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How did we do it?
Cancer Alliances

• Eligibility criteria as broad as possible 

• Distribution was varied

• Direct outreach via Lynch Champions and 

clinical colleagues 

• Charities patient involvement sites 

• Social media 

• Encourage people from sources they feel 

comfortable and familiar with 



How did we do it?
• Invited participants for further one-to-one conversations about their experience via 

video or phone

• Allow them to share what they felt was important rather than making assumptions

• Aimed to create a safe environment & had support available on hand from Lynch 

Syndrome Specialist Nurse

• Gained valuable insight about patients' journeys and what could be improved

• Identified six key themes that describe the patients' experience and perspectives



What did we hear?
Thematic analysis of qualitative survey responses and interview 

conversations identified six key themes that describe patients’ 
experiences, needs and perspectives.

These themes are explored in detail in the report to highlight key 

areas of success and improvement throughout the patient 

journey.



Key Themes



“I went in for something else and asked about the 

letter – the GP had filed it because they thought they 

didn’t have to do anything with it.”

“The GP surgery did not think they could do the 

test.”

What we heard: Recommendations:

Respondents shared that their experiences with 

multiple different care providers impacted 

upon their overall experience.

Patients expressed a worry regarding “slipping 

through the net.”

1. Training for GPs and cancer teams should be 

prioritised

2. Improved communication between services 

about the Lynch syndrome pathway

3. Taking a person-centred approach to Lynch 

syndrome.



“I wish I had known earlier, maybe I would have 

been Stage 1 instead of Stage 3b.”

“If I had known I had Lynch syndrome earlier, I 

would have been monitored and might not have 

incurable endometrial cancer now.”

What we heard: Recommendations:

Many patients said that their results gave them 

a greater sense of control, understanding and 

peace of mind.

Respondents talked about the need for clear, 

accessible information for themselves and their 

family members.

1. Standardised patient information should be 

created and utilised across all regions and 

NHS providers

2. Lynch Syndrome App should be widely 

promoted

3. Everyone diagnosed with Lynch syndrome 

should be given information about Lynch 

Syndrome UK and other support groups



Coming Soon – Lynch Syndrome Patient Information Module

The basics of 
Lynch syndrome Patient stories

Information from 
clinicians

Living with Lynch 
syndrome



In conclusion…
• More needs to be done to support healthcare providers that do not 

have knowledge of Lynch syndrome through increased education.

• There is a strong desire for knowledgeable and accessible points of 

contact.

• This report has clarified that there is a great need to reduce inequity 

and to increase integration of care.

• There is a need for increased psychological support.



Patient Feedback

The final version of the report was shared with the patients who responded to 
the survey and took part in interviews.

Here is what some of them said: 

‘The survey, interview and the final release of this report and it's recommendations, 
on behalf of people with Lynch Syndrome and their families, 

is really welcome and greatly appreciated.’

‘I can't see anything I would question or 
suggest to change, great work!’

‘Thank you for sharing the results, very 
interesting!’ 



Thank you!

Please scan the QR code below to access the report.
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