



Please edit and/or remove items in purple as they relate to your own personal circumstances


Dear [name of the medical professional you are approaching. This may be your Breast Surgeon, Oncologist or a Consultant Radiologist]

Firstly, I want thank you and your team for the excellent treatment that I have received, since my diagnosis of Invasive Lobular Carcinoma (ILC). This letter in no way changes my appreciation of this. However, I do have serious concerns about how I [will be / am being] monitored moving forward, largely due to the distinctiveness of the disease.

Following my [insert whatever treatment you have had here e.g. lumpectomy, mastectomy], I would like to raise the issue of having an MRI or some form of appropriate supplementary imaging as follow up, in addition to a mammogram. 

Research has demonstrated that “the detection of Invasive Lobular Cancer (ILC) on mammography is notoriously difficult, largely due to the growth pattern with which this tumour infiltrates the breast tissue” (Johnson et al. 2015) growing in single cell lines rather than forming a solid tumour or lump. 

The sensitivity of mammogram for breast cancer drops significantly for ILC, especially if an individual has dense breasts. 

· 63% - 98% for detection of all types of invasive breast carcinomas; 
· 57% and 81% for ILC;
· ~11% for detection of ILC in people with very dense breasts. (Johnson et al. 2015).

As a result ILC is often diagnosed at a later stage with resultant larger tumour and possibility of spread to the lymph nodes or beyond. 

Additionally, in a recent survey by the Society of Breast Imaging with n=366 radiologists in 2023 (Coffey et al. 2024), 73% agreed that supplementary imaging is needed beyond mammography for women with a personal history of ILC. 

Between [insert date] and my [lumpectomy/mastectomy] in [insert date], I had [insert number of mammograms] mammograms, that [did not identify a tumour OR identified a tumour of insert size of tumour or tumours in cm]. Pathology following surgery found the tumour to actually be [insert size of tumour(s) in cm] cm. [Pathology also showed that I have very/dense breasts.]

These results demonstrate that [insert number]% of my tumour(s) was/were missed on mammogram. This means they had to reach a certain size before they were even seen on current imaging methods. 

We are frequently told that early detection is key for treating breast cancer, and it is a key aim of the Government’s new 10-Year Cancer Plan  to improve outcomes and early diagnosis for 75% of cancers being diagnosed at Stage 1 or 2. Currently, based on data Lobular Breast Cancer UK received from the National Disease Registration Service for 2022 in England, only 64% of ILC patients are diagnosed at Stage 1 and 2 compared with 70% of non-ILC. 

Stress is a known factor in the development of cancer. I am concerned that the protocol that is now meant to be keeping me safe is actually increasing that stress due to my lack of confidence in its effectiveness. I am being asked to trust a mammogram to find any recurrence when it did not find my primary tumour/identified only a proportion of my primary tumour, [Delete which is most appropriate] and is not currently the most appropriate and scientifically evidenced method of monitoring ILC. 
 
I am aware that the majority of treatment plans are based on research conducted for ductal or No Specific Type (NST) breast cancer rather than ILC, a very distinctive and separate disease in its initial growth, presentation and potential spread. 

I know that clinical decisions are guided by NICE (for England, Wales and Northern Ireland)/SIGN (Scotland) and local Trust guidelines. Current guidelines do not take into account the most up-to-date and increasing evidence that ILC and Ductal breast cancer/No Specific Type are different diseases and should be recognised as such in treatment decisions. 

A recent UK survey conducted by Lobular Breast Cancer UK in 2024 (see figure 1 below), shows the geographical disparity in ILC patients and that some individuals are being provided with supplementary imaging outside of NICE guidelines following initial primary treatment.

I ask you to consider the most current relevant medical evidence and request an MRI scan, or some form of supplementary imaging, in addition to my annual mammogram as follow-up. 

Should you disagree with my request, can you please provide me, in writing, with your evidence-based rationale for denying any form of supplementary imaging? 

I look forward to hearing from you, thank you.

Yours sincerely
 
 
 
 

[Your Name]

 
Key points and References
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Copied to: Dr .......[we recommend that you send copies of the letter to your wider medical team such as your GP, Breast Care Nurse, oncologist, radiologist]



Figure 1 Supplementary Imaging Provided for Monitoring ILC Patients Post-initial Primary Breast Cancer Treatment
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Data from LBCUK UK Patient Survey 2024




