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Executive Summary

Wessex Cancer Alliance (WCA) successfully bid for a Health Education England (HEE) funded short project that centred on education around the late effects of immunotherapies, focusing on primary care and community teams’ awareness. 

The main aim of the project was to explore a range of perspectives looking at the awareness and confidence of GPs recognising late side effects of immunotherapies, the information available, what’s required and how to ensure that this was readily accessible to share best practice.

A page relating to the project was added to the WCA website. An education reference resource was developed and links to the sourced relevant information on these side effects, how to recognise them and what action to take were included. This was divided under two headings, ‘Patients’ and ‘Health Care Professionals’. The latter was further split into ‘Quick Reads’, and longer ‘Journal Articles’ with 6 in each section. It also included a webinar. All were within the last 5 years to provide a current knowledge base. The variety of formats was chosen to encourage feedback on appropriate resource choice.

To ensure representation of key stakeholders’ views and garner their input and expertise, a two-part process of consultation was implemented, engaging with a purposeful sample of primary care staff. This report details the results of that consultation with 9 recommendations based upon the findings as follows:

 Recommendations 

1. To raise awareness of the WCA project page and education resource: via the Education Environment Lead (EEL) for each PCN to cascade into their own practices and PCN Cancer Champions, already engaged with via the survey, to cascade to their teams.
2. ‘The training hub’, a Dorset fortnightly newsletter is a useful sharing platform to promote the WCA education resource. Project Summary to be shared via the WCA Primary Care newsletter. 
3. This topic should be added to the WCA regular Cancer Study Days & monthly Lunch and Learn sessions.
4. Disseminate education information to primary care clinicians within the wider MDT. Link with the Community of Practice established by the staff involved in delivering the Right by You service as a platform for shared learning.
5. The information and training should be included in the WCA Cancer Care Review mentorship offer / portfolio for clinical workforce in primary care.
6. The information and training should be shared via the Wessex Cancer Care Co-ordinator Community of Practice.
7. Link with the WCA Personalised Care Champions and WCA Acute Oncology Services project team to ensure learning from this project is incorporated into the development of quality End of Treatment Summaries and education for people who have received immunotherapies.  
8. Share information with Paramedics and First Contact Practitioners (FCP) in Wessex: liaison with the Paramedic Workforce Programme Lead indicated that it would be useful to include these late effects on their training sessions via the Regional FCP Network.
9. Link with Macmillan Cancer Support and Cancer Research UK, where many people with cancer access for information, to share findings and feedback with the aim of encouraging these organisations to add specific information to their respective websites regarding the possible late effects of immunotherapies, particularly immune related endocrinopathies.



Background
 
Immunotherapies are relatively new treatments that use the immune system to find and attack cancer cells, with the different types of immunotherapy using the immune system in various ways. These treatments have dramatically changed the way cancer is treated and vastly improved outcome for many patients.  

The side effects are very different to chemotherapy. Importantly, immunotherapy can cause inflammatory and autoimmune complications that can affect any part of the body. Most side effects occur within 6-9 months but can emerge up to 3 years after treatment. Immune related endocrinopathies affect a small percentage of all patients and immune checkpoint inhibitors (CPIs) have been causatively associated with hypophysitis, hypopituitarism and adrenal insufficiency. Patients may present with non-specific symptoms, resulting in diagnostic challenge as they may resemble other causes, such as brain metastasis or underlying disease.1 

Clinicians working in primary care need to be aware that patients may be offered these treatments, where previously there were no appropriate treatment options available. Patients may gain a complete response to their disease, which may be long and durable. Not all patients in all tumour groups will respond but an increasing number in an increasing selection of site-specific tumours are receiving immunotherapies, which work in a novel way, resulting in different and challenging toxicities. It is therefore vital that there is increased awareness and education to identify and manage side effects of immunotherapy effectively. 

The long-term effects of CPIs are yet to be fully realised but knowledge of them is improving as their use increases. The WCA GP team expressed a need for the primary care teams to be upskilled regarding the potential side effects of immunotherapies to enable a seamless interface between primary, secondary, and tertiary care, ensuring that patients are effectively supported in the long term. Provision and management, particularly of endocrinopathies, is likely to require cross-sectional partnership where patients can be assessed, monitored, and managed in the community with specialist input as needed. Education may be available nationally but is not always directed at primary care & community teams and communication of education opportunities is anecdotally not always received and acted upon. It was felt that a local approach utilising relevant existing education presented with a local perspective is required across Wessex. This will help further integrate the primary, community and secondary care cancer teams and support primary care signpost/refer to relevant local teams.

As indicated in the United Kingdom Oncology Nursing Society (UKONS) document2 
it is key that all clinical stakeholder groups have the relevant knowledge, skills and behaviors to support a person presenting with late effects from all cancer treatments including immunotherapies, so they are diagnosed, referred and treated quickly and effectively.   



Project Approach 

The aims of the project were to i). explore a range of perspectives looking at the awareness and confidence of Primary Care Clinicians recognising late side effects of immunotherapies, ii). review the information available and share in an accessible way iii). gain a greater understanding of the information and education required by primary care on late side effects of immunotherapies.

A five part methodological approach was undertaken to gather data (figure 1).


Figure 1
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A page relating to the project was added to the WCA website. Following an extensive desk-based research exercise, an education reference resource was developed and links to the sourced relevant information on these side effects, how to recognise them and what action to take were included. This was divided under two headings, ‘Patients’ and ‘Health Care Professionals’. The latter was further split into ‘Quick Reads’, and longer ‘Journal Articles’ with 6 in each section. It also included a webinar. All were within the last 5 years to provide a current knowledge base. The variety of formats was chosen to encourage feedback on appropriate resource choice.

To ensure representation of key stakeholders’ views and garner their input and expertise, a two-part process of consultation was implemented, engaging with a purposeful sample of primary care staff. This report details the results of that consultation and makes subsequent recommendations based upon the findings.

Consultation

Time constraints of the project limited it to realistic boundaries of what could reasonably be delivered. As GPs are the referral agent to secondary care it was decided to target them primarily but include representation of the wider primary care multi-disciplinary team. The project was presented at the monthly WCA Primary Care meeting and was well received, with several GPs offering to be involved. Subsequently, the survey questionnaire was sent to 110 staff, consisting of the Cancer Champions (mainly GPs) within the WCA. They were requested to cascade this to relevant staff within their primary care network to complete.

A focus group was formed, which allowed discussion and gave more depth to support the short survey questionnaire. Members included 4 GPs, a practice nurse, a practice manager, and an Expert by Experience representative.
The project webpage link was sent out prior to the focus group meeting for review and was also within the survey questionnaire.
Focus Group 

A series of questions were devised to elicit relevant discussion and the themes that emerged were collated. Due to participants’ diary pressures the group was eventually split and views collected on different occasions, with the same questions covered.


Findings and Discussion:

Focus Group Questions and Themed Responses:

How were cancer patients on immunotherapy identified and flagged to GP, are treatment summaries received from oncology?

Discussion was around the non-standardised information received from oncology. GPs may not necessarily recognise that the patient is on immunotherapy. What would be useful is appropriate standardised coding on the treatment or discharge summary, which would flag the patient to the GP. Although PCNs have different systems in house, e.g. EMIS, as it is GPs and administration staff that add the information onto the system from the summaries, appropriate coding would initiate this alert process. 

Cancer patients’ 3 & 12 months reviews- how do GPs share information
with those conducting review?

This varies by practice and it was accepted that it’s important for whoever is doing the review to be aware of the potential late effects of immunotherapy. 

Educating the wider primary care multi -disciplinary staff is part of the recommendations and could be incorporated into the Cancer Care Review Mentorship Portfolio.

Prior to this project what were they already aware of- what resources were they using?
The majority were not aware of the specific late effects of immunotherapy highlighted on the webpage. There was an understanding that, as with any cancer treatment, late effects are possible, but the fact that these endocrinopathies can emerge so far out from treatment was enlightening.
How easy was it to access and navigate WCA website project page? 
The webpage was considered easy to access and navigate and was perceived as useful.
How did they choose which links to explore? 
Generally, a random selection was chosen. The ‘Quick Reads’ was a popular heading with the opinion that further exploration would be useful if they had a patient known to have had immunotherapy.
Is there enough content in the links? Do we need extra formats or subheadings (e.g. podcasts).
The format was considered good with enough links, too many links would be counterproductive. It was suggested that it would be useful to have a list of cancers treated with checkpoint inhibitors within the main text giving context to the project.
It was also suggested that more patient information would be useful and perhaps have infographics to draw them into the links. Macmillan and Cancer Research UK do not have specific late effects of immunotherapy information, these are sites which patients are often signposted to by health professionals. 
A wallet card was discussed, similar to those used for other treatments like steroids but there is an issue with discrepancies over a co-ordinated approach. Potentially an App would be useful, as would My Medical Record or equivalent platform. The general consensus was for people who had received treatment to be empowered by having an understanding of the potential effects of this treatment, particularly with the emphasis on Patient Initiated Follow Up (PIFU) and an awareness of the need to share this information with the health professionals they meet.  
There was feeling that this is a national issue and as such it is worth exploring wider initiatives to address it, via nursing and other forums.
It was also decided that the project identified patient information would eventually be best placed on the WCA Cancer Matters website as this is patient facing.
Where is the webpage best placed on the WCA website for health professionals?
It was felt the easiest access would be on the Primary Care page.
How best to signpost to wider Primary Care clinical Multi-Disciplinary Team (MDT)?
This evoked fruitful discussion with suggestions of both local and WCA wide approaches. These are detailed further in recommendations.
Questionnaire survey

A short survey questionnaire (appendix 1) was devised with 3 questions ascertaining the participant’s awareness of, and confidence in, recognising the late effects of immunotherapy. Responses were in Likert scale form. There was then a link to the project and education resource webpage, with a request to view it, and a follow up question rating awareness and confidence after doing so. Two free narrative boxes then allowed suggestions for any other useful links and comments. 

This was sent via Teams Survey to the 110 WCA Clinical Cancer Champions, who were asked to share it with GP colleagues. One GP, who was part of the focus group suggested it was shared with a patient who had experienced immune related endocrinopathy. This patient and 21 GPs responded (a 19% response rate). This was disappointing and is indicative of the difficulty with engagement.


Survey Responses 

The following figures 2-5 illustrate the responses to the survey questions in pie chart format:
Figure 2


The 2 ‘very aware’ responses are from the patient and GP with specific experience of immune related late effects of immunotherapy.




Figure 3


Figure 4



Time spent by respondents looking at the webpage ranged from 8-21 minutes, with an average of 17 minutes.




Figure 5



The 2 ‘not at all’ responses are from the patient and GP with specific experience of immune related endocrinopathy late effects of immunotherapy.

The opportunity to add comments elicited 6 responses. These included support of the focus group findings of the importance of flagging these patients to GPs & improving patient education of the possibility of the side effects and when to seek help. 

The patient respondent also shared details of personal experience of these side effects and the complexity of recognition and appropriate treatment. 

Subjective comments included the information content viewed being complex (however, there is a range of material within the resource), and appreciation for the information. 

Other comments related to the process of completing the survey. 

There were no suggestions for further links and the comments that were added by 6 respondents are shown in the table below:




Table 1: Additional Comments From Survey

	1. Some of these problems stem from early discharge, PIFU and lack of oncology review for NHS patients. Some of the links reference very complex slides especially the second one. This will be off putting for GPs but even more so for nurses and other allied professionals


	2. I had a rare melanoma, with Keytruda immunotherapy which reacted with my diabetes, very rare reaction, which then caused pancreatic failure diagnosed as Colitis wrongly.  11 months later it was second opinion and Creon fixed this in days. Multiple side effects mask the underlying main impact and even oncologist didn’t spot the issues.   Charites such as Maggie’s place also were unable to decipher the multiple effects to reach cause.


	3. It would be good to have a process whereby patients who have received these treatments are flagged in primary care (as many times we may not know, or recognise the drugs given).  Also, helpful if patient is fully informed about the treatment they have had and potential side effects/when to seek help


	4. Thank you for providing valuable informative (and very importantly concise due to the time constraints of primary care) resources to help optimise care of immunotherapy patients.


	5. I didn't complete this before as I am uncertain if the results are anonymous- I think this could be off-putting to people.


	6. The link only refers to the project and there is a link to cancer alliance and noted for looking at later but the estimate of 10 mins to complete this survey is an issue in the middle of busy days-also closing the first link also closes the survey and you have to start again-this may be reason for low response rate?





The website had a steady flow of views from when it went live on 27th February. Table 3 illustrates views per week over a four-week period. There was a surge of views, 109, on 16th February which coincided with the article and web page link being shared in the Cancer Workforce Bulletin. The total of 257 hits was by 213 unique page views, meaning separate viewers, indicating that some people revisited the page. There was an average of 7 minutes perusal, quite a reasonable time to gather information.












Figure 6: Website views to project page




Conclusion

It was clear that although the sample group was small, there is a lack of awareness by GPs of these late side effects, and it is reasonable to presume that this would be replicated across the wider PCN GP and multi-disciplinary teams who have contact with cancer patients. The benefits of the resource page provided on the WCA website were recognised in raising awareness. 

Empowering patients to understand the possibility of these immunotherapy late effects is a key factor to reducing the risk of them being overlooked or mistaken for other symptoms.

Clearly identifying patients who have received immunotherapy treatment is vital to flag potential risk to GPs. 

The WCA has several other projects which can link into addressing these issues and this is detailed in the recommendations section of this report, as is the potential to link in with other regional and national initiatives.

Immunotherapy has transformed the way cancer is treated and as a relatively new approach it is likely to develop further. WCA is committed to enabling PCN staff to stay updated with current knowledge and to empower patients with access to appropriate knowledge, ensuring best practice across Wessex. 









 Recommendations 

1. To raise awareness of the WCA project page and education resource: via the Education Environment Lead (EEL) for each PCN to cascade into their own practices and PCN Cancer Champions, already engaged with via the survey, to cascade to their teams.
2. ‘The training hub’, a Dorset fortnightly newsletter is a useful sharing platform to promote the WCA education resource. Project Summary to be shared via the WCA Primary Care newsletter. 
3. This topic should be added to the WCA regular Cancer Study Days & monthly Lunch and Learn sessions.
4. Disseminate education information to primary care clinicians within the wider MDT. Link with the Community of Practice established by the staff involved in delivering the Right by You service as a platform for shared learning.
5. The information and training should be included in the WCA Cancer Care Review mentorship offer / portfolio for clinical workforce in primary care.
6. The information and training should be shared via the Wessex Cancer Care Co-ordinator Community of Practice.
7. Link with the WCA Personalised Care Champions and WCA Acute Oncology Services project team to ensure learning from this project is incorporated into the development of quality End of Treatment Summaries and education for people who have received immunotherapies.  
8. Share information with Paramedics and First Contact Practitioners (FCP) in Wessex: liaison with the Paramedic Workforce Programme Lead indicated that it would be useful to include these late effects on their training sessions via the Regional FCP Network.
9. Link with Macmillan Cancer Support and Cancer Research UK, where many people with cancer access for information, to share findings and feedback with the aim of encouraging these organisations to add specific information to their respective websites regarding the possible late effects of immunotherapies, particularly immune related endocrinopathies.
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Appendix 1

Survey questions and response choices.


	What is your job role? 

GP   Nurse   Pharmacist   Other


	How aware are you of the late side effects of immunotherapy generally?

Completely unaware      vaguely aware      somewhat aware      very aware


	How confident are you in recognising the late side effects of immunotherapy?

Not very confident    slightly unconfident    quite confident    very confident 


	How aware are you of the immune related Adverse Events that affect the endocrine system?

Completely unaware    vaguely aware     somewhat aware    very aware


	Please explore the webpage via this link.
https://wessexcanceralliance.nhs.uk/immunotherapy-late-effects-project/


	Having explored the information via the link, how much more aware are you of potential late side effects and what to consider?

Not at all   a little    quite a lot    much more


	Have you any useful information links to share that we could add?




	Any other comments?






How aware are you of the late side effects of immunotherapy generally?






How aware are you of the late side effects of immunotherapy generally?	Completely unaware	Vaguely aware	Somewhat aware	Very aware	2	12	6	2	
How confident are you in recognising the late side effects of immunotherapy?






How confident are you in recognising the late side effects of immunotherapy?	Not very confident 	Slightly unconfident 	Quite confident	Very confident 	12	8	1	1	
How aware are you of the immune related Adverse Events that affect the endocrine system?






How aware are you of the immune related Adverse Events that affect the endocrine system?	Completely unaware	Vaguely aware	Somewhat aware	Very aware	3	17	1	1	
Having explored the information via the link, how much more aware are you of potential late side effects and what to consider? 






Having explored the information via the link, how much more aware are you of potential late side effects and what to consider? 	Not at all	A little 	Quite a lot 	Much more	2	8	11	1	
Total no. of views per week

Total no. of views	
27th February 	6th March 	13th March 	20th March	Total	44	35	144	34	257	
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