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Testicular cancer 
patient-triggered follow-up

Your guide to supported self-management
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How to get in touch
If you need to get in touch with the testicular cancer team, please contact:

Alissa Price
Clinical nurse specialist
Tel: 07464 522631
Email: Alissa.Price@uhs.nhs.uk

An answerphone is available and we check messages Monday to Friday. 
We will usually get back to you within one or two working days. 

Your GP can also use this contact information if they think you need to 
be seen by the testicular cancer team. 

You can also contact the testicular cancer team by sending a message 
using the My Medical Record system, if you use this service.

When to get in touch 
If you experience any of the following symptoms persistently for more 
than two weeks without improvement, you should contact us: 

• abdominal pain or swelling 
• lower back pain 
• shortness of breath 
• cough 
• testicular swelling or pain 
• unexplained fatigue. 

We will discuss your symptoms with you and, if necessary, will arrange to 
see you urgently (usually within a week). 

Testicular cancer overview
There are two main types of testicular cancer: seminoma and non-seminoma. 
These two cancer types, sometimes referred to as germ cell cancers, occur 
most frequently between the ages of 15 and 50 and are by far the most 
common cancers in young men. Rarely, germ cell cancers can start in the 
chest, or abdomen, without involvement of the testicles.

Initial treatment for testicular cancer may involve surgery (an operation) 
to remove the affected testicle (orchidectomy) or cancer at other sites, 
chemotherapy (drug treatment), radiotherapy (x-ray treatment) or a 
combination of these.     

This booklet introduces patient triggered follow-up (PTFU) care for 
testicular cancer. 

Follow-up after treatment for cancer is a necessary precaution, as a small 
number of people can relapse. It’s a way to pick up problems early and act 
quickly enough to be able to treat them. 

This booklet contains: 
• information on how and when to contact the testicular cancer team if 
 you have any concerns
• a summary of patient triggered follow-up (PTFU) and supported 
 self-management
• details about your follow-up investigations
• wellbeing information and support for your life after testicular cancer. 

Please read it carefully, and keep it in a safe place in case you need to refer to it 
in the future.

Stephani Ashby
Macmillan support worker
Tel: 07769 286603
Email: Stephani.Ashby@uhs.nhs.uk
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Patient-triggered follow-up (PTFU) 
Although most patients with testicular cancer will be cured by their initial 
treatment, for some, the cancer will recur and require additional treatment. 
The purpose of follow-up is to detect any recurrence of testicular cancer at 
an early stage, so it can be treated. It also provides an opportunity to identify 
and correct (where possible) any after-effects of treatment.

In the past, patients living with, or after, testicular cancer have been seen 
at regular intervals by their clinical team for follow-up care. Some patients 
find these pre-arranged appointments useful and reassuring, however others 
find them a source of anxiety and not particularly helpful, unless they have 
something specific they wish to discuss. 

There is strong evidence that: 

• Having pre-arranged follow-up appointments does not increase life 
expectancy or prevent cancer returning. 

• Symptoms and concerns are addressed more quickly if patients report them 
as and when they occur, rather than waiting for a routine appointment. 

We have therefore introduced an alternate way of managing follow-up care, 
which is a programme called patient-triggered follow-up (PTFU). 

What PTFU means for you 
Instead of having pre-booked follow-up appointments, your PTFU will 
comprise of two main areas. These are: 
 
Supported self-management which puts you in control of your care and 
allows you to take an active and leading role in your recovery, with the 
support of your specialist testicular cancer team. During your treatment 
and care, a member of your team will discuss supported self-management 
with you. 

Your surveillance plan is the term used to describe the tests (investigations) 
we’ll plan for you when you start PTFU.

A recurrence of your testicular cancer is likely to be detected by one or more 
of the following investigations: 

• blood tests (measuring serum marker levels)
• chest x-ray
• computerised tomography (CT) scan. 

See below for more information on these tests. During your follow-up 
period, you will need to have one or more of these investigations at regular 
intervals and we will give you a schedule for these tests. We will give you the 
results as soon as possible after the tests have been done. 

The PTFU information session 
Once your consultant has referred you to the PTFU programme, you’ll be 
invited to attend an information session. This will provide you with more 
information about how to look after your health after you have completed 
your treatment for testicular cancer. You will also receive information about 
the IT system used for managing your follow-up, called My Medical Record.

Once you have been to the information session, you will only need to attend 
the outpatient clinic for the following reasons:

• if your test results are abnormal
• to review the results of CT scans
• if you have a problem or concern that you wish to discuss
• when we discharge you from PTFU at the end of your follow-up period.
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How long does PTFU last?
All men who receive treatment for testicular cancer will require follow-up, 
generally for three to five years after finishing treatment. Some patients 
will be followed up for the rest of their lives. After your follow-up period, 
your GP will become your main point of contact if you have any concerns or 
notice anything unusual. 

If you change your contact details or GP during PTFU please notify the 
testicular cancer team.

Follow-up investigations 
It is vitally important that you have these tests done as set out in your 
personal schedule. 

We will give you blood test forms for your first scheduled follow-up 
blood test at either your clinic appointment or in the post following the 
PTFU information session. Each time we write to you about the results of 
these tests we will send you a new set of blood test forms for your next 
investigations, as per your schedule. Blood tests and chest x-rays should be 
performed as close to the scheduled date as possible. 

CT scans are booked appointments. If you cannot make the scheduled date 
please let us know so this time is not wasted. If necessary, we can always 
reschedule an appointment to a more convenient time.

It may be possible to have blood tests performed at your GP’s surgery, but 
x-rays and CT scans will need to be performed at a hospital. Whenever feasible 
we will try to ensure that these are at the hospital nearest to where you live. 
Most hospitals, medical centres and GP surgeries require appointments for 
blood tests, so please contact them directly to arrange this prior to attending. 

The testicular cancer team will contact you by letter within one month of the 
tests being completed to let you know the results. You can also view your 
results in the My Medical Record system, if you’ve registered for this service. 

Your GP will only be informed if the tests show any changes that require 
investigation. In this situation, we will also contact you by telephone to 
discuss any necessary actions.

The tests and scans we may ask you to have as part of your routine 
follow-up include: 

Tumour markers
Tumour markers can show us whether there is active testicular cancer 
or not. They are proteins that are normally present in small amounts 
in the blood, but can be produced by testicular cancers, resulting in higher 
than normal levels. If your tumour marker levels are persistently raised it 
suggests that you have active cancer and will require further treatment. 
It is important to be aware that not all testicular cancers produce raised 
markers so some patients can have active cancer with normal tumour 
marker levels.

The tumour markers we are looking for are: 

• HCG (human chorionic gonadotrophin): This can be raised in both 
seminoma and non-seminoma tumours. The normal range is 0 to 5 iu/L. 

• AFP (alpha fetoprotein): This can be raised in patients with non-seminoma 
tumours. The normal range is 0 to 10 ku/L. 

Chest x-ray
Testicular cancer can spread to the chest, and a chest x-ray is a simple test 
that can help to detect this. Using a very low dose of radiation, a picture is 
taken of your chest and is examined to look for any abnormalities.

We keep the number of chest x-rays to a minimum so that you are not 
exposed to too much radiation. 
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Computerised tomography (CT) scan
A CT scan is another type of x-ray that helps us to see what is happening 
inside your body. The pictures produced from the scan show more details 
than a normal x-ray (such as a chest x-ray), but they do expose you to higher 
levels of radiation. A CT scan is the same as having hundreds of x-rays at the 
same time. For this reason we will only scan the area of your body where we 
think you have the most risk of having a recurrence of testicular cancer and 
will keep the number of scans performed to the minimum required, based on 
published research.

Testicular self-examination 
Men who have had testicular cancer have an increased risk of developing 
a new cancer in the other testicle. It is therefore important to check your 
remaining testicle on a regular basis. If you feel a new lump or notice any 
change in size or texture, you should contact the testicular cancer team as 
soon as possible so that further investigations can be arranged if necessary. 

Sexual function 
Removal of one testicle should not affect sexual function. Usually the 
healthy testicle that is left will produce more testosterone and sperm to 
make up for the testicle that has been removed. However, sexual problems 
do sometimes occur in men with testicular cancer. In most cases they result 
from the emotional reaction to the experience of being diagnosed and 
treated for cancer and often resolve if you are able to discuss them openly 
with your partner. Occasionally sexual problems may occur as a consequence 
of treatment or because the remaining testicle is not producing adequate 
testosterone (see below).

If you have ongoing problems it is important to let us know so that we can 
assess these to determine whether the cause is likely to be physical 
or emotional. If appropriate you can be referred to a counsellor.

Having children after treatment 
Most men who have been treated for testicular cancer go on to have 
children when they have recovered.

There is no evidence that cancer treatment can harm children fathered after 
treatment is over. However, if you wish to try to have children after having 
chemotherapy or radiotherapy we recommend that you wait for at least 
12 months after completing treatment. This gives your sperm time to 
recover from any damage that treatment may have caused. Until this time 
has passed, it’s important to carry on using contraception to avoid getting 
your partner pregnant.

Infertility may occur if the testicle is producing less sperm than normal or if 
the sperm produced are abnormal. This may happen because the remaining 
testicle has always been abnormal, or because it has been damaged as a 
result of chemotherapy or radiotherapy treatment.

Infertility caused by chemotherapy is usually temporary. The rate at which 
the sperm count recovers varies from person to person. It generally starts to 
return to normal around 18 months after treatment. Because of the small 
risk of permanent infertility all patients, other than those needing to start 
treatment as an emergency, are offered the opportunity to undertake sperm 
banking before starting treatment. Sometimes successful treatment with 
chemotherapy improves sperm production in men with a low sperm count at 
the time of diagnosis.

If you think you may be experiencing any of these problems please contact us. 
We may need to see you in clinic to assess this more fully.
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The remaining testicle not working properly 
Most men will have no problems with the remaining testicle after diagnosis, 
but sometimes it does not work as well as it should. 

Hypogonadism is when the testicle produces less testosterone than normal 
and can lead to a combination of any of the following symptoms: 
 
• loss of interest in sex 
• inability to have an erection 
• inability to keep an erection during sex or intimacy 
• unexplained tiredness
• mood changes 
• hot flushes/sweats
• weight gain
• decreased beard and body hair
• tender nipples
• development of breasts.

Testosterone levels can be measured by a blood test and testosterone 
replacement can be given if required to correct testosterone deficiency. If you 
think you may be experiencing any of these problems, please contact us. 

Long-term side effects and late effects of treatment 
Most men with testicular cancer will be cured by removal of the affected 
testicle, but some will require additional treatment with radiotherapy or 
chemotherapy. Some men with non-seminoma that has spread beyond their 
testicle will also require further surgery to remove remaining masses left after 
completion of their chemotherapy treatment.

Some side effects that develop during treatment may take a long time to 
improve or may occasionally become permanent (long-term side effects). 
Other effects can develop many years after treatment has finished (late 
effects). You may not experience any after-effects at all, or they may range 
from being mild to more serious. 

Long-term side effects of combination chemotherapy can include:
• changes in the feeling (sensation) in your hands or feet (peripheral 

neuropathy) 
• hearing changes (particularly for high-pitched sounds) 
• lung problems 
• infertility.

These changes are most commonly temporary but may take up to 12 months 
to resolve. Occasionally they are permanent. Some men who have had 
chemotherapy for testicular cancer find that when their hands are cold their 
fingers become white, with pins and needles or numbness. This is known as 
Raynaud’s Syndrome and is due to spasm of the blood vessels that supply 
blood to the skin. If you have this you may have altered sensation in your 
hands or feet.

Late effects of chemotherapy can include:
• a greater likelihood of becoming overweight 
• raised blood pressure 
• raised cholesterol 
• diabetes 
• an increased risk of heart disease.

It’s important to let us know if you have symptoms that could be linked with 
treatment effects.

Taking regular exercise, eating healthily, watching your weight and stopping 
smoking are important ways you can help yourself.
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Living well after your treatment  
Although there is no known cause of testicular cancer, it is important to 
follow a healthy lifestyle after your treatment to help your recovery. 

Stopping smoking 
Stopping smoking is one of the most important things you can do to keep 
yourself well. We realise this can be a difficult thing to do, so if you need 
help then take a look at the useful contacts information at the back of this 
booklet or ask one of the specialist nurses. 

Healthy eating 
Everyone should try to eat a healthy, balanced diet but it is especially 
important when you are recovering from cancer. 

Advice for a healthy diet:
• eat the right amount to keep a healthy weight 
• eat plenty of fresh fruit and vegetables and foods with fibre and starch – 

these should form the main part of your diet 
• eat small amounts of fatty food (fast food, fried food) and small amounts 

of sugary food (things like cakes, biscuits and fizzy drinks should form only 
a small part of your diet)

• drink alcohol in moderation. 

In the long term, a healthy diet may reduce the chances of getting heart 
disease and diabetes, as well as certain types of cancer. See www.nhs.uk 
for more useful information about healthy eating. 

If you find eating a balanced diet difficult after your treatment, please let 
your specialist nurse know. 

Physical activity
It’s also important to try and build exercise into your life after you have 
completed your testicular cancer treatment. Regular physical activity of 
30 minutes at least five times a week has been shown to help prevent and 
manage over 20 chronic conditions, including cancer. 

We recommend that you try to gradually build up your daily activity, so that 
you can do at least three twenty minute sessions of moderate activity 
each week. Walking daily and building up the distance you walk is a good 
starting point. See the back of this leaflet for local contacts that can help you 
to become more active.

Returning to work or college 
If you’re returning to work or college, it may help to have a meeting first with 
your employer, course tutor, human resources department or occupational 
health team. It can be useful to take someone with you to help take notes 
(such as a work colleague, students’ union or student representative). 

If you’re still experiencing side effects from your treatment, you should 
discuss any reasonable changes that can be made to help your return, 
such as a gradual return (in stages) or extra exam time. 

Some useful questions to ask are:

• What adjustments could your employer arrange that would make work or 
college easier for you?

• Could you reduce your hours, work flexibly or work more at home?
• Can you have extended assignment times or extra exam time?
• What facilities are available if you need to rest at work or college during 

the day?
• Are there any counselling or student support services available? 

Telling friends, other students and work colleagues about your cancer is the 
best way to overcome any uneasiness that they may have about what has 
happened to you. They may be reluctant to bring up the subject, so take the 
lead and help them to help you. 
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The Disability Discrimination Act (DDA) 
The Disability Discrimination Act (DDA) covers all types of cancer and exists 
to protect against: 
•  unfair treatment compared to others
•  harassment
•  victimisation
•  unfair dismissal.

If you think you are being treated unfairly when you are trying to get back 
to work or college, the DDA is there to protect you. Disability employment 
advisors are based at Job Centres and Job Centre Plus and can help you if 
you’re having problems. 

Financial concerns 
Being diagnosed with cancer can have an effect on your income but you 
may be able to get help with NHS costs through grants and certain benefits. 
There are a number of people you can talk to for information to see if you 
are entitled to any additional help, if financial issues are worrying you. 
Ask your testicular cancer team to refer you to Macmillan Cancer Support, 
Citizen’s Advice Bureau (CAB) or social services for more information. 

Charities such as Macmillan also give grants and have access to low 
cost holiday schemes. You will need to apply for these through a care 
professional, such as your specialist nurse or social worker. 

Insurance 
After having treatment for cancer, it can be more difficult to get life 
insurance, travel insurance and mortgages. 

Life insurance
You may find it difficult to get life insurance for two to three years after a 
cancer diagnosis. This will depend on the type and extent of the cancer 
you had, and the length of time since your treatment. When life insurance 
is granted, the first premiums are likely to be high. If you’re already covered, 
you may find it difficult to increase the value of your policy for some years. 

To find life insurance, it is helpful to contact an independent financial advisor 
(IFA), who can find the best deal for your particular situation. You can find a 
local IFA by referral from family or friends, looking in your phone book, or by 
contacting The Personal Finance Society or IFA Promotions. 

The British Insurance Brokers’ Association (BIBA) may be able to find you a 
broker. BIBA can also help with travel insurance. 

Travel insurance 
It’s really important to get health insurance when you travel. Unfortunately 
some people can find this difficult after treatment for cancer. The Macmillan 
Cancer Support Centre at Southampton General Hospital and the Macmillan 
website have a list of insurers specialising in the cover of those who have 
had cancer (see the information at the back of this leaflet). Your medical and 
nursing teams are happy to write reports or letters to insurers to give details 
of your illness and treatment if required.
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Useful contacts
In addition to your clinical team, there are a number of other organisations 
you may wish to contact who can help support you:

National contacts

Cancer Research UK 
Information about cancer types, diagnosis, prevention, clinical research trials 
and statistics. 
Helpline: 0808 800 4040 
www.cancerresearchuk.org  

Checkemlads
Testicular cancer awareness and support
www.checkemlads.com 

Live well 
NHS website
For information on health, diet, exercise and stopping smoking. It includes 
the popular and motivating ‘Couch to 5K’ programme to get everyone 
exercising more. 
www.nhs.uk/livewell/pages/topics.aspx 

Macmillan Cancer Support 
Support for people with cancer and information about cancer types 
and treatments. 
Helpline: 0808 808 0000 
Financial Advice Helpline: 0808 808 2232 
www.macmillan.org.uk 

Orchid
Support and information for men affected by prostate, testicular and 
penile cancer.
Telephone: 0808 802 0010
www.orchid-cancer.org.uk

Shine Cancer Support 
Support, information, and events for young adults diagnosed with cancer.
www.shinecancersupport.org

Teenage Cancer Trust
Support, information, and events for 13-24 year olds diagnosed with cancer, 
and their friends and families.
www.teenagecancertrust.org

Trekstock
Practical and social support programmes tailored to the needs of young 
adults diagnosed with cancer.
www.trekstock.com

Turn2us 
A charity offering financial support. 
Helpline: 0808 802 2000 
www.turn2us.org.uk 

Local Contacts

Alcoholics Anonymous
Support for drinking problems
Email: help@aamail.org
Telephone: 0800 9177650
Meetings in your area: http://www.alcoholics-anonymous.org.uk/
AA-Meetings/Find-a-Meeting
www.alcoholics-anonymous.org.uk/

Hampshire Macmillan Citizens Advice Service 
A confidential service for advice on welfare benefits, employment, finance, 
housing and general advice for people living in Hampshire, excluding the 
Isle of Wight. (An outreach service is also available at the Southampton 
General Hospital Macmillan Centre). 
Telephone: 0844 847 7727 
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italk
Access to psychological therapies in the Hampshire area
Email: info@italk.org.uk
Telephone: 023 8038 3920  
www.italk.org.uk/

MENTalk - Wessex Cancer Trust 
A support group for men dealing with cancer
Email: bournemouth.centre@wessexcancer.org.uk
Telephone: 01202 315 824
www.wessexcancer.org.uk/men-talk

Portsmouth Macmillan Cancer Information and Support Centre 
Support and services for people with cancer, their families, friends and carers.
B Level, Queen Alexandra Hospital
Email: macmillancentre@porthosp.nhs.uk
Telephone: 023 9228 3323
www.macmillan.org.uk/

Relate – Hampshire and the Isle of Wight 
Relationship support
Telephone: 02392 827026
www.relate.org.uk/hampshire-and-isle-wight

Southampton Macmillan Cancer Information and Support Centre 
Support and services for people with cancer, their families, friends and carers.
B level, East Wing, Southampton General Hospital (by the Eye Unit)
Email: MacmillanCentre@uhs.nhs.uk
Telephone: 023 8120 6037 
www.macmillan.org.uk

Stop Smoking Services 
SmokeFree – Support for people who want to stop smoking 
Hotline: 0300 123 1044
Find a local service: https://www.nhs.uk/smokefree/help-and-advice/
local-support-services-helplines
www.nhs.uk/smokefree/help-and-advice 

Waterside Cancer Support Centre 
A non-clinical support centre in Hythe for cancer patients and their families. 
The Grove, 25 St. Johns Street, Hythe, SO45 6BZ 
Telephone: 023 8178 0409 
www.wessexcancer.org.uk/waterside

Wessex Cancer Trust 
A local charity providing information, grants, counselling and complementary 
therapies.
www.wessexcancer.org    
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If you would like to make a donation to support our work please contact:

Southampton Hospital Charity Uro-oncology Fund 
Mailpoint 135 
Southampton General Hospital 
Tremona Road 
Southampton 
SO16 6YD 
Telephone: 023 8079 8881 
Charity registration number: 1051543

Some of the sections in this leaflet have been adapted with permission 
from information by Macmillan Cancer Support.

www.uhs.nhs.uk
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For a translation of this document, or a version 
in another format such as easy read, large print, 
Braille or audio, please telephone 0800 484 0135 
or email patientsupporthub@uhs.nhs.uk.

For help preparing for your visit, arranging 
an interpreter or accessing the hospital 
please visit: www.uhs.nhs/additionalsupport


