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Cardiff and Vale
Breast Cancer Support Group

Newsletter – Autumn 2005

  to the latest issue of our newsletter.  
We have now finished our experiment with evening meetings, We have been really pleased with the interest in evening meetings and we have decided to continue with them.
However, many group members still wish to continue with afternoon meetings, so we are going to continue to run both, for at least 6 months to see how it goes.

To help the committee with organisation, our afternoon meeting will move to be the second Friday of each month, with evening meetings remaining on the last Monday of each month.  The timings will remain the same: 1 - 3 pm for afternoon meetings and 7 -9 pm for evening meetings.
For more information please feel free to ring one of the committee members  - see the telephone numbers on the back.
Ground Rules For Our Meetings
We want everyone who attends our meetings to feel comfortable and supported and so we ask the people who attend to comply with these simple ground rules:

· the group is open to anyone who has or has had breast cancer regardless of age, gender, marital status, sexual orientation, ethnicity, disability or religious beliefs
· we respect everyone’s confidentiality
· we are non-judgemental
· we listen to each other
· we monitor our own inputs so that everyone has a chance to participate
· we recognise that everyone’s experience of breast cancer is different and individual to them - so, although we share our own experiences and offer each other hints and tips, we do not try to influence each other’s choices or impose our own personal preferences and values on each other.





Open Questions Session

Friday 9 September 2005
This meeting will be an open question and answer session on any aspect of breast cancer.  The session will be delivered by Gill Donovan, Breast Oncology Nurse Specialist.  
Understanding Radiotherapy
Friday 14 October 2005
This meeting will be delivered by Joyce Butters, the Macmillan Information and Support radiographer at Velindre. Joyce will explain her role and talk about radiotherapy.


Macmillan Coffee Evening

Monday 26 September 2005

This meeting will be an informal coffee evening with a raffle jointly in aid of the group and Macmillan. it will be a chance for everyone to catch up after the summer break.
Body Image and Sexuality

Monday 31 October 2005

For this meeting we are joined by psychosexual therapist Janet Jones. Janet will talk to us about body image issues that can arise following treatment for breast cancer. 

Hints and Tips for Coping with Chemotherapy 

Make a list of the questions you want to ask at appointments and take a pen and paper to jot down the answers.
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Most people put weight on during treatment, so don’t get depressed about piling on the pounds – there will be plenty of time to lose it when your treatment is over.

Treat yourself to a makeover or other special treats between treatments, when you are well enough to enjoy them.  
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If you are off work, use the opportunity to take up a new hobby, like painting or learning a musical instrument.
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Keep your mouth ultra clean to avoid mouth ulcers and to help get rid of any nasty tastes.

Have you dipped into the 
Resource Box?

The group’s resource box is full of useful information including leaflets, articles and books.  Members are free to borrow items whenever they wish, provided they return the item at the following meeting.  
Donations Welcome!
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USEFUL WEBSITES

The internet is a really useful source of information about treatment, sources of help and support. You need to be careful though, because as well as the good information, some of the material is of questionable value, to say the least.

Here are some of the sites we would recommend. We would be very pleased to hear of any others you can recommend.

Here are some of the sites we recommend. 
www.breastcancercare.org.uk
Breast Cancer Care is probably the leading breast cancer charity in the UK. Breast Cancer Care’s website has information leaflets covering all sorts of topics and a frequently asked question page. There are also a variety of discussion forums and a live chat facility.  The site also has an “Ask the Nurse” service, which allows you to submit a question and receive an answer within 3 working days 
from a qualified health professional.
www.breakthrough.org.uk
Breakthrough is the other main leading breast cancer charity in the UK.  Breakthrough’s focus is on research and campaigning, rather than the provision of support services.

www.breastcancer.org
This is an American site with absolutely masses of information about all aspects of breast cancer.  The site is split into sections on prevention, diagnosis, treatment, current research and life after breast cancer and is very easy to navigate.  

www.macmillan.org.uk
Macmillan’s website focuses on providing information about all types of cancer.  The information actually available on the site itself is quite limited and very general in scope.  However, there are a range of publications which can be ordered.  The site also has personal stories which make interesting reading.
www.cancerbackup.org.uk
This is another general site with information about all types of cancer, including breast cancer.  There is a range of on line leaflets that are very informative and specific
www.tenovus.com
If you access the Tenovus website, you will find details of a range of leaflets covering a variety of topics that can be ordered for free.  There are also details of the helpline number and other services offered by Tenovus.

Lymphoedema Support Network

In June, Barbara Burbridge of the Lymphoedema Support Network (LSN) came to speak at our evening meeting.  

The LSN is a national charity which was founded in 1991 by a group of people with lymphoedema. The charity provides information and support to people with lymphoedema. It runs a telephone helpline, produces a quarterly newsletter and a wide range of factsheets. It works to raise awareness of lymphoedema and campaigns for better national standards of care.

What is lymphoedema?

The lymphatic system is made up of lymphatic vessels and lymph nodes that extend throughout the body. It helps maintain the balance of fluid in the body by draining excess fluid from the tissues and returning it to the blood system. The lymph nodes filter any unwanted materials such as bacteria and so help control infection.

Lymphoedema is a swelling caused by a build-up of lymph fluid in the tissues. This build-up can arise as a result of damage to the lymph system because of surgery or radiotherapy to the lymph nodes in the axilla (glands in the armpit) and surrounding areas.

Lymphoedema can occur immediately following surgery or radiotherapy, or it can develop later, sometimes many years after treatment. Approximately a quarter to one-third of patients who have surgery and/or radiotherapy to the armpit as part of their treatment for breast cancer may go on to develop lymphoedema at some time in their life. It is not yet known why some people develop this condition and others don't. 
The vast majority of people with breast cancer-related lymphoedema have only mild to moderate symptoms. Swelling of the arm including the hand and fingers is the most common symptom, but swelling can also affect the breast/chest, shoulder, or the area behind the armpit. 
Lymphoedema is a long-term condition, which means that it can be controlled but it will never completely go away. However, the symptoms of lymphoedema can respond well to treatment which is aimed at reducing swelling by encouraging other healthy parts of the lymphatic system to work more effectively.

If you notice any swelling of your arm, hand, fingers or chest wall, tell your breast care nurse or hospital specialist as soon as possible. They can examine you to confirm if the swelling is lymphoedema-related and refer you to your local lymphoedema service.
Preventing Lymphoedema

· Try to use your arm normally as muscle movement encourages lymph drainage and prevents joint stiffness

· If you notice a rash or your arm becomes red and painful, contact your GP as soon as possible, as you may have an infection that needs immediate treatment with antibiotics 

· Avoid having injections in or your blood pressure or blood samples taken from your affected arm
· Look after your skin. Keep it clean, dry it thoroughly and moisturise it daily 
· Use insect repellent when appropriate. 

· Treat any scratches, cuts or insect bites promptly

· Wear gloves to protect your hands when gardening or washing up, and a thimble when sewing
· Avoid getting sunburnt. Use a sunscreen with a high sun protection factor 

· Take care when removing unwanted hair in your armpit. Using a well-maintained electric razor or a depilatory cream is safest. Waxing is not recommended because of the risk of infection. 

· Avoid constriction from tight bra straps, sleeves, watches, rings or heavy shoulder bags 

· Avoid strenuous activities such as heavy lifting, pushing or pulling. 

· During long flights, train journeys, car or bus trips, try to exercise your arm as much as possible. You may also wish to discuss with your doctor the possibility of using a properly-fitted compression sleeve. 

· Maintain a healthy body weight. 

· Gentle, non-repetitive exercise, such as walking and swimming, will keep your joints supple and is important for lymph drainage
Lymphoedema Support Network

Information and Support: 020 7351 4480
E-mail: adminlsn@lymphoedema.freeserve.co.uk
Website: www.lymphoedema.org/lsn
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Cardiff and Vale

Breast Cancer Support Group
Who are we?

We are a group of individuals who have set up a support group for people who are having or have had treatment for breast cancer.

We meet at the Margaret Whittaker Lounge, Beulah United, Reform Church, Heol-y-Deri, Rhiwbina, Cardiff.
Our meetings are a mixture of chat over coffee and information sharing.  We invite speakers to attend some of our meetings, but we also have open meetings too.  We aim to have a good mix of serious and light topics.
We are really keen to encourage as many new members as possible to come to our meetings.  So please don’t be shy and come and join us!
For more information about the group, directions, a lift or to be put on our mailing list please contact:
Lynn – 029 2089 2481

Judith – 029 2063 1392
Marjolaine – 029 2071 2294
(Penarth)
Our new PO Box address is:
BCSG
PO Box 6061
Cardiff 
CF15 5HA

_________________________________
The Cardiff and Penarth Breast Cancer Support Group are very grateful to Edwards Geldard for helping us to
produce this newsletter.
029 20 238 239
www.geldards.com


What some of our members have said about the group….




“It is so much easier to talk to  someone who has been though it and had treatment.   There are some questions which you think are really stupid and don’t want to ask your doctor, but at the group you can always find someone who knows where you are coming from…”




















“I was not at all sure about the idea of a support group. I thought it would be morbid with a bunch of women just talking about cancer. But  I really enjoy the meetings – we mainly just chat about anything and everything.”





“It took me while to pluck up the courage to come to a meeting, but I’m really glad I did.  Everyone is so nice – I’ve made some great new friends.”








Data Protection Act 1998 Notice: This newsletter has been produced by the Cardiff and Vale Breast Cancer Support group.  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 write to us at the PO Box address shown on the back page.


