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The National Chemotherapy Board (NCB) has a remit to provide guidance, oversight and  
support for the continued development of high quality systemic anti-cancer services for cancer 
patients. It is attended by members who are involved in the delivery of systemic anti-cancer 
therapies and includes the ACP, RCR, JSC/RCP, RCPath, UKONS, BOPA, and co-opted members 
– PheSACT, NHSE CRG and lay representatives.

 

Summary
This guidance has been produced by the National 
Chemotherapy Board in response to concerns that 
patients often delay reporting serious Systemic Anti-Cancer 
Therapy (SACT) side effects to dedicated help lines. Two 
complementary approaches to improve side effect reporting 
are suggested:

• Empowerment focuses on equipping patients to take 
responsibility for identifying and reporting important side 
effects and may be mediated via technology.

• Proactive monitoring includes clinician interventions  
(e.g. telephone support or home visits). 

Scope
For the purposes of this document, the term Systemic  
Anti-Cancer Therapy (SACT) is used to refer to all drugs  
with direct anti-tumour activity including conventional 
cytotoxic drugs, monoclonal antibodies and targeted 
treatments (for example imatinib) and drugs such as 
thalidomide. These recommendations are the minimum 
standards expected of providers and it is recognised that 
certain drugs or regimes may require more intensive patient 
follow up and monitoring. This should be determined at 
a local level based upon a risk assessment that includes 
patient-related and drug-related factors. 

Background 
In the UK, it is estimated that one in two people born 
after 1960 will be diagnosed with cancer.1,2 Increasing 
cancer incidence coupled with new lines of treatment has 
increased demands on SACT services.2 Patients undergoing 
intravenous or oral SACT are required to recognise and 
report side effects because these commonly occur at home. 
SACT consent appointments and nurse/pharmacy led pre-
treatment consultations focus on side effects that patients 
should report to dedicated 24-hour help lines. These include 
likely side effects such as nausea and vomiting and mucositis 
and those that are life-threatening such as neutropenic 
sepsis, diarrhoea and thrombosis. Despite this preparation, 
patients often underestimate and delay reporting SACT side 
effects to clinicians3-8 which can cause treatment delays, 
increased hospitalisation, reduced quality of life9 and fatal 
consequences.5 Limited evidence suggests delayed reporting 
may relate to patient frailty3-4 and confusion about severity 
of symptoms to report.10,11 Delays may also be affected by a 
lack of clinician support for patients at home between SACT 
treatments. UK survey data suggests patients perceive SACT 
side effects to be poorly managed.12 Patients and carers can 
also feel overwhelmed by the responsibility for identifying 
and reporting important SACT side effects.11,13 They may 
further not have relationships with clinicians that encourage 
symptom reporting.11 Emotional, practical, psychological 
and spiritual needs are often not addressed during SACT.14 
Access to a Clinical Nurse Specialist (CNS) is associated with 
perceptions of better side effect control12. However CNS’s 
are not always available to support patients during SACT and 
oncologists and chemotherapy nurses can be perceived as 
drug delivery focused and too busy to approach for  
symptom advice.11 

ACP: Association of Cancer Physicians
JSC: Joint Speciality Committee of the Royal College of Physicians
NHSE CRG: NHS England Clinical Reference Group
PHESACT: Public Health England SACT 
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Two approaches to promote early side 
effect identification 

Approach one: Empowerment
A working party established to review experiences and care 
for acute cancer patients’ states:

“...there should be systematic adoption of emergency 
contingency planning with people with cancer and their 
carers. This should cover the likely situations that might 
require urgent care, plus any specific problems where 
prompt and correct management will be critical...”  

(Royal College of Physicians and Royal College of 
Radiologists 2012 page xiv)

Empowerment describes the knowledge, skills and 
confidence a person has to manage their own healthcare.  
Patient activation is an important predictor of health 
outcomes and can be measured.15  Cancer clinicians may 
encourage avoidance and passivity through delivering 
generic SACT information, rather than focusing on individual 
concerns, needs and empowerment.11,16 Patients can feel 
overwhelmed by repeated side effect information at a time 
when they are worried about starting SACT.11,17,18 Limited 
evidence suggests patients may be empowered to report 
SACT symptoms by traffic light symptom reporting tools 
19-20 (appendices 1-2) and an emergency planning wallet.8 
Conduction of a holistic needs assessment (HNA)21 prior 
to SACT may also assist patient empowerment, through 
first identifying and addressing supportive care needs. It is 
not clear though, how well this tool is used by UK SACT 
clinicians. 

Carers can also feel ill equipped to support patients to 
recognise and report side effects.8,16,22 A facilitated group 
SACT education session for carers with a DVD and written 
information significantly improved carers understanding of 
SACT symptoms and side effects.23 However, around 23% 
of cancer patients in the UK do not have an identified carer24 
and may require additional support and monitoring from 
clinicians during SACT. 

Technology enables patients to enter SACT symptoms into 
electronic devices that trigger symptom management advice, 
and alerts chemotherapy nurses to severe symptoms.25,26 

An American study25 involving 358 patients found this type 
of intervention to be associated with significantly fewer 
patient days with moderate/severe SACT symptoms 
(P < .001 for each).  Within the UK, the Advanced Symptom 
Management System (ASyMS) thus far tested with 300 
patients appears simple to use26 and to improve confidence 
in symptom pattern recognition and management.27 It 
improves communication with clinicians26 and appears to 
detect serious side effects earlier.27 The Qtool, a web based 
programme developed by the Leeds Psychosocial Oncology 
Group currently within research has thus far reported there is 
a high rate of adherence to the program.28

Approach two: Proactive monitoring 
SACT symptoms to report urgently can be difficult to 
distinguish from normal, expected side effects,10 so pro-
active monitoring in addition to patient empowerment may 
be of benefit. There is some evidence that patients find 
pro-active calls from nurses supportive and reassuring 
during SACT.29-31 This also creates opportunities to answer 
questions and to reinforce key patient safety messages30 at 
a time after treatment has started, and when patients may 
be more receptive. Current evidence suggests that proactive 
monitoring results in earlier symptom management than 

patient self reports.29-33 A UK study found that intensive 
nurse led home visits and telephone monitoring for patients 
taking capecitabine for colorectal cancer reduced symptom 
severity, when compared to a control.34 A follow up study that 
reviewed proactive calls made by nurses who also reviewed 
patients in clinics, but without home visits, found similar 
effects for some symptoms (i.e. vomiting, oral mucositis), 
but this was not as effective for others (e.g. diarrhoea and 
insomnia).30 Limited evidence suggests home monitoring 
during SACT reduces hospital admissions33,34 and may be 
most effective after cycle 131 or within cycles 1 and 2.34 The 
assumption from these studies is that proactive support 
prevents escalation of symptoms and delayed contact with 
clinicians. Stronger evidence is required to substantiate or 
refute this position and to better understand any differences 
between home visits and telephone interventions. Cost-
effectiveness and optimal timing of proactive support and 
any difference in need related to patient, disease or treatment 
characteristics also require further study.

Recommendations for providers
1. Develop chemotherapy nursing to equally focus on 

holistic care (ongoing tailored support and information) 
and drug delivery. 

2. Consider introduction of HNA within nurse led SACT 
consultations to identify and address patient and carer 
issues that may influence self-management.

3. Assess carer status and consider:

a. providing specific education opportunities for carers, 
e.g. encourage carers who live with patients to 
attend pre-treatment consultations or consider the  
intervention developed by Tsianakas et al.,23

b. additional pro-active monitoring where there is no 
identifiable carer.

4. Consider motivational interview training for clinicians who 
educate patients about SACT side effects. 

5. Consider use of tools like the Kings’ Fund patient 
reported measure for patient activation.15  

6. Ensure patients and carers have access to methods such 
as traffic light systems to self manage and report SACT 
symptoms.

7. Develop and evaluate individualised risk based protocol 
dependent approaches to plan pro-active patient calling. 
Evaluations should include a cost benefit analysis.

Recommendations for further research
1. Randomised controlled trial (RCT) to explore any impact 

of self-management tools on SACT symptom reporting.

2. Explore any benefits of a holistic nursing approach to 
earlier symptom reporting.

3. Identify patient or disease specific risk factors for delayed 
reporting of SACT symptoms.

4. RCT to determine effects of home care and/or proactive 
calling on hospital admissions and morbidity and mortality 
from SACT. 

5. Determine optimal timing for proactive monitoring.

6. To understand patient preferences (e.g. by age) for 
proactive calls/community health worker visits or 
technological approaches.
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Conclusion 
Patients may delay reporting SACT side effects to clinicians, 
including those that are life-threatening. Two approaches are 
suggested to promote earlier symptom reporting that relate 
to empowerment and pro-active support. Recommendations 
for clinical practice include a more holistic approach to 
patient support during SACT. Studies should also be 
conducted to inform patient empowerment approaches 
and to better understand benefits of proactive support for 
individual patients and the health service. 

References 
1. Cancer Research UK. Combined Cancer Statistics.  

www.cancerresearchuk.org/health-professional/cancer-statisti
cs#channel=f294c6afc932014&origin=http%3A%2F%2Fwww.
cancerresearchuk.org (accessed 11th August 2016).

2. NHS England (2015). Achieving World-Class Outcomes a Strategy 
for England 2015-2020. www.cancerresearchuk.org/about-us/
cancer-taskforce (accessed 11th August 2016).

3. Malik I, Hussain M, Yousuf H. (2001). Clinical characteristics and 
therapeutic outcome of patients with febrile neutropenia who  
present in shock: need for better strategies. Journal of Infection;  
42: 120-125.

4. Nirenberg A, Mulhearn L, Lin S, et al. (2004). Emergency Department 
waiting times for patients with cancer with febrile neutropenia: a pilot 
study. Oncology Nursing Forum; 31: 711-715.

5. National Confidential Enquiry into Patient Outcome and Death. 
(2008). For Better, for Worse? A Review of the Care of Patients who 
Died Within 30 Days of Receiving Systemic anti-cancer Therapy. 
London: The Stationary Office, 2008. www.ncepod.org.uk/2008sact.
html (accessed 11th August 2016).

6. Mckenzie H, Hayes L, White K, et al. (2011). Chemotherapy 
outpatients’ unplanned presentations to hospital: a retrospective 
study. Supportive Care in Cancer; 19: 963-969.

7. Higgins A, Hill A. (2012). Effectiveness of a neutropenic sepsis 
clinical pathway. Cancer Nursing Practice; 11: 22-27.

8. Royal College of Physicians (2012). Cancer Patients in Crisis: 
Responding to Unmet Needs. Report of a working party. London: 
RCP. http://www.cancerphysicians.org.uk/acp-news/8-oncology-
news/111-cancer-patients-in-crisis-responding-to-urgent-needs-
new-report.html (accessed 11th August 2016).

9. Llopis-Salvia, P, Sarrio-Montes G, Garcia-Liopis P, et al. (2010). 
Chemotherapy dose Intensity due to adverse drug reactions in the 
Oncology Outpatient setting. J Oncol Pharm Practice; 16: 256–261.

10. National Institute for Health and Care Excellence (NICE) (2012). 
Scope: Neutropenic Sepsis: Prevention and Management of 
Neutropenic Sepsis in Cancer Patients. www.nice.org.uk/guidance/
cg151 (accessed 11th August 2016).

11. Oakley C. (2015). Understanding the dilemmas inherent in the 
communication between clinicians, patients and carers about 
neutropenic sepsis: a grounded theory study. Unpublished PhD 
Thesis, Kings College London, University.

12. National Cancer Patient Experience Survey. www.quality-health.
co.uk/resources/surveys/national-cancer-experience-survey/ 
2014-national-cancer-patient-experience-survey (accessed  
11th August 2016).

13. Twelves C, Gollins S, Grieve R, et al. (2006). A randomized  
cross-over trial comparing patient preference for oral capecitabine 
and 5-fluorouracil/leucovorin regimens in patients with advanced 
colorectal cancer. Annals of Oncology; 17: 239–245.

14. NHS England. (2013). Chemotherapy Patient Experience Survey. 
www.quality-health.co.uk/resources/surveys/chemotherapy- 
national-survey (accessed 11th August 2016).

15. Hibbard J, Gilbert H. (2014). Supporting People to Manage Their 
Health; An Introduction to patient Activation, Kings Fund, London. 
www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/
supporting-people-manage-health-patient-activation-may14.pdf 
(accessed 11th August 2015).

16. Ream E, Pedersen V, Oakley C, et al. (2013a). Informal carers’ 
experiences and needs when supporting patients through 
chemotherapy: a mixed method study. European Journal of Cancer 
Care; 22: 797-806.

17. Rimer B. (1984). Informed consent: A crucial step in cancer patient 
education. Health Education Quarterly; 10: 30-42.

18. Treacy JT, Mayer DK. (2000). Perspectives on cancer patient 
education. Seminars in Oncology Nursing; 16(1): 47-56.

19. Chambers P, Bowes S, Gallagher C. (2015). A Study to assess 
the acceptability of a patient self-toxicity tool and the perceived 
management of chemotherapy toxicity. A175 Poster.  
NCRI Conference.

20. Oakley C, Johnson J, Ream E. (2010). Developing an intervention 
for cancer patients prescribed oral chemotherapy: a generic patient 
diary. European Journal of Cancer Care; 19: 21-28.

21. Macmillan Cancer Support Holistic Needs Assessment  
www.macmillan.org.uk/aboutus/healthandsocialcareprofessionals/
macmillansprogrammesandservices/recoverypackage/
holisticneedsassessment.aspx (accessed 11th August 2016).

22. Ream E, Tsianakas V, Verity R, et al. (2013b). Enhancing the role of 
carers in the outpatient chemotherapy setting: a participatory action 
research project: Florence Nightingale School of Nursing and  
Midwifery. Kings College London University.

23. Tsianakas V, Robert G, Richardson A, et al. (2015). Enhancing the 
experience of carers in the chemotherapy outpatient setting: an 
exploratory randomised controlled trial to test impact, acceptability 
and feasibility of a complex intervention co-designed by carers and 
staff. Supportive Care in Cancer; 23(10): 3069-3080.

24. 24. Macmillan Cancer Support. (2011). More Than a Million; 
Understanding the UK Carers of People with Cancer – a report by 
Ipsos Mori for Macmillan Cancer Support. http://www.macmillan.org.
uk/documents/cancerinfo/ifsomeoneelsehascancer/more_than_a_
million.pdf (accessed 11th August 2016).

25. Dunson WA, Mooney KH, Beck SL, et al. (2013). NCCN symptom 
guidelines coupled with nurse practitioner follow-up reduced  
moderate to severe symptom days by half or greater in cancer 
patients receiving chemotherapy. National Comprehensive Cancer 
Network Annual Conference. Abstract AB2013-7. Presented  
March 15, 2013.

26. Mccann L, Maguire R, Miller M, et al. (2009). Patients’perceptions 
and experiences of using a mobile phone-based advanced  
symptom management system (ASyMSc) to monitor and manage 
chemotherapy related toxicity. European Journal of Cancer Care;  
18: 156-164.

27. Kearney N, Kidd L, Miller M, et al. (2006). Utilising handheld  
computers to monitor and support patients receiving chemotherapy: 
results of a UK-based feasibility study. Supportive Care in Cancer; 
14: 742-752.

28. Kennedy F, Clayton B, Absolom K. (2015). REPORT-UK (Real-time 
electronic patient outcome reporting of adverse events in UK cancer 
trials) – preliminary findings of the feasibility pilot study. Poster B161. 
NCRI Conference.

29. Kelly DF, Faught WJ, Holmes LA, et al. (1999). Ovarian cancer  
treatment: the benefit of patient telephone follow up post- 
chemotherapy. Canadian Oncology Nursing Journal; 9(4): 175-178.

30. Craven O, Hughes CA, Burton A, et al. (2013). Is a nurse-led 
telephone intervention a viable alternative to nurse-led home care 
and standard care for patients receiving oral capecitabine? Results 
from a large prospective audit in patients with colorectal cancer. 
European Journal of Cancer Care; 22(3): 413-419.

31. Boardman A, Wilkinson J, Board R. (2015). Patient satisfaction with 
telephone follow up after treatment. Cancer Nursing Practice;  
14(9): 27-33.

32. Compaci G, Ysebaert L, Oberic L, et al. (2011). Effectiveness of 
telephone support during chemotherapy in patients with diffuse 
large B cell lymphoma: the Ambulatory Medical Assistance (AMA) 
experience. International Journal of Nursing Studies; 48(8): 926-932.

33. Coriat R, Boudou-Rouquette P, Durand J, et al. (2012). Cost 
effectiveness of integrated medicine patients’ with cancer receiving 
anticancer chemotherapy. Journal of Oncology Practice; 8(4):  
205-210.

34. Molassiotis A, Brearley S, Saunders M, et al. (2009). Effectiveness 
of a home care nursing program in the symptom management 
of patients with colorectal and breast cancer receiving oral 
chemotherapy: a randomized, controlled trial. Journal of Clinical 
Oncology; 27: 6191-6198.

Downloaded from RCNi.com by Rachael Hannan on Nov 11, 2016. For personal use only. No other uses without permission.

Copyright © 2016 RCNi Ltd. All rights reserved.

http://journals.rcni.com/action/showLinks?pmid=16344278&crossref=10.1093%2Fannonc%2Fmdj023
http://journals.rcni.com/action/showLinks?pmid=23180982&crossref=10.1200%2FJOP.2011.000447
http://journals.rcni.com/action/showLinks?pmid=19917849&crossref=10.1200%2FJCO.2008.20.6755
http://journals.rcni.com/action/showLinks?pmid=11531318&crossref=10.1053%2Fjinf.2001.0798


journalname.com

Appendix 2: Example traffic light symptom reporting tool20

Side effects

Appendix 1: Example traffic light symptom reporting tool19

Symptom None/No more than usual Mild/Occasionally Moderate/Often Severe

Fatigue 
/Tiredness

None/No more than usual Fatigue relieved by rest

Fatigue NOT relieved by rest, 
I had difficultly doing some 

things I normally do  
e.g. shopping

Fatigue NOT relieved by rest, 
unable to take care of myself  

e.g. dressing

Nausea 
/Feeling sick

None/No more than usual
I felt a bit sick, but I was able 
at eat and drink the SAME 

AMOUNT as usual

I felt quite sick, and I ate and 
drank LESS THAN normal

I felt very sick and was NOT 
able to eat or drink

Vomiting None/No more than usual
I have vomited 1-2 times in 

one day
I have vomited 3-5 times in 

one day
I have vomited more than  

6 times in one day

Mucositis 
/Sore mouth

None/no more than usual
My Mouth was  

A BIT  sore

My mouth was QUITE sore 
but I could still eat and drink 

soft foods

My mouth was VERY sore 
and I could not eat or drink

Diarrhoea 
/Loose stools

None/No more than usual
I have had diarrhoea and 

opened my bowels 2-3 times 
MORE than before treatment

I have had diarrhoea and 
opened my bowels 4-6 

MORE than before treatment

I have had diarrhoea and 
opened my bowels 7 times 

MORE than before treatment

Constipation 
/Hard stools

None/No more than usual

I have had occasional 
constipation which was 

relieved by changing my diet 
or taking laxatives

I have had to change my diet 
or taken laxatives EVERYDAY 

to relieve persistent 
constipation

I have had SEVERE stomach 
pain along with constipation

Alopecia/Hair loss None/No more than usual
I have had a little bit of  

hair loss
I have had quite a bit of  

hair loss
I have lost all my hair

Rash None/No more than usual
I have had a small area of skin 

rash WITHOUT itching or 
burning

I have had a skin rash WITH 
itching or burning

I have had a skin rash 
affecting a large area of my 

body WITH itching or burning

Erythema 
/Skin changes

None/No more than usual
My skin was a bit red but was 

NOT painful
My skin was red or cracked or 
blistered and QUITE painful

My skin was VERY painful

Sensory 
Neuropathy 

/Numbness or 
Tingling

None/No more than usual
I had A BIT of tingling or 
numbness often when 

handling hot or cold objects

I OFTEN had tingling or 
numbness and I had difficultly 
doing some things I normally 

do e.g. shopping

I had CONSTANT tingling or 
numbness, and I was unable 

to take care of myself  
e.g. dressing

Pain None/No more than usual I had MILD pain or discomfort

I had MODERATE pain or 
discomfort and I had difficultly 
doing some things I normally 

do e.g. shopping

I had SEVERE pain or 
discomfort and I was unable 

to take care of myself  
e.g. dressing

Although not experienced by everyone, 
some medicines can cause unwanted 
reactions which are commonly called side 
effects. If you experience side effects then 
it is very important that you report these 
to your hospital team, as soon as you 
identify them. Delay in reporting side effects 
may result in them becoming worse and 
potential treatment interruptions may occur. 
Below is a guide to common side effects 
and recommended actions.
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