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Introduction and who the guideline applies to: 

The incidence of endometrial cancer has increased by 46% over the past 20 years and it is now the 
fourth most common malignancy in women in the UK. The majority of this increase has been due to 
a rise in the low risk endometrial cancers (Stage 1A Grade 1 & 2). 
 
The major risk factors for low risk endometrial cancer are increasing patient age, diabetes and 
obesity, therefore resulting in a patient population that is often elderly with many medical co-
morbidities. Cancer treatment is now focused on survivorship and improving patient experiences in 
living beyond cancer. In the case of endometrial cancer the aim of this is to empower patients to 
manage their own condition, provide support and signposting but enable them to have prompt 
access back into secondary care if required. 
 
The recurrence rate for Stage I endometrial cancer is less than 5% therefore giving 5-year disease-
specific survivals in excess of 95%1-4. Of the patients that do recur, the, approximately half, develop 
distant metastases rather than a local recurrence2 and have multiple sites of disease6. However, 
there are newer treatments becoming available for recurrent endometrial cancer, including new 
therapeutic agents, secondary surgery and targeted radiotherapy that may improve long-term 
outcomes.  
 
This initiative focuses on redesigning follow-up pathways against the background of evidence 
outlined above in the context of the survivorship agenda⁸; including the development of supported 

self-management pathways for those who have been treated with curative intent. Such schemes 
also are now supported by the BGCS9. The peak time for recurrence of low-risk endometrial cancer 
is 4 – 6 years following diagnosis, with a further peak after 10 years, therefore it is important that 
patients and clinicians remain vigilant even after 5 years following diagnosis. 

Supporting patients to self-manage their own health and wellbeing can meet unmet needs and 
reduce demand on services, where appropriate. This can be done in the following ways: 

  Stratifying patients to an appropriate pathway based on clinical and individual needs.  

 Organising needs assessments and care plan reviews at key points in the pathway – for      
example, at the end of treatment or when problems arise.  

  Providing a treatment summary that is a succinct record of diagnosis, treatments, potential side 
effects of treatment, contact details and other key information.  

  Improving access to clinical and non-clinical support services.  

‘Stratified’ means that the clinical team and the person living with cancer make a decision about the 
best form of aftercare based on their knowledge of the disease (the type of cancer and what is likely 
to happen next), the treatment (what the effects or consequences may be both in the short and long 
term) and the person (whether they have other illnesses or conditions, and how much support they 
feel they need).  

The form of aftercare we are advocating is supported self-management – when patients are given 
information about clinical signs and symptoms to look out for and whom to contact if they notice any 
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and how to contact relevant professionals if they have any concerns.  

Safety issues have been considered. There are clinical trials that show that regular follow-up of 
patient with low-risk endometrial cancer is associated with lower levels of fear of cancer 
recurrence10, however to date there is no information on cancer recurrence and patient survival. A 
prospective audit has been conducted on the first 5 years of the PIFU scheme at UHL and has 
shown that patient satisfaction and access to the scheme appears to be high11,12. The flexibility in the 
system enables those patients with needs to access expert help within the clinic. 

These guidelines apply to all staff working within the endometrial cancer patient pathway and their 
patients. The Gynaeoncology MDT has a decision making role in the selection of patients for the 
Patient Initiated Follow up (PIFU) pathway and all staff involved will implement the pathway 
thereafter.   
 
 

Recommendations, standards and Procedural Statements  

Process Summary for Patient Initiated Follow up 

No. Action 

1 Patients who meet the selection criteria outlined below will be advised that they are to follow 
the PIFU pathway for 5 years after their definitive cancer treatment 

2 Patients will receive one follow up clinic appointment at approx. 6-8 weeks post treatment 
with the consultant Gynaecologist or Gynae oncologist and the patient initiated follow up will 
be discussed. 

3 The patient will have an appointment with the Gynaecology Clinical Nurse Specialist (CNS) 
within one month of the final follow up appointment where they will have a further Holistic 
Needs Assessment (eHNA) undertaken. This appointment can either be a face to face or 
virtual or remote consultation. A leaflet explaining the follow up clinic will be given to the 
patient along with a copy of their eHNA , or emailed to them using the eHNA system. 

4 The CNS will at 6,12, 24, 36 and 48 months send out a reminder letter to patients with a copy 
to their GP of the signs and symptoms and contact details. When the patient is at 5 years 
following their diagnosis, they will be sent a discharge letter. 

The CNS will record the details onto a data system for monitoring and producing reminder 
letters. 

 
 

Additional information 

On completion of their treatment (surgery) the patients will have an end-of-treatment appointment 
with the Clinical Nurse Specialist to undertake an Electronic Holistic Needs Assessment and also 
discuss the signs and symptoms that should prompt them to seek a review. They will be advised to 
contact the CNSs who will assess their symptoms and provide reassurance, arrange a clinic 
appointment or hospital admission as the symptoms dictate.  
 
Detailed patient records will be kept by the CNSs so that every contact can be recorded and patterns 
of symptoms identified. Time between contact and clinic review will be monitored to ensure that 
patients are being managed in a timely manner. 
.  
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Selection Criteria for Patient Initiated Follow up 

 Women diagnosed with a Grade 1 or 2 Stage IA endometrioid endometrial cancer who have 
undergone a total hysterectomy and who do not require adjuvant radiotherapy will be 
transferred to the patient-initiated follow up pathway 

 

 Women with any histological subtype of stage I or II endometrial cancer and who are not 
deemed medically fit for future surgery or radiotherapy/chemotherapy can be offered transfer 
to patient-initiated follow up on an individual case basis.  
 
Summarised in the table below: 
 

Stage IA endometrioid Grade 1 – no adjuvant radiotherapy 
Grade 2 – no adjuvant radiotherapy 
 

Stage I or II any other histology Surgery and adjuvant radiotherapy who would not be 
medically fit for further surgery, radiotherapy or 
chemotherapy 

 
The recurrence rate for low-risk endometrial cancer is less than 5% giving 5-year disease-specific 
survivals in excess of 95% 1-4. 
Patients contacting with symptoms and are deemed in need of a clinic appointment with a consultant 
need to be seen within 2 weeks for examination and imaging. 
 
NB Any patient who is deemed by the multi disciplinary team to be unable to self- manage their 
follow up care for any reason (for example special needs), even if medically suitable will not be 
selected for this programme.  
 

Education and Training 

No new skills are required to implement the guideline however, there does need to be awareness 
training of the stratified pathway model and Patient Initiated follow up. At the outset a communication 
plan will be devised which will include both Gynaecology and Oncology Services and GPs. The aims 
of this will be in order that staff support the revised approach should patients raise unfounded 
concerns and more importantly, ensure that patients can make a timely return into the hospital 
processes should signs and symptoms dictate.  
 
On an on-going basis, new staff joining the MDT will need to be aware of the guidelines in the 
context of the revised service model. 
 

Monitoring and Audit Criteria 

 
Key Performance 
Indicator 
 

 
Method of Assessment 

 
Frequency 

 
Lead  

Women suitable for patient-
initiated follow up will be 
identified from case review 
at the Gynaecological 
Oncology MDT meeting 

 
New to follow up ratio 

 
6 monthly 
review initially 

 
Business Analyst 
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All women identified as 
being suitable for patient-
initiated follow up will have 
a discussion following their 
definitive cancer treatment 
as to self- management 

 
Patients’ notes audit/ 
separately kept record. 
Patients will be recorded 
by the CNS into the data 
base (UHL Cancer Centre 
Database) 

 
Annually 

 
Gynaecology/Oncology 
Clinical Nurse 
Specilaist (CNS) 

Return rate of patients to 
acute care with signs and 
symptoms of recurrence 

A log and the data will be 
collected prospectively so 
that it can be audited to 
ensure that the service is 
running well. 

 
6 monthly 
 
 
 

Gynae /Oncology 
CNS 
 
 
 
 

Time between patient 
contact and clinic 
appointment 

Log of Data 6 Monthly  
 

Gynae /Oncology CNS 
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