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Managing my illness
Let me help you with colorectal cancer

You are not alone; I have been there too….

and me...

and me... and me...



Forward

I was 52 when I was diagnosed with Stage IV colorectal cancer. The primary was in the 
ascending colon and it had spread to a 15cm tumour in the left liver. I was told that 
treatment could only be palliative and my prognosis was for three to five months at best. 

I am still here today, seven years after that day and five years in remission. I have 
undergone two courses of chemotherapy and fought for a new advanced treatment, 
finally paying for it myself. The tremendous success allowed me to have an operation in 
which both tumours were removed. 

Unfortunately, after another course of adjuvant treatment, my cancer returned in my 
lymph glands. More chemotherapy just took it away! 

It seems impossible, but I have had no treatment since that day.  I know that I am alive 
because I managed my illness, researched information on medicines, and asked many 
questions. I queried anything I was unsure about and made sure that I was able to get 
help when I needed it. 

This booklet will help you to do the same. You can use it throughout your cancer journey 
and it will help you to manage your illness. You will have all the information you need at 
hand for an emergency. It is often difficult to remember details such as medication and 
the doctor’s number when you are rushed into hospital! 

It will also guide you, the patient, in preparing before an appointment and in asking 
questions; generally being an active participant in your own healthcare team, enabling 
you to take an active role in your journey.

Along with a group of six more patients across Europe, I send an important message to 
you...

Never lose hope. It is the 
most important and most 
effective of all medicines.

Barbara Moss  
United Kingdom



Hope is the early 
bird on the darkest 
day of your life!

You should NOT be 
intimidated by it. Knowing 
and facing cancer releases 
an inner strength that will 
set you free.

Talk about your feelings 
with people you like and 
do everything that can 
make you happy.

Wolfram Nolte 
Germany  

Don’t be afraid! Take hold 
of your life and believe 
that you can make the 
difference. Don’t give up.

Sometimes you 
have to rest for a 
time. Enjoy it.

You are not alone! 
We stand by you.

Celeste Correia Ramos 
Portugal

Dora Constantinides 
Cyprus 

Aysen Cevik 
Turkey

Jolien Pon 
Nedherlands,

Marta Satler  
Slovenia



Practical information:

Name:�
 

Date Of Birth:�
 

Hospital No:�
 

National Insurance Number (If relevant):�
 

Home phone:�
 

Mobile:�
 

Religion:�
 

Medical Contact Phone Numbers: 

GP:�
 

Out of Hours Number�
 

Hospital Name  �
 

  Tel 
 

Oncologist:�
 

Oncologist’s secretary name �
 

  Tel 
 

Oncology Unit contact name  �
 

  Tel 
 

Accident and Emergency for cancer treatment�
 

Palliative nurse name�
 

  Tel 
 

Hospice:�
 

My next of kin:

Name �
 

Address�
 

�
 

�
 

Tel �
   

 

Mobile �
 

Name �
 

Address�
 

�
 

�
 

Tel �
   

 

Mobile �
 



List of current medication

It is a good idea to include a copy of your last prescription and any other medical information when you 
file these pages. You may travel, even abroad, while on treatment. It is useful to have a description of your 
current medication, including chemotherapy and frequency of treatment ready.

Medicine name Strength Times per day

Allergies



Be Prepared for an Emergency

Keep an overnight hospital bag ready with the following items, but keep it out of sight:

	 Comfortable sleeping garment

	 Sensible slippers 

	 Underwear

	 Toiletries: toothbrush, toothpaste, razor, towel, comb, make-up, perfume, 

	 Book or magazine

	 Paper and pen

	 A thin dressing gown

	 Tissues

Last minute things to remember:

	 Mobile phone & charger

	 Keys

	 Money

	 Chocolate

	 Fruit



Contact list for family and friends: 

Name Phone Email Twitter Address

Contact list of other patients you meet:

You may find it helpful to talk to other patients going through a similar experience. 

Name Phone Email Twitter Address



Contact details of charities: 

Name Helpline Email

 Bowel Cancer UK  +44 (0)207 940 1760

Contact details for patient advocates. 

Get support from someone who has had the experience. Later, you can help others have better outcomes 
too. 

Name Phone Email Twitter Address



Preparing the meeting with your doctor:

This is about you: your life and your health. Nobody knows about this better than you. So it is important to 
establish a clear and interactive communication with your doctor and others who are taking care of you.

Being diagnosed with bowel cancer will be a shock, and it will probably be difficult to take in all the 
information you are given.

Most people find it helpful to take a family member or a close friend to the appointment, and it’s a good 
idea to take a notebook and pen. We also found this useful as we could discuss matters before and after 
each appointment.

It is up to you to decide whether you prefer to receive detailed information about your illness and 
treatments or just the basic necessary. If you do want to know, then ask your doctor or nurse as many 
questions as you like about your diagnosis and treatment options. Don’t rush in to a decision about your 
treatment. Read all the information you are given, and do your own research on line – and ask for a second 
meeting with your doctor or nurse if you are unsure about anything.

You want to be sure you get the best possible treatment and the best possible chance of a cure. You might 
want to watch this video for more ideas. 
www.nhs.uk/conditions/Cancer-of-the-colon-rectum-or-bowel/Pages/Introduction.aspx

Here are some ideas to consider that might help you prepare your notes for your first 
meeting with your oncologist.

•	 How do I feel (afraid, anxious, confident)?

•	 What are the symptoms, in general, with this type of cancer?

•	 How are they treated?

•	 What are the side-effects? 

•	 Are the side effects long-term?

•	 Will this affect my sex life? If so, is there anything that can help?

•	 Does this affect fertility?

•	 What types of treatment are available for me? (surgery, chemotherapy, radiotherapy and biologics)

•	 What do you recommend for me?

•	 Are there any other effective treatments that are not available locally?

•	 I’ve heard about biomarker testing and in particular the importance of a RAS test. Is it possible for me to 
have a RAS test to help determine the best medicine for me?

•	 Can I have a copy of my blood test readings?

•	 I understand that a CEA is a tumour marker indicator. Have you taken a CEA test for me? Can you explain 
my reading to me?

http://www.nhs.uk/conditions/cancer-of-the-colon-rectum-or-bowel/pages/introduction.aspx


My Treatment Plan

Ask for a written treatment plan so that you can share this with other clinicians and nurses when you need 
to.

Also ask whether you can make another appointment before treatment to ask further questions, if you feel 
you need to.

Preparing the meeting with your surgeon:

In some cases, you may meet your surgeon before your doctor. Here are some questions that might help 
you to prepare for this meeting. Also refer to the questions for your doctor (above).

•	 What are my treatment options?

•	 Please describe the extent of my cancer.

•	 Do you expect any complications?

•	 Is it likely that I will have a stoma?

•	 If so, can this be reversed?

•	 Will I have chemotherapy and a biological, or radiotherapy to follow?

•	 What are my options?

•	 Are there any other effective treatments that are not available locally?



Treatment and side-effects

During treatment, you are likely to feel different and it can be worrying.

If you are in pain, note down and ask whether it can be controlled.

You will be ready to ask your consultant. Sometimes, it is comforting to be reassured that pain can be 
‘normal’! 

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time

Date   

Side-effect  
Time



Questions to ask at my next appointment:

Having made notes of your progress and concerns, you will be prepared for your following appointments. 
Make sure to write down anything you wish to say or to ask when you think of it. You should have a 24 hour 
contact number for hospital care. Do use this if you need to.

You should not hesitate, however, to phone your nurses or doctor’s secretary for advice during working 
hours.     

Question Response



Additional sources of information: (needs to be local sites)

Disclaimer: These are suggested reference points and not endorsed by Europacolon.www.europacolon.com

•	 www.bowelcanceruk.org.uk

•	 www.patient.co.uk

•	 www.macmillan.org.uk

•	 www.beatingbowelcancer.org

•	 www.nhs.uk/conditions/Cancer-of-the-colon-rectum-or-bowel/Pages/Introduction.aspx

Things to find out about:

Diet and exercise help you to feel better and to take a more positive approach. They also help to reduce the 
risk of recurrence of colorectal cancer.Do ask for advice on these issues.

•	 Diet

•	 Exercise

•	 Smoking

•	 Alcohol

•	 Personal Issues: Support for me and my family

•	 Counselling

•	 Children

•	 Carers

•	 Work

•	 Financial circumstances

•	 Benefits

•	 Wills.

•	 Rehabilitation and balance

Information on Clinical Trials can be found here:  
http://www.europacolon.com/clinicaltrials.php?Action=Clinicaltrials 

http://www.europacolon.com/clinicaltrials.php?action=clinicaltrials


Notes



Notes



Expert Patients Advisory Group 
Chair: Barbara Moss (United Kingdom)

	 Aysen Cevik (Turkey) 	 Celeste Ramos (Portugal)
	 Dora Constantinides (Cyprus)	 Jolien Pons (The Netherlands)
	 Marta Satler (Slovenia)	 Wolfram Nolte (Germany)

This diary was developed by the EuropaColon Expert Patient Advisory Group and 
supported by an educational grant from Merck Serono

Oct 2014  Registration No: 5314195   Registered Office: 92 Palatine Road, London N16 8ST.

www.facebook.com/europacolonhq twitter.com/#!/europacolon

http://www.facebook.com/europacolonhq
http://twitter.com/#!/europacolon

	Text Field 1: 
	Text Field 2: 
	Text Field 3: 
	Text Field 4: 
	Text Field 5: 
	Text Field 6: 
	Text Field 7: 
	Text Field 8: 
	Text Field 9: 
	Text Field 17: 
	Text Field 18: 
	Text Field 11: 
	Text Field 19: 
	Text Field 20: 
	Text Field 13: 
	Text Field 21: 
	Text Field 14: 
	Text Field 15: 
	Text Field 22: 
	Text Field 16: 
	Text Field 30: 
	Text Field 29: 
	Text Field 35: 
	Text Field 36: 
	Text Field 28: 
	Text Field 27: 
	Text Field 42: 
	Text Field 41: 
	Text Field 40: 
	Text Field 39: 
	Text Field 38: 
	Text Field 37: 
	Text Field 43: 
	Text Field 44: 
	Text Field 45: 
	Text Field 48: 
	Text Field 47: 
	Text Field 46: 
	Text Field 51: 
	Text Field 50: 
	Text Field 49: 
	Text Field 54: 
	Text Field 53: 
	Text Field 52: 
	Text Field 57: 
	Text Field 56: 
	Text Field 55: 
	Text Field 68: 
	Text Field 67: 
	Text Field 66: 
	Text Field 71: 
	Text Field 70: 
	Text Field 69: 
	Text Field 74: 
	Text Field 73: 
	Text Field 72: 
	Text Field 77: 
	Text Field 76: 
	Text Field 75: 
	Text Field 80: 
	Text Field 79: 
	Text Field 78: 
	Text Field 59: 
	Text Field 60: 
	Text Field 61: 
	Text Field 62: 
	Text Field 63: 
	Text Field 64: 
	Text Field 65: 
	C2: Off
	C3: Off
	C4: Off
	C5: Off
	C6: Off
	C7: Off
	C8: Off
	C9: Off
	C10: Off
	C11: Off
	C12: Off
	C13: Off
	C14: Off
	Text Field 83: 
	Text Field 82: 
	Text Field 81: 
	Text Field 84: 
	Text Field 174: 
	Text Field 173: 
	Text Field 172: 
	Text Field 171: 
	Text Field 178: 
	Text Field 177: 
	Text Field 176: 
	Text Field 175: 
	Text Field 182: 
	Text Field 181: 
	Text Field 180: 
	Text Field 179: 
	Text Field 186: 
	Text Field 185: 
	Text Field 184: 
	Text Field 183: 
	Text Field 190: 
	Text Field 189: 
	Text Field 188: 
	Text Field 187: 
	Text Field 194: 
	Text Field 193: 
	Text Field 192: 
	Text Field 191: 
	Text Field 198: 
	Text Field 197: 
	Text Field 196: 
	Text Field 195: 
	Text Field 202: 
	Text Field 201: 
	Text Field 200: 
	Text Field 199: 
	Text Field 206: 
	Text Field 205: 
	Text Field 204: 
	Text Field 203: 
	Text Field 210: 
	Text Field 209: 
	Text Field 208: 
	Text Field 207: 
	Text Field 214: 
	Text Field 213: 
	Text Field 212: 
	Text Field 211: 
	Text Field 218: 
	Text Field 217: 
	Text Field 216: 
	Text Field 215: 
	Text Field 222: 
	Text Field 221: 
	Text Field 220: 
	Text Field 219: 
	Text Field 226: 
	Text Field 225: 
	Text Field 224: 
	Text Field 223: 
	Text Field 230: 
	Text Field 229: 
	Text Field 228: 
	Text Field 227: 
	Text Field 234: 
	Text Field 233: 
	Text Field 232: 
	Text Field 231: 
	Text Field 238: 
	Text Field 237: 
	Text Field 236: 
	Text Field 235: 
	Text Field 144: 
	Text Field 149: 
	Text Field 148: 
	Text Field 147: 
	Text Field 152: 
	Text Field 151: 
	Text Field 150: 
	Text Field 155: 
	Text Field 154: 
	Text Field 153: 
	Text Field 158: 
	Text Field 157: 
	Text Field 156: 
	Text Field 161: 
	Text Field 160: 
	Text Field 159: 
	Text Field 164: 
	Text Field 163: 
	Text Field 162: 
	Text Field 167: 
	Text Field 166: 
	Text Field 165: 
	Text Field 170: 
	Text Field 169: 
	Text Field 168: 
	Text Field 271: 
	Text Field 270: 
	Text Field 269: 
	Text Field 268: 
	Text Field 267: 
	Text Field 266: 
	Text Field 265: 
	Text Field 264: 
	Text Field 263: 
	Text Field 262: 
	Text Field 261: 
	Text Field 260: 
	Text Field 259: 
	Text Field 258: 
	Text Field 257: 
	Text Field 256: 
	Text Field 255: 
	Text Field 254: 
	Text Field 253: 
	Text Field 252: 
	Text Field 251: 
	Text Field 250: 
	Text Field 249: 
	Text Field 248: 
	Text Field 247: 
	Text Field 246: 
	Text Field 245: 
	Text Field 244: 
	Text Field 243: 
	Text Field 242: 
	Text Field 241: 
	Text Field 240: 
	Text Field 2012: 
	Text Field 2011: 
	Text Field 2010: 
	Text Field 239: 
	Text Field 306: 
	Text Field 303: 
	Text Field 307: 
	Text Field 309: 
	Text Field 304: 
	Text Field 308: 
	Text Field 3011: 
	Text Field 305: 
	Text Field 3010: 
	Text Field 3014: 
	Text Field 3013: 
	Text Field 3012: 
	Text Field 3017: 
	Text Field 3016: 
	Text Field 3015: 
	Text Field 3020: 
	Text Field 3019: 
	Text Field 3018: 
	Text Field 3023: 
	Text Field 3022: 
	Text Field 3021: 
	Text Field 3026: 
	Text Field 3025: 
	Text Field 3024: 
	Text Field 3029: 
	Text Field 3028: 
	Text Field 3027: 
	Text Field 3030: 
	Text Field 3031: 
	Text Field 3033: 
	Text Field 3032: 
	Text Field 3035: 
	Text Field 3034: 
	Text Field 3037: 
	Text Field 3036: 
	Text Field 3039: 
	Text Field 3038: 
	Text Field 3041: 
	Text Field 3040: 
	Text Field 3043: 
	Text Field 3042: 
	Text Field 3045: 
	Text Field 3044: 
	Text Field 3047: 
	Text Field 3046: 
	Text Field 3049: 
	Text Field 3048: 
	Text Field 3050: 
	Text Field 3051: 


