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Addenbrooke’s Cancer Patient 
Partnership Group 

Annual Report 2020/21 

1 Executive Summary - Key Achievements in 2020/21 
This report summarises the activity and achievements for the Addenbrooke’s Cancer Patient 
Partnership Group (CPPG) for the period April 2020 to March 2021.  The report is for CPPG 
members, the Addenbrooke’s Cancer Board, staff at Cambridge University Hospital (CUH), 
and partner organisations.  Its purpose is to report on and raise awareness of the work of the 
CPPG within the hospital and across East of England. 

Key achievements for the CPPG in 2020/21 were: 

• Quickly readjusting to working during the Covid-19 pandemic by switching to virtual 
meetings and focussing on the importance of timely and clear information for 
patients; 

• Developing patient communication guidelines and FAQs in response to Covid-19; 
• Creating and maintaining information for the CUH Covid-19 Cancer website page; 
• Providing quick feedback on Covid-19 related and documents to ensure clarity and 

comprehensive for patients (12 documents); 
• Co-producing a Covid-19 Cancer Patient survey which had over 650 responses; 
• Relaunching and producing two editions of a patient newsletter Patients’ Voice for 

patients by patients;  
• Appointing a new Patient Co-Chair Hannah Bellew and Deputy Patient Co-Chair; 
• Launching its new co-production video; 
• Maintaining membership by recruiting eight new members; 
• Getting articles about the CPPG published in local papers; 
• Co-producing the Patient & Public Involvement Strategy for the new Cambridge 

Cancer Research Hospital; 
• Forming the Patient Advisory Group for the new Cambridge Cancer Research 

Hospital; 
• Forming a working group with patients, a GP and consultants to focus on the ‘Please 

write to me’ initiative; 
• Finishing and sharing widely a report on buddy schemes for patients; 
• Having regular patient representation on the Trust Reader Panel and 6+ working 

groups or forums. 

2 Background and Response to Covid-19 
From 2018, the CPPG has worked to improve and strengthen its structure and membership.  
The number of members has grown from 10 to over 50 with a strong, active Committee of 
15-20 members. 
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In 2020/21, the CPPG had to adjust its ways of working like everyone else.  The Committee 
quickly switched to more frequent, but shorter, virtual meetings.  In the first few months it 
focussed primarily on patient communication, recognising the need for timely and 
comprehensive patient information during a pandemic that greatly affected cancer services. 

The CPPG also felt that any changes to services would need patient feedback before 
becoming permanent e.g. the continued use of virtual or telephone appointments, and 
therefore co-produced a Covid-19 Cancer Patient survey with staff to gather patients’ views. 

From the autumn, the CPPG started to pick up some of its project work with staff again but 
experienced another pause during the second Covid-19 wave.  At the end of March / early 
April 2021 project work began to resume. 

The sections below summarise the CPPG activity for the year.  Activity is categorized as 
CPPG Development Activity which includes further developing and promoting the CPPG and 
co-production as working practice; and Co-Production Activity which is actual projects 
undertaken by CPPG members and staff to improve or develop cancer services. 

3 CPPG Development Activity 
CPPG development activity focused on growing and diversifying the membership and 
promoting co-production to Addenbrooke’s staff with an aim to make co-production a regular 
part of their work. 

3.1 CPPG Membership 
During 2020/21 the CPPG grew from 50 to 
53 members.  We recruited eight new 
members but also said farewell to five. 
 
The Committee retained an active 
membership of 14 to 17 patients and 
appointed a new Patient Co-Chair Hannah 
Bellew and Deputy Patient Co-Chair Tony 
Mitchell.  Sadly, Tony passed away in July 
2020.  Tony made significant contributions 
to the work of the CPPG and CUH. 
 
The Covid-19 pandemic made recruitment 
more difficult initially as fewer patients 
were attending hospital but take up 
improved towards the end of the year with 

seven members joining in February and 
March 2021. 
 

 
Patient Co-Chair Hannah Bellew
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Hannah was awarded ‘The Mayor’s 
Volunteer for Cambridge Award’ in 
recognition of her outstanding voluntary 
service during the pandemic.  Along with 
co-chairing the CPPG, Hannah co-runs 
the Shine Cancer Support Group and 
volunteers for the Citizens Advice. 

 

The CPPG formed a Membership Expansion and Diversity working group in September 
2020 to look at expanding member representation from ethnic minority groups and younger 
age groups. 
 

Group members wrote promotional articles 
for local newspapers and parish 
magazines about their experience as 
CPPG members.  The group shared the 
newsletter text and infographics with all 
CPPG members so they could do the 
same, including sharing the infographic on 
websites and social media.  Seven articles 
were published in local newsletters and 
papers.  An article was also run in the 
CUH membership newsletter in March.  
Four of the eight new members were 
recruited via these channels.  

In order to appeal to a younger age group, the CPPG Committee changed its meeting time 
to late afternoon to make them more accessible for patients who work and it established a 
CPPG WhatsApp group for CPPG Committee members. 

The CPPG updated and improved its promotional leaflet which has been distributed in clinics 
and wards.  A new online version was also created.  

The CPPG ran a new member induction session for two new Committee members in May 
2020 via tele-conference.  Four new Committee members will be inducted in early May 2021 
via Zoom. 

The Macmillan Co-Production Lead continues to communicate with all CPPG members on a 
weekly basis via a CPPG Weekly Update email.  The email contains volunteering 
opportunities, helpful information (often shared by members), updates on services, etc.  This 
ensures that members are kept up to date and involved, but are also not overwhelmed by 
frequent emails. 
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3.2 CPPG Committee Meetings 
The CPPG held six one hour virtual 
Committee meetings over the year that 
were attended by an average of 13 
members at each meeting (about 75% of 
the Committee) plus members of CUH 
staff and representatives from Macmillan 
and Northwest Anglia NHS Foundation 
Trust.  Meetings were chaired by Patient 
Co-Chair Hannah Bellew or Elaine 
Chapman, CUH Lead Cancer Nurse. 

 

 

 

 

 

 

 

Three of the six meetings had a speaker: 

• September 2020 – Professor Rebecca Fitzgerald, The Importance of Early Detection 
plus a short presentation given by a CPPG member about STORMing Cancer – a 
Cancer Research UK Grand Challenge study looking into the link between chronic 
inflammation and cancer. 

• November 2020 – John Spicer, Project Director, Cambridge Cancer Research 
Hospital  

• March 2020 – Patients and staff from the #flowcellular Project, Wellcome Sanger 
Institute 

The CPPG ran an additional meeting with Rachel Power, CEO of the Patients Association, in 
August 2020 to discuss patient involvement in changing services as a result of Covid-19. 

3.3 CPPG Governance 
The CPPG updated its Terms of Reference in January 2021 which included adding a 
Confidentiality Agreement for Committee members and a Terms of Reference for Digital 
Platforms to support members with communicating across digital platforms e.g. email, 
WhatsApp, Twitter. 

3.4 Membership on Addenbrooke’s Cancer Board 
The CPPG had regular patient representation on the Addenbrooke’s Cancer Board.  We 
shared our initiatives and projects, as well as raised concerns regarding patient 
communication and delays to services during the Covid-19 pandemic. 

3.5 Staff Engagement  
The CPPG finished and promoted its video on co-production (started in 2019/20 and paid for 
via a grant from Macmillan Cancer Support).  The video was shared widely with staff, 
patients and partnership organisations such as the Cancer Alliance and Healthwatch.  It has 
also been a useful promotional tool.  It was loaded onto the Direct Online Training (DOT) 
platform as part of the Cancer Services new staff induction. 

The Macmillan Co-Production Lead worked with the Patient Experience Team to set up a 
CUH Patient Engagement Twitter account @CUH_PatientEng .  The purpose is to share 

Last Pre Covid-19 CPPG Committee Meeting February 2020 
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good practice around patient engagement at CUH.  The Macmillan Co-Production Lead 
tweets about CPPG activities on a weekly basis. 

Before Christmas, the CPPG submitted positive stories for staff regarding their experience of 
Cancer Services.  These were shared directly with staff members by the Macmillan Co-
Production Lead and submitted via Greatix in December 2020 to formally recognise staff. 

3.6 CPPG Information on the CUH Website 
Information on the CPPG was regularly updated on the CUH public website:  
https://www.cuh.nhs.uk/our-services/cancer-services/cancer-support-
services/addenbrookes-cancer-patient-partnership-group/ .  CPPG information on the CUH 
internal website CONNECT was also kept up to date. 

3.7 CPPG Patients’ Voice 
The CPPG patient bulletin was relaunched as the Patients’ Voice in October 2020 with a 
new patient editor and supporting editor.  Two issues were printed and distributed both in 
paper and online in October 2020 and February 2021 across the Cambridge Biomedical 
Campus, on the CUH website, and to partner organisations.  The Patients’ Voice enables 
the CPPG to promote its work to patients and staff, as well as share useful and interesting 
information.  A new addition to the newsletter was to include articles on staff roles e.g. the 
Clinical Nurse Specialist.  The October 2020 edition included an article on responding to the 
Covid-19 pandemic from a patient, staff and CPPG perspective. 

3.8 Links with Partner Organisations 
The Macmillan Co-Production Lead maintained contact with organisations which can help 
promote the work of the CPPG.  These included Macmillan Cancer Support, Healthwatch, 
Maggie’s, the Cambridge Cancer Help Centre, the local Macmillan GPs, the Cambridgeshire 
& Peterborough Clinical Commissioning Group, Northwest Anglia NHS Foundation Trust, 
and the East of England Cancer Alliance. 

CPPG members represented patients at meetings beyond CUH including the East of 
England Cancer Alliance Patient Advisory Boards, the East of England Radiotherapy 
Operational Delivery Network, and University of Cambridge research projects.  Members 
contributed to Macmillan’s ‘Caught in the Maze’ report on integrated care.  The Macmillan 
Policy Advisor said “Honestly the interviews we did with the CPPG members were so 
insightful – really balanced and constructive – and helped formulate one of the report’s key 
recommendations about the importance of including the experience and feedback of people 
with cancer in designing services.” 

CPPG members participated in local cancer support groups such as Shine, Cancer 
Research UK Ovarian Cancer Group, and the Melanoma and Lymphoma support groups.  
Via these groups, members were able to gather wider patient views and share information. 

The CPPG welcomed members from other patient participation groups to Committee 
meetings to share good practice.  This included Northwest Anglia NHS Foundation Trust and 
Blackpool Teaching Hospitals NHS Foundation Trust. 
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Two CPPG members worked with the 
Wellcome Sanger Institute on a project 
called #flowcellular, a year-long 
collaboration between researchers from 
The Wellcome Sanger Institute, artists 
from The Saturday Museum, and cancer 
patient participants.  They explored the 
science behind what happens in our DNA 
at a cellular level as we age, from 
scientific and personal perspectives.  The 
project was shared with CPPG members 
in November 2020 and March 2021, and 
launched to the public in April 2021. 

 

Image from #flowcellular Project 

The Macmillan Co-Production Lead joined a working group to improve health services for the 
Traveller Community which includes representatives from Primary Care, Cambridge County 
Council, the GP Practices and the voluntary sector.  She has worked to secure 
representation at a Trust-wide level on this group. 

4 Co-Production Activity 
This section is a summary of the co-production projects that have taken place or are 
currently running which involve patient representatives from the CPPG. 

4.1 Covid-19 Patient Communication 
When the Covid-19 pandemic reached the UK and we went into lockdown in March 2020, 
the CPPG realised that while some projects would need to pause there was important work 
to be done to keep patients informed and reassured.  Over the year, the changing 
circumstances of delivering and receiving cancer services made good patient 
communication essential. 

From very early in the year, the CPPG co-produced and shared documents to support 
patient communication.  They were: 

• Covid-19 Patient Communication Guidelines Re: Changes in Treatment or Surgery 
(April 2020); 

• FAQs Cancer Services at Addenbrooke’s Hospital, COVID-19 Pandemic (May 2020); 
• FAQs Changes to Treatment or Surgery (May 2020); 
• Tip Sheet for Patients - Making the Most of Your Telephone / Video Clinic 

Appointment (June 2020); 
• Tip Sheet for Staff - Making the Most of Telephone / Video Clinic Appointments for 

Staff & Patients (June 2020); 
• Letters to patients who have had delays in surveillance imaging or surgery to 

reassure them and offer sources of information and support (March 2021). 

The CPPG also advised staff and members of the Cancer Board on patients’ views 
regarding: 
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• wearing face coverings (when it was not yet mandatory) 
• bringing companions to appointments 
• providing information on getting blood tests done outside of hospital and issues with 

getting results in time for clinics 
• getting patients to attend hospital appointments 
• the impact on patients with delays in diagnostic tests 
• the importance of sharing Covid-19 vaccine information for immunosuppressed 

patients. 

The CPPG contributed to and reviewed information on the Ely Bloods Pilot scheme and 
blood test options for the CUH website and for new patient packs. 

The CPPG ensured that the CUH Cancer Covid-19 website page 
https://www.cuh.nhs.uk/our-services/cancer-services/cancer-services-covid-19-information/ 
was kept up to date with both operational changes to services and helpful information for 
patients seeking advice and support. 

4.2 Covid-19 Cancer Patient Survey 
As changes to service delivery began to embed over the year, the CPPG highlighted the 
importance of capturing patients’ views before changes are made permanent. 

 

It co-produced a Covid-19 Cancer Patient 
survey which was circulated via a link and 
a letter to 1500+ cancer patients who had 
had an outpatient appointment between 
October and November 2020.  The survey 
closed at the end of January 2021 with 
over 650 responses. 

 

The results of the survey are still being processed and will be ready in early 2021/22.  The 
CPPG Patient Co-Chair and the Macmillan Co-Production Lead presented some early 
results at an East of England Cancer Alliance Event in March 2021 that illustrated the 
importance of patient choice for telephone, video or face-to-face appointments when 
‘breaking bad news’. 

 

Do you think it’s important to have a choice regarding what type of appointment you will have? 
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Other areas the survey looked at were patient information, feeling safe coming into hospital, 
and accessing services outside of hospital. 

4.3 Cambridge Cancer Research Hospital 
In November 2020, the CPPG formed a working group to focus on patient involvement in the 
development of the new Cambridge Cancer Research Hospital (CCRH).  This followed 
previous patient involvement in the CCRH designs up to 2018.  Group members began by 
attending the CCRH Architect Design meetings in December 2020. 

Working closely with the CUH Communications and Engagement team, the working group 
co-produced the Cambridge Cancer Patient and Public Involvement Strategy and Patient 
Representative Role Descriptions.  It also co-produced a model for patient involvement 
which was shared with and approved by the Cambridgeshire County Council Health 
Committee.  The model is shown below. 

 

In March 2021, upon the CPPG’s recommendation, it was agreed that the CCRH Patient 
Advisory Group (PAG) would be part of the CPPG, taking on its Terms of Reference and 
Confidentiality Agreement.  Other Biomedical Campus patient involvement groups are 
welcome to field patient representatives but they will join the CPPG in order to adopt its 
governance and administration.  The PAG currently has 16 patient members.  Patients or 
family members who prefer to feedback on a more ad hoc basis can join the Cambridge 
Cancer Patient Network, administered by the CUH Communications & Engagement team.  
The PAG will be able to access this network for patients’ views regarding the CCRH design 
and development.  Members of the PAG will work to ensure that the voice of patients is 
considered in all aspects of the design and development work. 
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The PAG appointed two patient co-chairs who attend the CCRH Joint Delivery Board.  
Patient representatives are also being assigned to workstreams.  The first meeting of the 
PAG is in April 2021 and it will aim to meet bi-monthly. 

4.4 Feedback on MyChart 
The CPPG collected feedback on patients’ views regarding the capability to have results 
released before 21 days in MyChart.  This would mean patients can access their test or scan 
results prior to a clinic appointment.  CPPG feedback was mixed on the use of the capability, 
as not everyone wanted to see results without a clinician, and others wanted to see results 
first and prepare questions for appointment.  A CPPG member shared the feedback with the 
MyChart Design Authority.  The capability to release results early already exists but it is not 
currently clear to the patient that it’s possible.  The Design Authority agreed that it will look at 
how to let patients know that they can access their results before 21 days, giving patients 
greater flexibility and control. 

4.5 Improving Patient Communication 
The CPPG set up a Patient Communications working group in October 2020 to specifically 
look at making improvements to Cancer Services based on the National Cancer Patient 
Experience Survey Results (NCPES) from 2019.  The group selected two specific areas of 
focus: 

1. Improving information given to patients before receiving Systemic Anti-Cancer 
Therapy (SACT) – The group agreed to work with staff to develop a survey which 
asks patients what information would be most useful before starting SACT.  The 
results will help develop new written information and a video.  The draft survey has 
been completed but further development was paused due to Covid-19 in January 
2021.  This work will be completed in early 21/22. 

2. Asking patients what name they prefer to be called by – This priority was shared with 
the CUH Patient Experience Group in December 2020 and it was agreed to take it up 
as a trust-wide campaign.  All staff agreed on the importance of asking patients what 
name they prefer to be called by, and making that name easily accessible to all staff.  
The work was paused in January 2021 due to Covid-19 but resumed in early April 
2021.  CPPG members gave suggestions for promoting the concept to patients, to 
support them in asking to be called by their preferred name.  They also gave 
suggestions for ways to get staff to change practice.  The Macmillan Co-Production 
Lead is working with Trust Communications to gather staff views and develop a 
campaign both for patients and staff.  The aim is to launch the campaign in 2021. 

4.6 Two Week Wait Leaflet 
The CPPG worked with the Clinical Commissioning Group and other local partners to update 
the Two Week Wait leaflet as a result of Covid-19 in December 2020.  The old leaflet 
encouraged patients to bring a friend with them to a diagnostic appointment which is no 
longer recommended.  The new leaflet assures patients that it’s safe to come in and that 
they should check hospital policy regarding bringing companions to appointments.  The text 
was updated to say, “Please be reassured that we are taking steps to keep patients safe 
when visiting hospital. Due to social distancing, you are requested to attend the appointment 
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alone if possible. Please check hospital websites or contact the hospital for the latest 
information on visiting the hospital and attending appointments.” 

4.7 Neutropenic Sepsis Check 
CPPG members continued to support this project to develop a device ‘Neutrocheck’ for 
checking a patient’s neutrophil level at home, to avoid unnecessary trips to hospital in case 
of suspected neutropenic sepsis.  Three patients gave advice on how and when to share 
information about the device with patients, and how to test usability.  Patients also supported 
the project by testing and feeding back on individual prototypes. 

4.8 Prostate Cancer Patient Reported Experience Measures (PREMS) 
A questionnaire for measuring Patient Reported Experience Measures for prostate cancer 
was co-produced in 2019/20.  The plan to pilot the two-part questionnaire in March 2020 was 
paused due to Covid-19.  We were finally able to start the pilot in early January 2021 and 
have been collecting responses on a weekly basis.  We aim to have 100 responses (50 for 
each part) before evaluating and adjusting the questionnaire for full rollout in 2021.  We have 
over 30 responses so far. 

4.9 Please Write to Me 
The CPPG continued its work on promoting ‘Please Write to Me’, a campaign to encourage 
clinicians to write directly to patients and copy the GP rather than the other way around. 

The Macmillan Co-Production Lead contacted the Patient Records Standards Bureau 
(PRSB) regarding their recommended format for outpatient letters using section headings.  
The section headings make it easier for both patients and GPs to identify vital information 
within letters.  The PRSB is also an advocate for writing directly to patients as shown on their 
website and a video https://theprsbannualreport.org/outpatient-letters-in-action/ . 

The CPPG formed a working group with two patients, three consultants, and a GP to look at 
adopting the PRSB section headings and developing an easy-to-use template for clinic 
letters.  The consultants agreed to attempt rewriting letters using section headings for the 
working group to review for clarity.  This work was paused due to Covid-19 in January but 
will be resumed in early 2021/22. 

A CPPG member also developed a case study with her consultant on the benefits of 
changing practice and writing letters directly to patients.  This case study was shared with 
the Cancer Board in September 2020.  It will be used to create a video with Trust 
Communications in early 2021/22 to promote this practice across the Trust. 

4.10 Buddy Schemes 
In 2019/20 the CPPG started developing a report which describes the importance of buddy 
schemes and what’s involved in running a scheme.  It also lists all the schemes that the 
CPPG is aware of, including two CUH schemes.  The report was published in June 2021 and 
was shared with CUH cancer professionals to enable them to share scheme information with 
patients but to also consider setting up a scheme if one doesn’t exist.  The report was also 
shared with the Cancer Alliance, the Clinical Commissioning Group, GPs and Northwest 
Anglia NHS Trust, and placed on the CUH website. 
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4.11 Short One-Off Requests 
The CPPG was often asked for quick feedback on items such as letters to patients or 
changes in services.  This was especially important in this last year as services reacted to 
the Covid-19 pandemic.  The CPPG was on hand to give their views quickly regarding 
patient communication and process changes; therefore these types of changes did not need 
to be undertaken without patient engagement.  Some of the documents that were reviewed 
were: 

• Anti-coagulant Patient Information 
• Bed Flow Patient Information 
• Prostate Cancer Active Surveillance Letter 
• National Optimal Lung Cancer Pathway (NOLCP) Form 
• ‘Radiotherapy and Covid-19’ Letter 
• Radiotherapy Registration and Pregnancy Forms 
• CUH Duty of Candour Letter 
• Maggie’s Psychological Support Service Leaflet 
• Covid-19 Postal Swab Information 
• CUH Patient Participation Toolkit 
• Covid-19 Shedding for Immunosuppressed Patients 
• Patient Care statement for the CUH Cancer Directorate Quality Management System 

Policy 

CPPG feedback ensured that these documents were easy to understand and patient-
centred.  A member of staff said after receiving feedback, “Thank you very much for that. It is 
great to have a patient base to work with.” 

4.12 Trust Reader Panel 
Four members of the CPPG were on the Trust Reader Panel to review any patient 
information related to Addenbrooke’s Cancer Services.  This regular, on-going commitment 
ensures that Addenbrooke’s information can be easily read and understood by patients. 

4.13 Patient Representation at Meetings 
The following Addenbrooke’s meetings included regular CPPG patient representation: 
 

• Addenbrooke’s Cancer Board 
• CUH Outpatient Experience Group 
• CUH Patient Experience Group 
• Cambridge Cancer Research Hospital Joint Delivery Board, Workstreams and 

Architect Design Updates 
• Cancer Services Quarterly Governance Meeting 

5 Financial Summary 
Annual CPPG expenditure for 2020/21 is shown in the Appendix.  Staff salary information is 
not included as the Co-production Lead works with the CPPG to enable effective functioning 
of the group (governance, effectiveness and sustainability) in addition to working with 
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patients and staff to promote and enable ways of co-productive working.  For all other staff 
members working with the CPPG, co-production is embedded into their current roles. 

6 Plans for 2021/22 
Over the next year, the CPPG aims to: 

• Continue the work of current projects e.g. ‘Please write to me’, Prostate Cancer 
PREMS, patient’s preferred name, patient information for SACT; 

• Share the results of its Covid-19 Cancer Patient survey; 
• Co-produce a Cancer Services Patient Information Strategy; 
• Embed co-production in the CCRH development via the Patient Advisory Group; 
• Continue to produce the Patients’ Voice with four issues per year; 
• Explore and engage with new opportunities for co-production e.g. improving MDT 

effectiveness and others as they arise; 
• Reschedule its Away Day for setting future goals and priorities; 
• Continue to grow its membership both in numbers and diversity; 
• Continue to promote and develop the concept of co-production within 

Addenbrooke’s; 
• Continue to strengthen links and work collaboratively beyond Addenbrooke’s with 

support groups and organisations such as the Macmillan Cancer Support, the 
Cancer Alliance, the CCG, GP practices, and the Wellcome Sanger Institute. 

The CPPG budget for 2021/22 is anticipated to be similar to the expenditure for 2020/21 with 
perhaps a small increase if some face-to-face meetings can resume.   
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Appendix – CPPG Financial Summary 

April 2020 - March 2021  £  Paid by 
      
Patient Travel Expenses     
Mileage / Public Transport 0.00 Oncology Charitable Donations 
Parking at CUH 0.00 Corporate Division 
Total Travel Expenses 0.00   
      
Venues 0.00 Cancer Support Services 
      
Refreshments / Catering 0.00 Oncology Charitable Donations 
      
      
Publications     
CPPG Leaflet  65.48 Cancer Support Services 
Patients' Voice (Nov 20) 66.84 Cancer Support Services 
Patients' Voice (Mar 21) 50.00 Cancer Support Services 
Total Publications 132.32   
      
Sundry 0.00 Cancer Support Services 
      
Total  £132.32   
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