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Introduction

This folder is designed to improve 

· the information that you get as a patient

· the way that the medical staff communicate with each other and you. 

We want to involve you as much as possible in planning your care.  By learning more about your illness, you will be able to make decisions about your treatment and care with your medical team.

Different members of your team need to have different types of information.  This folder means that both you and your team can make a record of what happens during your care.

Receiving a diagnosis of cancer can be a very stressful time for you, your family and friends.  There is a great deal of information and support available. You will also find details of how to access it in this folder. 

You should also have been offered:

1)
A copy of The Cancer Guide by Macmillan

2)
Help with the cost of cancer by Macmilllan

3)
Information about your local cancer user group

Always bring this record with you when you see:

· Your GP at home or at the surgery

· Any hospital staff

· District nurses or other community staff at your Health Centre or at home
· If you need to visit A & E or use Out Of Hours services.  

If this folder is lost, or you need to return it to the medical team for any reason, please send it to:

​​​​​​​​​​​​​​​​​​​

​​​​​​​​​​​​​​​​

Information for Health Professionals:

This is the patient’s personal record.  It does not replace hospital or primary care records, but you are asked to record details of consultations and contact details to help in the coordination of this patient’s care. 

About you
Date record started:  …………………………..…………………

Name: ………………………………………………………..……..

Hospital No: ……………………………………………………….

Initial Hospital: ……………………………………………………

What to do in an emergency:

If you have a problem outside normal working hours, please contact:

………………………………………………………………………..

……………………………………………………………………......

………………………………………………………………………..

If you are currently having chemotherapy, please check the chemotherapy information you have been given for details of who to contact.

GP details:


Dr  ……………………………………………………….

Surgery address ……………………………………...

……………………………………………………………

……………………………………………………………

Telephone no ………………………………………….

Specialist Nurse ………………………………………

Telephone no …………………………………………

District Nurse ..………………………….…………….

Telephone no…………………………………………

Other contact details:

About your health care team

During your care you may meet various people that make up the multidisciplinary team.  We work closely together and those involved in your care meet regularly to discuss your progress (a multidisciplinary meeting). 

Multidisciplinary Team

The multidisciplinary team is a group of specialists with particular expertise in cancer. They meet throughout your treatment. You will be told the decision about your care and treatment. Please feel free to discuss their recommendations with any member of the team.

Key Worker

Your Key Worker is someone from the health care team who has an understanding of your illness, treatment and care.  They should also know about local sources of information and support that may be helpful to you and be able to answer any questions or concerns.  If they don’t know the answer to something they will try to find someone who does.  If your key worker changes, you should be informed. Your Key Worker may also be your Specialist Nurse.

Meeting with your key worker gives you a chance to talk about any concerns you may have.  They may not just be physical or medical.  You may need practical support or financial advice, for example, or an opportunity to talk about emotional issues. Your key worker can put you in touch with the right people or organisations that can help. 

Your key worker is:
Name……………………….....Tel……………………..

Name………………………….Tel……………………..

Date of change:……………….

Name………………………….Tel……………………..

Date of change:……………….

Name………………………….Tel……………………..Date of change:……………….

Consultant 

A senior doctor who takes full responsibility for the clinical care of patients. Most consultants head a team of junior doctors, some of whom you may meet during your care.
Consultant Surgeon
The doctor who will organise your surgery if this is a suitable option for you. 

Consultant Cancer Specialist (Oncologist)

The doctor who may organise treatments for you such as radiotherapy or chemotherapy.

Clinical Nurse Specialist 

This person is an important point of contact for you.  They are specially trained to help people with cancer. 
We work together to

· Support you, your family and friends

· Help relieve your physical symptoms

· Help with any fears or worries you have

· Help with any financial or social needs

· Provide you with information about your illness and your treatment.

Clinical trials 

Clinical trials are working to find better ways to treat cancer.  During your treatment you may be asked if you wish to take part in a clinical trial, if it is appropriate. Should you decide to participate, you will be asked for your consent and may be asked to complete questionnaires during the trial. 
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Your diagnosis


Diagnosis given by:………………………………….

Profession:…………………………………………….

Date:……………………………………………………..

Type of cancer:………………………………………..

____________________________________________________________________________________________________________________________________________________________________

__________________________________________________________________________________

_________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

____________________________________________________________________________________________________________________________________________________________________​​​​​​​​​​​​​​​​_______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Your plan of care

___________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

_____________________________________________________________________________________________________________________________________________________________________________________________________________
___________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
Multidisciplinary Team Treatment Recommendation

Date:……………………………………………………..

____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

___________________________________________________________________________________________________________________________

_____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
Appointments/Investigations

	Date
	Time
	Appointment
	Investigation

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


Appointments/Investigations

	Date
	Time
	Appointment
	Investigation

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


Patient Name: ………………………………………………

Medicine Guide
	Name of medicine
	Why have I been prescribed this medicine

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	


Patient Name: ………………………………………………

Medicine Guide

	Name of medicine
	Why have I been prescribed this medicine

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	


Information Menu

You may want more information about the type of cancer you have, living with cancer, or details of other organisations who may be able to help.  

If you would like more details on any of the following, ask your specialist nurse or a member of the team:

Information about your cancer


(
How to get to clinics 



(
Information about parking and travel costs
(
Copies of the letters that are sent to your GP
(
Information about any treatment you may be 

offered, what the treatment is for, and any

likely side-effects you may have


(
Living with cancer - Cancerbackup has a wide
(
range of booklets, from information about 

travelling, to relationships or financial issues.

Questions you might want to ask.  It can 
(
sometimes help to be prepared before you

go to an appointment. 





Details of local information and support

(
centres

Help and support for friends, family or carers     ( 

Financial benefits you may be entitled to

(
When your treatment has finished

What to do once your treatment is finished.
(
Who to contact if you are worried.


(
Information about courses/support groups
(
Life after Cancer - a cancerbackup booklet
(
If your cancer can't be cured
Living with cancer - Cancerbackup has a wide
(
range of booklets, from information about 

travelling, to relationships or financial issues, and managing pain or symptoms. 

Information about palliative care services
(
Information and support for family, friends or
(
carers

Local cancer information 

As well as your own health care team, there are centres where you can get support and find information about cancer. These local centres have leaflets, books, videos, internet access and people to help and advise you.


You don’t need an appointment, just drop in.  You can also phone the centres for advice and details of other organisations that can help.

CANCERi Information and Support (St Albans)

Helpline: 01727 843401

Grove House (in the grounds of St Albans City Hospital)

Waverley Road, St Albans, Hertfordshire, AL3 5QX

Open Mon-Fri 10am-4pm

The Lynda Jackson Macmillan Centre (LJMC) for Cancer Support and Information (Northwood)  Helpline: 01923 84401 www.ljmc.org

At Mount Vernon Hospital, Rickmansworth Road, Northwood, Middlesex, HA6 2RN

Open Mon-Fri 9.30am-1pm, and 2pm-4.30pm

The Macmillan Cancer Unit Information and Support Service (Luton & Dunstable)

Helpline: 01582 718189

In the Cancer Unit, Luton and Dunstable Hospital, Lewsey Road, Luton, Bedfordshire, LU4 0DZ

Open Mon-Fri 10am-4pm

Cancerbackup information

Cancerbackup is one of several charities providing high quality information on a wide range of types of cancer, and issues around living with cancer.  Their booklets are free of charge to patients and family or friends by calling 0808 800 1234.  

Cancerbackup also produces factsheets on breast cancer, chemotherapy, radiotherapy and surgery, and breast cancer in Bengali, Gujarati, Hindi, Punjabi and Urdu. 

	Living with cancer:

Booklets and factsheets inc: 

Adjusting to life after cancer treatment

Complementary therapies

Diet

Emotional effects

Fatigue

How to talk to someone with cancer

Pain

Talking about your cancer

Talking to children about cancer

Travel 

Work

Caring for your pets when you have cancer

Breathlessness
	Types of cancer:

Booklets on a wide range of cancers, with factsheets available for rarer cancers.

Tests and treatments:

Booklets and factsheets available including:

Cancer research trials

Chemotherapy

Radiotherapy

Genetics

Mouth care during chemotherapy

Cancer and fertility




National resources

Macmillan CancerLine

Freephone 0808 808 2020 (Mon-Fri 9am to 10pm)

Textphone 0808 808 0121  www.macmillan.org.uk 

Or write to: 89 Albert Embankment

London SE1 7UQ

 – free information and emotional support.  The service can be accessed free by phone or email. A textphone is available for those with hearing difficulties, and the service can also link to Language Line  to provide interpreting services.

Macmillan YouthLine

Freephone 0808 808 0800  (Mon-Fri 9am-10pm)

Email youthline@macmillan.org.uk
- for 12-21-year-olds affected by cancer, offering emotional support and information.

CancerHelp UK

020 7061 8355, or Freephone 0800 226237 (Mon-Fri 9am-5pm)

www.cancerhelp.org.uk
Or write to: Cancer Information Dept

Cancer Research UK

PO Box 123

Lincolns Inn Fields

London WC2A 3PX

- a team of specialist nurses from Cancer Research UK can answer any questions you may have about cancer.

Cancerbackup

020 7739 2280 or Freephone 0808 800 1234

(Mon-Fri 9am-8pm)   www.cancerbackup.org.uk
3 Bath Place

Rivington Street

London EC2A 3JR  

- specialist nurses available to answer calls, letters or emails about all types and aspects of cancer.

There are many national organisations for specific cancers whose information and support you may find useful. Your health care team or local information centre will have details. 

Network website

The Mount Vernon Cancer Network, which is a partnership of the organisations that treat people with cancer across Hertfordshire and South Bedfordshire, has a website for patients at www.mvcn.nhs.uk.  You will find local patient information together with links to high quality national cancer information. 

Financial support
Having a cancer diagnosis can be expensive.  Costs such as prescription charges and hospital travel can soon mount up.  A benefits advisor can give you advice on benefits you may be able to claim and any financial concerns you have.

Sources of information on financial support include:

· Your local Citizens Advice Bureau

· The Macmillan Benefits Helpline: 

       Freephone  0808 801 0304

· Check with your medical team whether there is a Cancer Information Centre near you with specialist benefits advice

Your thoughts and questions

You can use these pages to record any thoughts or questions that you would like to talk through with someone from the team. It can be helpful to write down any questions you have before an appointment.  

This section includes some questions patients have suggested, to help you think about what you may want to ask.  Remember, not all these questions may apply to your cancer.  Every patient is different, and every patient's treatment is different.

When you have been diagnosed:

Where is the cancer?

Has it spread?

What is the stage, grade and cell type of my cancer?

Do you have any information booklets about the type of cancer I have?

Where can I find out more?

What kind of help and support is available?

What will happen next?

Tests
What tests will I need?

Do you have any written information about the tests?

What will happen during the tests?

Will I need to stay in hospital?

Should someone come with me?

When will I get the results, and will someone talk to me about the results?

Treatment and care

What is the aim of this treatment?
How long will it take?

Is this the best treatment for me? Are there any other options?

How successful is the treatment likely to be?  Will there be side effects?
Do you have written information about the treatment?
Where will I be treated?

Will I need to stay in hospital? For how long?
What care will I need afterwards?

Will I need to make any changes to my lifestyle?
What is likely to happen if I choose not to have the treatment?

About surgery

What surgery is planned?
How long will the surgery take?
Where and when will the surgery be done?

What are the risks?

How long will I be in hospital?
How long will it be until I can drive again?

About chemotherapy and radiotherapy

Do you have written information about the kind of chemotherapy/radiotherapy I need?

What are the names of the chemotherapy medicines?

How long will the course of treatment take and how will the doctor know if it's working?
How many sessions will I have and how long will each session last?
What are the possible side effects and how will they be treated?

After your treatment
What happens now?

Who should I contact if I am worried about any symptoms?

Is there any extra support and information available? 

(Questions used by kind permission of 3 Counties Cancer network)

__________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

_____________________________________________________________________________________________________________________________________________________________________________________________________________

Patient Advice and Liaison Service

Every NHS Trust has a Patient Advice and Liaison Service, known as PALS.  The service is there to help patients, carers, family or friends to resolve problems as quickly and easily as possible.

The service is independent and confidential.  PALS can offer:

· Advice and support for you if you have a problem.

· Information on NHS services and other organisations

· Help to sort out problems quickly on your behalf.

· Advice on how to make a formal complaint, if your problems can’t be resolved.

Making your voice heard

If you would like to use your experiences of cancer treatment to help to influence and improve NHS cancer services, the Mount Vernon Cancer Network user groups can give you that opportunity.  Ask a member of your health care team for details of your nearest group. 

PEPSI – COLA ASSESSMENT RECORD

Patient Name………………………………………

	Assessment
	1st 
	2nd
	3rd
	4th
	5th
	6th
	7th

	Physical


	Date
	Date
	Date
	Date
	Date
	Date
	Date



	Emotional


	
	
	
	
	
	
	

	Personal


	
	
	
	
	
	
	

	Social


	
	
	
	
	
	
	

	Information/

Communication


	
	
	
	
	
	
	

	Control


	
	
	
	
	
	
	

	Out of Hours


	
	
	
	
	
	
	

	Living with Cancer


	
	
	
	
	
	
	

	After Care


	
	
	
	
	
	
	


This diary was produced by a team of health care professionals, in consultation with patients and carers, for use in Mount Vernon Cancer Network.  

Published:    Date                    Review Date:  Date

To receive additional copies or inserts for the folder, please contact your local?????????????
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