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Why did we need a service?

What is the scale of the issue ?

Where are the main pinch points?

What resources are we currently using?

What can I implement easily?

What reorganisation can we do? 

What do I need to achieve a ‘service’?

How do we balance cost and demand?

What outcomes can we achieve?



Immunotherapy (RFL 2019-2022)



2019 Royal Free only

Total 811 admissions 

under oncology 

Of which 56 patients on 

immunotherapy

26 of which were 

admitted due to 

immunotherapy 

toxicity 
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Local toxicity data - inpatients



Patient focused interviews – feedback
• Generally very positive about experience and clinical teams. 

• Criticism of the way pre- immunotherapy talks were delivered, impersonal and 

without time to ask questions and not all patients felt fully prepared for all side 

effects.

• “I didn’t report the symptom because I assumed it was normal, I was walking 

with a stick before I called them”

• Theme of feeling when treatment finishes patients have a lot of uncertainty 

about follow up and fear of abandonment. 

• Everything was going really well and suddenly I’ve got 15 tablets to take and 

my treatments been stopped

• Feels like this is an experimental drug that no one has seen before



Challenges within immunotherapy

• Novel therapy in many areas

• Timing of adverse events

• Multiple side effects together

• Training for all health care professionals – primary 
care, A&E, ward staff 

• Patient information 

• Speed of change in practice

• Length and advocacy of treatment duration

• Survivorship and long term effects



Macmillan lead nurse role

Macmillan pump primed role for 2 
years with specific objectives;
1. Better clinical practice and 

pathways are introduced
2. Clinical support is well 

coordinated across the 
treatment pathway 

3. Dedicated CNS support and 
specialist management of 
complex pathways

4. Patients are carers get answers 
when they need them and are 
well informed

• Improvement in pathways
• management of toxicity                                                                                                       

• reduce time to diagnostics

• reduce the need for inpatient care

• Nurse prescribing 

• Audit

• Patient information

• Staff education



Staff education/ information

Regular training for all health care 
professionals  

Doctors inductions

Bi annual study days 



Patient information



Toxicity clinic 
Weekly - Wednesday afternoon

Lead Immunotherapy Nurse clinic 
alongside Consultant Oncologist clinic

To see patients with new or ongoing 
toxicity, follow up post discharge, refer 
to specialties,  and feedback to teams 
and GP

Regular contact for patients off treatment 
with toxicity

Last 6 months data…

• 281 patients

• Lung, Melanoma, CRC, Upper GI, RCC, 
Breast

• Colitis, hepatitis, neurological issues, 
hypophysitis, nephritis, pneumonitis, 
rheumatoid issues, steroid weaning 
monitoring and complications of 
steroids



Immunotherapy Toxicity MDT
● Set up in May 2021 as a pilot

● A fortnightly e-MDT for the discussion of complex 
immunotherapy toxicity and for all inpatients admitted as a 
result of toxicity from immunotherapy

● The MDT is supported by the specialist clinicians and led by the 
Lead nurse for Immunotherapy and a consultant medical 
oncologist

● Generally between 3-6 cases each MDT, ~170 patients 
discussed to date



Why is an MDT needed?

● Increasing numbers of patients on immune checkpoint inhibitors, therefore increasing numbers 
with complications

● Complexity of immunotherapy related toxicity

● Reliable expert opinion 

● Audit/ disseminate learning from the management of patients with toxicity 

● Provides support of nurse led model for Immunotherapy Toxicity Clinic



The MDT
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Future plans

• Network MDT

• Late effects/ lasting effects clinic

• Cardiac screening pilot

• Support group/ tailored survivorship group

• Working with primary care 

• Care at home



Outcomes

• Cancer patient experience survey 2022 – information prior to starting immunotherapy 

improved from 77% to 89% (above national average)

• Improved safe steroid prescribing and monitoring – repeated audit 

• Nurse led outpatient management of toxicity – consultant questionnaire reported increased 

confidence in early discharge due to this resource

• Increase in numbers of patients whose care is managed with specialist input



Questions? 

Emily Keen

Macmillan Lead Nurse Immunotherapy 

07929789279

emilykeen@nhs.net

emilykeen@nhs.net 

mailto:emilykeen@nhs.net
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