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EXECUTIVE SUMMARY

To evaluate the achievements of the National Lynch syndrome Programme and
ongoing work across the South East region, we wanted to understand the experiences
of patients who have been screened for Lynch syndrome. To achieve this, we
gathered feedback with people who had been screened for Lynch syndrome to
understand and explore their experiences.

Analysis of their feedback was performed to understand the demographics of who
took part in the survey, how they rated their overall experience of screening, and the
key factors that contributed to this.

Who participated?

A total of 122 people shared their experiences. Of these, 7 people had not been
screened for Lynch syndrome, so were not eligible to participate. A further 7 people
received their Lynch syndrome care from outside of England. This resulted in 108
participants that we were able to include within the scope of this report. Nationally,
survey data shows that most responses were from the South East, with 45 individual
participants. The majority of participants were female, representing 84% of the cohort
nationally. The predominant ethnicity was White British, with the most common age
group being 50-59 years old, although a wide range of age groups was represented
from 20 — 29 to 70 years old and above.

Overall Experience

Overall experience of screening varied across regions. National responses are
explored in more detail within the survey results section, although the primary focus
of this report is patient experience across the South East.

Respondents who received their care through a mainstreamed pathway within the
South East, reported an overall positive experience. Participants that did not rate their
overall experience as positive described that their poor experiences were often the
result of long waits for clinical genetics appointments, and a lack of an accessible
and knowledgeable point of contact to help them through their diagnosis.
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Thematic analysis was used to investigate these experiences further by
categorising qualitative responses and padtient quotes into areas of success
and opportunities for improvement. From each theme, a set of actionable
recommendations have been developed that can be implemented by hospital
services, clinical genetics departments, cancer dlliances and Genomic
Medicine Services nationwide.

LACK OF INTEGRATED CARE

People talked to us about the lack of integration between
cancer services, clinical genetics and their GP. This meant they
often had to have repeated conversations about difficult topics
such as a cancer diagnosis, or diagnoses of family members.
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Respondents also shared their concerns with us about facing
long waiting times for a clinical genetics appointment with
some getting lost in the system and having to repeatedly follow
up. This caused anxiety and distress, leaving patients feeling
alone and dismissed.

EXPERIENCES WITH CLINICAL
GENETICS SERVICE AND HOSPITAL
CARE

Many respondents referred to their clinicians by name and told
us that they had developed a positive relationship with them
after being helped through a difficult diagnosis. This continuity
of care was important to patients, with many sharing having a
dedicated person they can contact within their oncology team
made a positive difference to their overall experience.

Patients who received a diagnosis of Lynch syndrome said that
they were thankful that they were able to make positive
changes as a result, with a number of people describing their
diagnosis as lifesaving.

With this, some respondents wished that they and their family
members had been diagnosed earlier. This identified a need for
increased awareness amongst clinicians about Lynch
syndrome, and better tools to provide patients with appropriate
and standardised information about screening.
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