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                                          The Breast Unit, West Middlesex University Hospital

Personalised Stratified Follow Up (PSFU) after treatment for breast cancer
Patient Information Leaflet

This leaflet:

This leaflet has been designed to give you information about the PSFU (Personalised Stratified Follow Up) programme; the aims of the programme and what you should expect following the end of your breast cancer treatment. 

What is PSFU:
PSFU is a remote follow up programme which is now standard in UK hospitals. There is evidence that following the end of your breast cancer treatment, routine hospital appointments are not beneficial. This programme avoids multiple unnecessary hospital visits and unnecessary disruption to your normal routine. At the same time, it offers you rapid access to your breast care team when you need to. You will be given all the necessary information about your diagnosis, treatment and how to contact us. You can contact us by email or by telephone, and you should expect a reply within three working days.   

What happens when I finish my breast cancer treatment?

Following the completion of your breast cancer treatment (surgery, radiotherapy or chemotherapy), you will have a one-to-one appointment with your specialist breast care nurse. During this consultation you will discuss:

· Your diagnosis 

· The treatments that you have had so far

· Any on-going treatments e.g. hormone tablets or injections; their duration and possible side effects

· What symptoms to look out for that could indicate that your cancer has returned 
· how to be aware of your breasts and your body

· Follow up plans (e.g. regular mammograms) 
· How to contact us with any concerns 
· Any questions that you might have 

At the end of the consultation, a summary of the discussion will be sent to yourself and to your GP.

Annual mammograms:

Following the completion of your treatment, you will need to have a mammogram every year, on the same month, for five years. This is because people who had breast cancer are at an increased risk of developing cancer in the same breast, or the other breast.  Mammograms can detect small cancers that you or your doctor might not be able to feel.  

You will be told of the times of your future mammograms. You will receive appointments in the post. Following your mammogram, you will receive a letter with your result. If you do not receive your results within 3 weeks, please contact us. If any abnormality is picked up on your mammogram, then you will be informed in your results letter, and follow up will be arranged. 

At the end of the five years:

· If you are aged under 50 years, you will continue with annual mammograms until you reach age 50
· If you are aged between 50-70 years, you will be invited to have mammograms every 3 years under the NHS Breast Screening Programme - you should contact your GP to arrange referral back into NHS BSP. 
· If you are aged over 70 years, you are advised to contact the NHS BSP for your three-yearly mammograms. You will not automatically receive invitations for screening after the age of 70 but you can opt-in by contacting them. 

Bone density (DEXA) scans:

Only some patients require this type of scan. You will be told at the end of your treatment whether you need it or not. 

DEXA scans assess your bones and detect different degrees of bone thinning. Your bones get thinner with age and with decreasing oestrogen levels, and this process can be accelerated if your periods stop early (naturally or following chemotherapy), and also by some cancer medication (aromatase inhibitors such as Letrozole, Anastrozole and Exemestane). 
If your DEXA scan detects osteoporosis or significant osteopenia  (thin bones), then you will require treatment for this. Your first DEXA scan will be requested by you breast care team. The results and any follow up DEXA scans will be dealt with by your GP.  In addition you are advised regular walking and exercise to improve your bone health
Hormone treatment (endocrine therapy):

If your cancer is hormone sensitive, you will be prescribed hormone treatment. This can be in the form of Tamoxifen (if you are pre-menopausal) or aromatase inhibitor – Letrozole, Anastrozole or Exemestane (if you are post-menopausal). These drugs are taken for a minimum of 5 years. At the end of your breast cancer treatment, you will be informed of the expected duration of your hormone treatment. In some patients, they are extended for a further 5 years. At the end of the first 5 years, you will be informed of whether longer treatment is beneficial to you or not. 
If you experience any of the side effects associated with these drugs, please let us know and we will address those. Tamoxifen can be associated with menopausal symptoms and hot flushes, low mood, thickening of the lining of the womb leading to vaginal discharge and /or bleeding, decreased libido and vaginal dryness. Aromatse inhibitors can lead to bone thinning and osteoporosis, joint and muscle pains and/or stiffness and vaginal dryness. 
Please consult the drug information leaflet for more detailed information on side effects. 
How do I stay breast aware?

In the majority of patients, breast cancer will not recur after treatment.  However, in some patients it can return either in the breast itself, the armpit or the rest of the body. It is therefore important to be aware of how to examine yourself and how to detect it should it come back. We advise that you get to know your breasts by examining them regularly. You will then be able to detect any changes or differences; if you do please let us know. 

What should I look out for?

· Lump in the breast, armpit or neck

· Skin changes such as rash, redness, spots or dimpling 

· Lump or skin changes on your chest wall where you had a mastectomy 

· Nipple discharge, nipple inversion 

· Swelling of the arm on the side where you had the surgery

· New and ongoing pain, especially if the pain is in the back or hips, if it is not relieved by simple pain killers, and if it is more noticeable during the night

· Weakness, loss of sensation, or pins and needles in your arms or legs 

· Unintentional weight loss

· Constant nausea and loss of appetite 

· Swelling of the abdomen or discomfort along your lower ribs 

· Severe headaches that are usually worse in the morning

· Breathlessness or a dry cough 
Continuing with life after treatment: 
You can call us to discuss:

· Medication/ side effects

· Contraception, fertility, sexual health, psychological support 
· Delayed breast reconstruction, correcting abnormalities and asymmetry 

· Breast prosthesis and fittings 

· Any other worries or concerns

Other useful cancer support groups:

· Macmillan information and support centre – 0203 315 2386; psychooncology@chelwest.nhs.uk
· The Mulberry Centre -0208 321 6300 ,  www.themulberrycentre.co.uk
· Maggie’s West London- 0207 386 1750, www.maggiescentres.org
· The Haven-  www.breastcancerhaven.org.uk/london
· The Asian Cancer Support Group (West London)- 07723083007/ 0208 893 0375   asiancancersgwl@yahoo.co.uk
Contact details:

Breast PSFU coordinator: Jo Humphreys 
Telephone: 0208 321 5759
Email address: psfubreast@chelwest.nhs.uk
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