
Every 28 minutes, someone is diagnosed  
with lymphoma. That’s more than  

18,000 people every year.

There are 125,000 people currently living 
with lymphoma in the United Kingdom. 

125k

Background
• Lymphatic cancer, or lymphoma, is a complex 

cancer with more than 60 subtypes with varying 
diagnoses, treatment options and outcomes.

• It affects a part of the body few people 
understand – the lymphatic system. Some forms 
of lymphoma are aggressive, others are indolent. 
For most cases, there is no known cause.

• Despite an improved understanding of 
lymphoma, there remains a disparity between  
the experiences of lymphoma patients and  
those of other cancer types.

• For these reasons, the mainstream cancer service 
approach of prevention, early detection, speedy 
treatment and aftercare/survivorship does not work 
in the same way. Lymphoma warrants a different 
approach in cancer service policy and practice.

 

Objectives of research survey
• Understand more about the impact of  
 lymphoma on patients.
• Identify gaps in existing services.

• Seek improvement in the support offered  
to patients.

• Influence health policymakers.

• Produce the largest data set on lymphoma 
patient experience.

Methods

Quality Health, commissioned by the 
Lymphoma Association, designed and 
carried out the survey. Respondents 
were drawn from data gathered as part of 
the National Cancer Patient Experience 
Survey. Fieldwork was undertaken 
between 25 April and 15 July 2016.
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It is the fifth most common cancer  
in the United Kingdom.

It is the most common cancer in teenagers 
and young adults (15-24 year olds)

There are more than 60 different  
subtypes of lymphoma, making  

specialised support vital. 

17 people die every day from lymphoma 
in the United Kingdom, that’s around 

6,000 people every year
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Lymphoma patients 
should be informed 
of their subtype and 
referred to specialised 
forms of support.

NHS information  
providers should work 
with the voluntary sector 
to ensure the provision 
of accurate, timely and 
specialised resources.

All lymphoma patients 
placed on a ‘watch and 
wait’ regime should be 
provided with clear and 
easily understandable 
information.

The NHS should work 
with the voluntary 
sector to commission 
lymphoma-specific 
programmes of 
support.

All lymphoma 
treatment centres 
should ensure 
patients are made 
aware of clinical trials 
and the opportunity 
they may afford.

3,380
lymphoma patients 
completed the survey

46%
female 54%

male

Age of 
respondents

34% 
had never heard  
of lymphoma before  
their diagnosis

51% 
of respondents said 
their GP had a complete 
understanding of lymphoma. 
19% said their GP did not 
know about lymphoma at all.

46% 
 of respondents did not 
completely understand  
the explanation given by 
health professionals of  
what was wrong with them. 

“Because my lymphoma was so rare,  
my GP had no knowledge of this illness.”

“I believe the aftercare, 
particularly from an  
emotional perspective,  
could be improved.”

Route to diagnosis

GP referral under ‘two-
week wait’ scheme

The GP referred me to see 
a specialist at a hospital clinic – 

non-urgent referral

The GP sent me straight to
hospital on the same day

The GP started treating
me for another condition

I was seen as an Emergency /
A&E patient
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of respondents 

started treatment 
within one month.

 
of respondents  

were given the option  
of participating in a clinical 

trial – 66% of those  
went on to join a trial

 
were on ‘watch and wait’, of 
these 41% were not given 
written information about 
‘watch and wait’ yet more 

than half of those on ‘watch 
and wait’ had worries.

71% 1/5

23%
Only

Support

79% 
of respondents were 
given information 
about self-help 
groups for patients 
with lymphoma

48% of respondents received information about support:

48% 37% 1% “Whilst the care and support from the  
hospital was excellent during diagnosis and 
treatment, once the treatment was completed  
I felt almost abandoned. I believe the aftercare, 
particularly from an emotional perspective  
could be improved.”

Additional sources of support offered
to respondents

Buddying /
befriending

0%
Counselling or
psychotherapy

Other support
groups

I was not offered
additional support
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% of patients offered access to clinical trial
by Strategic Clinical Network
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joined trial

Offered, but 
didn’t join trial
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Of those that did access additional 
support, 85% said it helped them  
feel better/more positive

At diagnosis During treatment After treatment

Clinical trials

Supporting people affected  
by lymphatic cancer

Full report available at www.lymphomas.org.uk/understanding-lymphoma-cancer

Results 

conclusions - ouR 10 Recommendations

14% 
Just told I  

had lymphoma

13% 
Told I had a 

subtype of NHL

2% 
Told it was a different 
condition altogether 
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Improve awareness 
and understanding 
of lymphoma within 
general practice.

Audit national 
lymphoma data.

General practices 
should work with 
specialist lymphoma 
organisations to better 
understand the impact 
of living with lymphoma.

Improve public 
health education 
around lymphoma.

Information providers 
need to reconsider 
their approach to 
accessible and 
understandable 
information.
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