. The moisture meter measurements,
which measures the fluid levels in your skin, had gone down to much lower
levels than pre op. I also had to be fitted for a new smaller compression sleeve.
This is the first time I have ever had a smaller garment since being diagnosed with Lymphoedema. They also
said I could reduce the amount of time I wear my compression sleeve.
They were really pleased with the progress of my arm at the clinic and I am very hopeful that I will not have to
wear a compression sleeve in the future and most importantly that I will not suffer from any more cellulitis
episodes.
My next check is in November, which will be my one year check up and I will continue to have check ups for
five years.
The full benefits of the procedure may not appear until three years after surgery. The results of the surgery so
far have been very promising. 96% reduction in cellulitis episodes and 70% of patients have stopped using
compression garments.

Elaine Nicholas
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The Patient’s Voice
Dr Sally Anstey, a senior lecturer at Cardiff University’s School of Healthcare
Sciences, is widely recognized for her approach in inviting cancer patients and
carers to talk to undergraduate nurses about their experience.
This year, Sally and her team (Claire, Tim and Laura) have taken her work to
another level with a Welsh Government funded project that has seen cancer
patients taking an active teaching role in a Master’s module for Nurses and Allied
Health Professionals entitled ‘Understanding Cancer: Patient and Professional
Perspectives’.
I feel very privileged to have been invited to be one of four very different patients involved in this project.
Jo Gronow, a Clinical Nurse Specialist (CNS) for rarer cancers at Velindre Cancer Centre for over five years was
one of our students.
‘Working as a CNS I have met a lot of patients and their families and carers over the years’ says Jo. ‘At
Velindre, we pride ourselves on offering patients the most appropriate treatment and as much support as
possible. I meet patients in an Outpatients setting and they can be newly diagnosed, coming to the Cancer
Centre for radiotherapy following treatment elsewhere, or in the follow up stages of their disease.
A new patient can have very different issues to a patient who has been attending for a while and the needs of
the patient can be as individual as the patient. As a key worker, I can ensure that my patients receive a lot of
support during treatment.
As part of my own personal and professional educational pathway I have recently completed and thankfully
passed a module in Cardiff University entitled Understanding Cancer: Patient and Professional Perspectives.
Four patients who had been through cancer treatment were part of the teaching team and shared their
experiences. The impact this had on myself and the other students was amazing. Hearing their stories and
the advice they gave us as professionals was invaluable.
I was saddened to hear Sue describe how she felt as though “she had fallen off a cliff” when the regular
contact and support she’d had during her treatment came to an end. However, it also confirmed what I knew
from speaking to other patients in a similar situation now.
As part of my role I have been using the Macmillan recovery package to meet
with patients and discuss an end of treatment summary which produces a care
plan and gives me an opportunity to discuss any ongoing needs. I am then able
to offer more support and signpost to other support groups. It is during this
appointment that patients have talked of the feeling of loss and feeling
unsupported once treatment is over. As an organisation we are working hard
with our colleagues in Primary care to address this problem.
The course has taught me a lot and the experience of patients was an integral part of my learning’.
I too learned a lot from the other patients and was reminded just how much support is available to Breast
Cancer patients through support groups like Breastfriends and the amazing charity that is Breast Cancer Care.
As cancer patients, we tend to be defined by our tumour site and supported in silos when actually we all have
so much in common: anxiety, side effects from various treatments (chemotherapy, radiotherapy and drugs)
and that feeling of isolation at the end of treatment. Maybe sometimes all we need to do is reach out and
say ‘I’ve had cancer too’.
A huge thank you to Jo for taking the time to share her experience and to Sally and her team for making it all
possible.
Sue Youngman
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Dates for Your Diary
Living with Secondary Breast Cancer

Breast Cancer Care Cymru Dates

has been designed to give you the
opportunity to meet other people living
with a secondary diagnosis and get relevant
information and support.

Moving Forward Courses
This free four week course (one morning per week)
covers a range of topics to help you move forward
after treatment. Expert speakers are happy to
answer questions and there’s time to share
experiences with people in a similar situation to you.

In Cardiff there are regular (usually monthly) meet-ups
where you can chat and share experiences with others
with a secondary diagnosis. Topics include pain
management, fatigue, benefits, and side effects
sessions – we also welcome suggestions for topics you
would like to cover.

Llantrisant
10am - 1pm
Thursdays 05 October - 26 October 2017
Cardiff
10am – 1pm
Wednesdays 01 November - 22 November 2017

If anyone is interested in the Living with Secondary
Breast Cancer service they can contact Breast Cancer
Care Cymru on 0845 077 1893 or email
secondaryservices@breastcancercare.org.uk

Newport
10am – 1pm
Tuesdays 07 November - 28 November 2017

15 September, 11am—3pm
Benefits and Financial advice
20 October, 11am—1pm, Meet up

Lingerie Evening
John Lewis, St David’s 2 Cardiff
Wednesday, 18 October 2017
5pm - 7.30pm

17 November 11am—3pm
Supportive and Palliative Care
15 December 11am—1pm, Meet up

Booking is essential for the above Breast Cancer
Care Cymru events.
Please call 0345 077 1894 or e-mail
cym@breastcancercare.org.uk for more info.

19 January 2018, 11am—3pm, Healthy Eating

Breast Cancer Care
Younger Women Together

Managing Menopausal Symptoms
A free 2.5 hour session on managing the
menopausal symptoms that are all too often a side
effect of breast cancer. The session is presented by
Gail Williams, Oncology Nurse Specialist in breast
cancer and takes place at Velindre Hospital.

Cardiff, 3rd & 4th November 2017
A free 2 day event with overnight accommodation for
women under the age of 45 who have been diagnosed
with primary breast cancer.

For more information or to book onto a session,
please call Helen Harris on 029 2031 6979

For more information or to book a place,
Please call 0345 077 1893

If you are over 70…… Message from South East Wales Breast Screening Centre
‘We will not invite you but you are still able to be screened if you wish. Please ask us for an appointment by
getting in touch with your local Breast Test Wales screening centre. Screening is only available every three
years’.
South East Wales Breast Screening Centre
18 Cathedral Road, Cardiff, CF11 9LJ. Telephone: (029) 2039 7222
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Welsh Women on Wheels (from page 1)
Babs Ray, Linda Hourahine and I have been cycling together for many years
and we had a dream – to one day cycle from Holyhead to Newport. As we
cycled into Newport at 3.30pm on Sunday, June 11th at the end of an epic 226
mile journey, our dream came true!
We were using our challenge to raise money for Breast Cancer Care. Babs and
I were diagnosed with breast cancer 12 years ago and went through treatment
at the same time. For Babs it was her second diagnosis. Linda supported us both. Our trip would celebrate 12
active years since diagnosis.

I was given invaluable help by Breast Cancer Care Cymru and have been a volunteer for 10 years. During that time,
I’ve trekked in Cuba and Iceland and climbed Macchu Pichu as part of a group that included Denise Van Outen,
Fearne Cotton and Alexandra Burke. While the treks were challenging, they were always very well organised. We
had experienced guides to lead the way to our home for the night and we were always very well fed.
This time we were on our own. We plotted our route and booked overnight accommodation in Holyhead,
Caernarvon, Harlech, Corris, Llanidloes, Builth Wells and Brecon. I learned the pitfalls of trying to book three bikes
on a train and trying to find a warm meal (or any meal!) in Corris on a wet Wednesday evening was a challenge in
itself.
Our trip took 7 days and the weather wasn’t kind. We followed the Lon Las, described as ‘the route that connects
Holyhead and Anglesey to the Wye Valley in the heart of Wales using minor roads, railway paths, forestry tracks
and ancient coach roads. There are some tough challenges as the route crosses the Snowdonia National Park and
the range of the Cambrian Mountains’. There were indeed some very challenging moments and the weather
didn’t help! Cycling down some of the steeper hills was scary and I just prayed for the brakes to hold.
Wales has a wealth of amazing scenery and we met some lovely people as we battled the terrain and the
elements. We even saw Timothy West and Prunella Scales being filmed on the Brecon Canal.
Back home we feel an amazing sense of achievement at what we’ve accomplished proving that age and illness
doesn’t have to be a barrier to making our dreams come true. Plus we’ve raised over £1,250 for a great charity.

Gaynor Sinton
A huge well done to Gaynor (65), Babs (65) and Linda (68). If you’ve been inspired by their story,
there’s still time to donate www.justgiving.com/fundraising/gaynorbabslinda

Cardiff & Vale Breast Cancer Now
Annual Conker Walk

Another huge well done to Linda Watts (second
left) from Barry Breastfriends, for raising a
fabulous £540 for Breast Cancer Now at her
annual Garden Party.

(Tie a pink ribbon on the old Conker Tree!)
Sunday, October 8th, 2.30pm
Porthkerry Park, Barry

Also pictured and, helping on the day, are
Rosina Butler (left), Jenny Evans (second right)
and Erica Fitzgibbon (right).

Guided walks of two different distances
Adults £5 Children £3, Dog walkers welcome
Please contact
Rosina Butler for more info
01446 745269
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Upfront with Breastfriends
Earlier this year we were contacted by Cat Lothian, a third year photojournalism student at the University of
South Wales. Cat was doing her Final Major Project on breasts: how we feel about them, whether individuals
place importance on them, and capturing women’s thoughts on the subject. She wanted to include some women
who’d had breast cancer to raise awareness.
My willingness to be involved had been sparked by an experience I’d had in Iceland where it’s mandatory to
shower naked before using the thermal pools (swimsuits are put on after showering!). I love aqua aerobics so
being naked in a communal setting is not a problem for me. Having had a lumpectomy, my scars are not that
obvious unless I raise my arms and it was as I was washing my hair that I noticed a women looking at me in an
intrigued sort of way. I would have loved to have talked to her but unsure of the social etiquette in public
showers, I erred on the side of caution.
I shared my story with the committee and Jane Reynolds and Margaret Warren were happy to volunteer too .
We each arranged a convenient time when Cat would come to our homes to take photos. The output from the
project would be a book. All models would be anonymous and the final pictures would just be of breasts with all
faces removed. We were given the opportunity to add some words to our photos or Cat would choose an
appropriate poem.
The book was published in May and we were all impressed. There were 20
pictures in total, all shapes and sizes. Some women loved their breasts while
others didn’t and thanks to Breastfriends, there were two lumpectomies and one
mastectomy among the 20. The mastectomy was the last picture in the book
which was hugely powerful.
Two of us wrote a short piece to go with our photograph. Although it wasn’t
planned, our words highlighted the fact that when faced with a diagnosis of
breast cancer, some women just want the breast and the cancer removed
immediately while others want to preserve some of their breast if at all possible.
Without a doubt, our involvement in this project has been hugely successful. We set out to raise awareness
which we’ve done. However, we’ve also raised the issue of how a diagnosis of breast cancer brings with it very
difficult decisions about surgery and treatment, decisions we live with for the rest of our lives.

Sue Youngman
http://www.blurb.co.uk/b/7933092-upfront

Walking (and talking) with Breastfriends
Our increasingly popular Tuesday morning walks are a great opportunity for some
exercise and fresh air in beautiful surroundings with like minded people (see page 8
for details).
The Barry ladies (pictured) alternate between Barry Island and the Knap, while in
Cardiff we walk around Roath Park lake.
We just had to share this beautiful picture Alison Cartwright took of the cygnets
hitching a ride on mummy (or maybe
daddy) swan at Roath Park.
Why not come along and join us on a
walk sometime, you’ll always be more
than welcome!

Sue Youngman
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I sat right down and wrote myself a letter
A few months ago I was having a new kitchen fitted. One of the workmen knocked a book off a shelf and left it
on the table. As I picked it up to put it back a letter fell out, a letter I’d written to myself before my surgery and
had forgotten all about. Jane Shatford
Sunday 19 July 2009
Dear Me,
You can read this address two ways – ‘Dear Me’ as in ‘Dear Jane’ or ‘Dear Me’ as in ‘what the hell is happening to
me?’

The last few weeks have certainly been a roller coaster ride. I’m still not sure it’s sunk in. I expect someone to ring
from the hospital any time now and say ’Oops, sorry. We made a mistake it’s not cancer after all, just a really big
lump that we can deflate with a dirty big needle. Come in tomorrow and we’ll have
you sorted in a jiffy!’.
But that phone call’s not going to come so I feel I have to write to myself before
the operation setting out a list of notes/points that I don’t want to forget, just in
case all my resolve disappears when I wake up with bandages and drains
everywhere and I loose my mind completely.
If I manage to fight off this cough until Tuesday (I am petrified about getting a cold
and having the anaesthetist cancel the surgery) I will have to go through a truly frightening operation followed by
months of treatment that will test everyone in this family to the utmost. I am scared to the point that I can’t
force my brain to think about it for too long for fear that I will run out of the house and keep running.
Up until now I have been OK, I think. I’ve had the odd wobbly moment but most of the time I have been resigned
to the fact that I have no option but to go through with all it. During my more upbeat moments I’ve even said
things to myself such as ‘ there’s a lot worse off than you’, ‘you always rise to a challenge, why should this be
anything different’ and ‘I have two choices, I can do this well or I can do this badly, and I choose to do it well’.
….. What no-one knows at the moment is how I’m going to cope with this or how those nearest to me will get
through it.
…..Nobody likes a moaning invalid. I hope I’m made of sterner stuff. I can feel Dad with me telling me to ‘buck up,
chuck it off and soldier on’. I miss him like hell.
I’m going to try and pack my hospital bag now though goodness knows what I’m supposed to take. I feel like I’m
going in as one person and coming out as another, someone that won’t need the same shape clothes. I certainly
won’t need a change of bra, that’s for sure. Will I have the strength in my arms to hold a book and read it? Will I
be so bored that I fancy tackling a bit of Spanish? Will I feel sick at the sight of all these drains dangling from me?
Well, that’s it for now. Keep your chin up. You have to get through this, you don’t have a choice. The only control
you have over any of this is how you choose to deal with it so keep your dignity, support those around you and
aim to get fit again as soon as possible.
Love Jane

The trustees, members and all those who benefit from the work of our
charity, Breastfriends Cardiff and Vale, were thrilled to hear that The
Pink Ribbon Foundation has awarded the charity a grant of £1,468 to
allow us to continue to produce our newsletter for another year, buy a
new pop-up banner for our meetings and help with postage costs. Support like this makes a tremendous
difference to the lives of those who have received a diagnosis of breast cancer and we would like to say a huge

‘Thank you’ to The Pink Ribbon Foundation.
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What’s on at Breastfriends
Join us at one of our meetings
Cardiff Meetings

Barry Meetings

Our Cardiff group meets on these dates from 1pm3pm at the Margaret Whittaker Lounge, Rhiwbina,
Cardiff, CF14 6LX unless otherwise stated

Our Barry group meets on these dates from 2pm-4pm
at the Mary Lennox Room, Barry Hospital, Colcot
Road, Barry, CF62 8YH

Friday 8th September
Coffee and Chat

Friday 15th September
Coffee and Chat

Friday 13th October
Finding Balance in busy lives
Dr Teena Clouston, Cardiff University

Friday 20th October
Topic tbc
Friday 17th November
Lymphoedema and LVA
Elaine Nicholas shares her personal experience

Friday 10th November
Coping with fatigue
Karen Johnson, lead OT, Velindre

Friday 15th December
Christmas lunch tba

Friday 8th December
Christmas Party!
Friday 12th, January 2018
Coffee and Chat

Friday 19th January 2018
Coffee and Chat
For more information on the Barry meetings please call
Rosina on 01446 745269 or Linda on 01446 710516 /
07967 806073

Walk and talk with Breastfriends
We meet

every Tuesday (weather permitting) for a short leisurely walk followed
by coffee and maybe cake!

Barry walks alternate between Barry Island and the Knap and start at 10am or
10.30am depending on the time of year—Please contact Rosina on 01446 745269 or
Linda on 01446 710516/07967 806073 for more info)

Cardiff Walks meet by the lighthouse in Roath Park

at 10.30 am for a walk around
the lake
(Please contact Sue on 07773 500525 for more info)

Contact Us
Phone: messages care of Breast Cancer Care Cymru on 0845 0771894
Please check our website for up-to-date information
Email: info@breastfriendscandv.org.uk

Data Protection Act
1998 Notice
If you have received
this newsletter in the
post, we are holding
your details on our
mailing list. If you do
not want to receive
further mailings from
us, please let us know.

Published by Breastfriends Cardiff and Vale Registered Charity Number: 1113068
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