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Dear friend, 

Through this report we aim to inform and 
inspire positive change for the thousands of 
people affected by lymphoma in the UK. This 
document will outline our recommendations 
and communicate what we know, and hear 
from patients, relatives and carers to be 
the biggest challenges they face. These can 
be significantly reduced with the help of 
policymakers to make life better for people 
living with, and beyond, lymphatic cancer.  

Indeed, this document is published at a time 
when, with an ageing population, the number 
of people living with, and beyond, a cancer 
diagnosis is rising. Our report highlights five key 
areas where significant improvements need 
to be made in order to better support people 
affected by lymphoma. These are: 

Early diagnosis, patient experience, 
psychological support, data management,  
and joint working. 

If addressed, survival rates, patient experience 
and post-treatment support will improve and 
we will come to learn more about the extent  
of lymphoma in the UK and be in a better  
position to drive forward systemic change. 

Furthermore, as politicians debate the direction 
of the NHS and the integration of its health and 
social care services, the Lymphoma Association 
calls on you, the policy-makers, decision-makers 
and managers and commissioners, to appreciate 
the role the voluntary sector can have in helping 
to ease the burden on the NHS.  We believe 

Jonathan

there are significant opportunities for organisations 
like us to support the NHS even more than we  
do so already, and the areas that we judge to  
be suitable for joint working are highlighted in  
this report.  

Today, we call on you, and your fellow colleagues, 
to help us focus attention on people affected by 
lymphoma and ensure future cancer policies and 
initiatives address the issues and added suffering 
that they face  (in the same way that attention is 
given to the four most common cancers – breast, 
bowel, lung and prostate). We ask for your help 
in raising awareness of lymphoma and ensuring 
the appropriate services are in place, and finally to 
refrain from looking at lymphatic cancer through 
a general cancer lens. The lymphoma journey is a 
distinct and different one. 

We know from all of the work that has already been 
done to improve cancer survival rates and service 
delivery that the will to help exists. We thank you  
for what you have done in the past and we now  
urge you to help us with our goal to make life  
better for the thousands of people affected by 
lymphatic cancer. 

Yours sincerely,

An open letter to British politicians and policy makers; opinion leaders and 

influencers; NHS managers and commissioners, from Jonathan Pearce, 

Lymphoma Association chief executive
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The Lymphoma Association is a national charity, established in 1986, which provides high quality 
information, advice and support to people affected by lymphoma (lymphatic cancer). We also 
provide education, training and support to healthcare practitioners who work with lymphoma 
patients. In addition, we engage in policy and lobbying work at government level and within the 
National Health Service, with the aim of improving the patient journey and experience of people 
affected by lymphoma. We are the only UK charity which specialises in providing support and 
information on lymphomas.
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Executive summary
The Lymphoma-what’s that? report outlines the areas where policymakers can 
make a difference and help us make life better for people living with, and beyond, 
lymphatic cancer. It communicates what we know, and hear from our supporters, 
to be the biggest challenges and issues faced by someone with a lymphoma 
diagnosis.

Our Recommendations

1. Commit to researching and developing a  
better risk assessment and diagnostic process  
for lymphoma in primary care populations.

•  Lymphoma is the fifth most common cancer  
in the UK, yet it is neither well-known nor  
easily understood.

•  Nearly one-third (32%) of lymphoma patients 
in the 2014 National Cancer Patient Experience 
Survey (NCPES) said their health got worse while 
they were waiting for their first appointment with 
a hospital doctor (compared with only one-fifth 
(20%) of all cancer patients). 

•  Between 2006 and 2013, more than a quarter  
of non-Hodgkin lymphoma patients were 
detected in hospital A&E departments.  

2. Commit to ensuring lymphoma patients have 
guaranteed access to appropriate and adequate 
psychological support services.  

•  Many forms of lymphoma are not curable  
and people can live with ‘chronic’ lymphoma  
for a long time. This presents a range of 
additional issues including those around 
psychological support. 

•  We hear first-hand that many patients  
feel neglected once their treatment is over. 
Concerns about relapse and secondary  
cancer can be distressing.

•  Our service users tell us their cancer experience 
is different from that of other cancer patients  
and they want lymphoma-specific support. 

3. Commit to ensuring the NHS works more 
closely, collaboratively and supportively with the 
voluntary sector in order to deliver more and better 
support services for those affected by lymphoma.  

•  Our service users tell us that their needs are not 
always met by NHS services, especially services 
related to psychological support. 

•  The Lymphoma Association is currently 
developing services to respond to the needs  
and demands of its service users. 

•  Because of its expertise and close connection  
to patients and their families, the voluntary 
sector is in a valuable position to help ease 
burdens within the NHS. 

4. Commit to ensuring the accurate collection 
and completeness of cancer registry data for 
lymphomas (and other haematological cancers), 
so that full, proper and informative analysis of 
diagnosis, staging and treatment can take place.  

•  The Blood Cancers Data Quality Report (2010) 
tells us that in some registries, there are 
significant variations between registries in 
the practice of blood cancer registration and 
corresponding treatments. 

•  Without reliable data, improvements in 
diagnosis, treatments and outcomes will  
be slower and much reduced. 
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Lymphoma-What’s that?

Adam, diagnosed in 2013.

‘They did tell me that 
they suspected Hodgkin 
lymphoma. I had never 
even heard of this  
disease before.’ 



Lymphoma is a complex disease with two main 
categories: Hodgkin lymphoma (HL) and non-
Hodgkin lymphoma (NHL), the latter of which also 
has a great number of subtypes. Outcomes vary 
according to subtype, stage of diagnosis, treatment 
and patient age. While lymphoma shares some 
similarities with other types of cancer, there are 
aspects that make it different and which warrant 
a change of approach within mainstream cancer 
policy and healthcare practice. Furthermore, 
mainstream public health messages around cancer 
don’t always chime with lymphoma. For example:  

•  For most cases of lymphoma, there is no known 
cause. Therefore, positive health promotion 
messages will have little impact. Although good 
health and diet, not smoking etc, are important 
for the prevention of many other conditions, 
with lymphoma lifestyle factors will not affect 
diagnosis. In this sense, it’s a great ‘unknown’,  
and ‘unknowable’ disease.

•  Lymphoma concerns a part of the body that 
few people know or understand – the lymphatic 
system. This makes it even harder to cope  
with and explain to other people.

•  For some forms of lymphoma, particularly 
indolent or low grade forms, the initial treatment 
might be “no treatment”, in the form of ‘watch 
and wait’, whereby people with a diagnosis 
but no troublesome symptoms will see their 
specialist for regular check-ups and only begin 
treatment if problematic symptoms develop. This 
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About Lymphoma
Every 40 minutes someone is diagnosed with lymphoma. It is the fifth most common 
cancer in the UK with more than 14,000 diagnoses every year (plus a further 3,000 
per year for chronic lymphocytic leukaemia (CLL), which despite its name is now 
clinically recognised as a form of lymphoma). As the most common haematological 
or blood cancer, the latest data shows that around 100,000 people are currently 
living with lymphoma (and many more when you include people living with CLL). 
Furthermore, while being a cancer that generally presents in older age, it is also the 
most common cancer in teenagers and young adults aged under 30. Despite these 
statistics, lymphoma is neither well-known nor easily understood. 

runs counter to mainstream cancer messaging  
which concentrates on spotting and 
understanding the signs and symptoms of 
cancer, leading to earlier diagnosis and speedy 
treatment, with, in many cases, a direct link to 
vastly improved outcomes. This is not the case 
for many forms of lymphoma. This difference 
should be acknowledged in the promotion of 
better awareness and understanding of the 
disease, as well as improved counselling and 
psychological support for those with a  
diagnosis but no treatment.

•  Chronic cancer – while the majority of  
cancers, particularly solid tumour ones, will 
be treated with curative intent, many forms 
of lymphoma are not curable, but they are 
eminently manageable as long-term diseases.  
As such, many people will live with lymphoma 
for a long time, with a number of relapses. It  
may well be that they outlive their cancer, but  
die from some other cause. This presents a 
whole range of additional issues for lymphoma 
patients and their families, including those 
around psychological support for coping with 
a long-term incurable cancer and a different 
approach to survivorship support.
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•  In contrast, some forms of lymphoma are 
aggressive and, if not treated quickly and 
effectively, will become terminal. Yet, at the 
same time, many of these aggressive forms are 
the ones that can be treated most successfully 
and have the potential to be cured. All this 
adds further to the complexity and difficulty in 
understanding lymphoma as a cancer.

•  Age is an important factor in cancer diagnosis, 
treatment and survival generally. It is particularly 
important in lymphoma because of the two 
peaks of incidence – one in younger people 
under the age of 30 and the other in older 
people, particularly over the age of 55.

•  Lymphoma is the most common cancer among 
adolescents. The needs of patients are not 
always met, however, because adolescent 
lymphoma has features consistent with both 
childhood and adult lymphoma. This can lead to 
disagreements between medical oncologists 
and paediatric oncologists due to the divergent 
treatment plans each may follow – this can lead 
to complications in the treatment plans1. 

It is these differences that mean people 
affected by lymphoma will often come to the 
Lymphoma Association for disease-specific 
information and support. We support anyone 
affected by lymphoma, regardless of type and/
or subtype. We recognise the differing needs 
that each type of lymphoma presents – we are 
the only UK charity that focuses exclusively on 
providing support and medical information to 
people affected by lymphatic cancer. 

Lymphoma-What’s that?

Kat, diagnosed with B-cell  
non-Hodgkin lymphoma in 2012.

‘I first noticed 
symptoms six  
months previous to 
the diagnosis and had 
visited my GP several 
times. My symptoms  
were typical of 
lymphoma and I felt 
it should have been 
identified much  
earlier than it was.’



About Diagnosis
Recommendation 1: Commit to researching and 
developing a better risk assessment and diagnostic 
process for lymphoma in primary care populations. 
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Lymphoma is a complex blood cancer and  
highly individual. It can be incredibly difficult to 
diagnose. For some forms of lymphoma, particularly 
high-grade or aggressive ones, early detection can 
help improve the chance of survival and patient 
experience. Therefore, identifying the signs and 
symptoms as early as possible is vitally important.

The biggest barrier to improving cancer services is  
the lack of awareness of less common cancers, 
including lymphoma, which leads to them being 
accorded lower priority within NHS and government 
policy, even though they account for nearly half of 
diagnosed cases and over half of cancer-related 
deaths.

According to the 2014 NCPES in England, nearly 
one-third (32%) of lymphoma patients said their 
health got worse while they were waiting for 
their first appointment with a hospital doctor. This 
compares with a figure of only one-fifth (20%) for 
all cancer patients2.

We know there is a need to provide further support 
and training to GPs in identifying the complexities 
of lymphoma. 

We responded to this need by developing, in 
partnership with the Royal College of GPs (RCGP), 
an online GP training tool, Lymphoma in Primary 
Care, for doctors to learn more about spotting  
the signs and symptoms of lymphoma. 

While there have been a number of initiatives 
introduced in recent years that raise awareness of, 
and screen for, various cancers, in most cases, these 
measures are very much geared towards the ‘bigger’ 
or most common cancers, rather than the less 
common cancers, including lymphoma. Thus, we 
developed our own initiative and would call on NHS 
England to support and make it mandatory for  
GPs to complete Lymphoma in Primary Care. 

Lymphoma patients

Other cancer patients 20%

32%

% of lymphoma patients who said their 
health got worse while waiting for their first 
appointment with a hospital doctor



Lymphoma-What’s that?

Dr Ben Riley, Lymphoma Association Trustee, GP and 
Medical Director of Curriculum at the RCGP

‘As GPs we see a range of patients experiencing 
a variety of symptoms so it is important that we 
continue to develop our understanding of diseases  
to enable us to provide the right care.’ 



Alongside this, we call on the government and the 
NHS to commit to researching and developing a 
diagnostic tool that is compatible with primary care 
IT systems that will enable a range of symptoms to 
be flagged as a possible cancer. As the gatekeep-
ers of care, GPs are usually the first port of call 
for someone suffering from symptoms related to 
lymphoma. It is imperative that doctors are able to 
recognise lymphoma-related symptoms in order to 
refer the patient on for specialist assessment, and 
where necessary the appropriate treatment. 

We also call on the Government to urge NHS 
England to use the Be Clear on Cancer campaign to 
help raise awareness of the signs and symptoms 
of lymphoma. This has proved successful for other 
cancers and may very well encourage a number of 
people to visit their GP about symptoms they may 
be experiencing but attributing to other conditions 
such as the menopause or flu. 

Hospital diagnosis

Lymphoma, as with other haematological 
malignancies, is a hard disease to diagnose 
accurately, but it is crucial to do so, given the  
many different subtypes and corresponding 
different treatment options and pathways. Failure  
to diagnose both the lymphoma and its subtype  
can lead to inappropriate and sometimes 
unnecessary treatment. Even when timely and 
proper referral has been made to hospital for more 
detailed diagnostic services, the situation remains 
complex and uncertain for many lymphoma 
patients, due to the varying approaches to 
diagnosis within the UK’s hospitals. 

At its simplest, due to its complexity, lymphoma 
diagnosis will involve a number of diagnostic 
techniques, based on modern developments in 
molecular medicine:

•  conventional histopathology and cytopathology
•  flow cytometry and immunohistochemistry
•  Cytogenetics and FISH
•  molecular genetics.

The relevant diagnostic tests tend to be carried 
out on blood and bone marrow samples and 
biopsies of lymph nodes. Because each of the 
tests require different and often rapid processing, 
it’s more common practice for samples to be sent 
to different laboratories with each laboratory then 
issuing a separate report. In order for a definitive 
diagnosis to be made, all the diagnostic results 
need to be brought together by a Specialised 
Integrated Haematological Malignancy Diagnostic 
Service (SIHMDS). However, most haematological 
cancer services do not have access to such a 
service, despite a NICE recommendation being 
in place for more than 10 years (see Improving 
Outcomes Guideline for Haematological Cancers 
(NICE, 2003, and currently being reviewed for re-
publication in 2016)). This increases misdiagnosis 
and inaccurate diagnosis, which only has a negative 
impact on overall treatment outcomes for people 
with lymphoma (and other haematological cancers) 
where they do not have access to SIHMDS.

More recently, the NCIN has confirmed from a  
2015 survey that only half of haematological 
services in England said they had access to 
specialised integrated diagnostic services3.

We urge NHS commissioners and clinicians to 
work together to implement the NICE guidelines 
throughout the UK.

‘Failure to diagnose both the lymphoma and its 
subtype can lead to inappropriate and sometimes 
unnecessary treatment.’ 
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Emergency presentation

A significant proportion of lymphomas are only 
detected through emergency presentations at 
hospital A&E departments (which in some cases 
will have been direct referral of a patient by their 
GP to A&E). This partly reflects the fact that 
lymphoma is hard to diagnose, and high grade 
lymphomas in particular can be very aggressive  
and develop quickly. 

Between 2006 and 2013, 26% of NHL cases were 
detected in A&E hospital departments, compared 
to 5% of female breast cancer cases and 9% 
of prostate cancer cases. This has an impact on 
overall survival, as the lymphoma is likely to be 
more advanced and/or aggressive, with the one-
year survival rate falling to 50% for A&E-diagnosed 
cases (compared to 76% for all non-Hodgkin 
lymphoma cases)5. 

Generally, the later the stage at diagnosis, the 
poorer the chances of survival. For example, the 
five-year survival rate for follicular lymphoma 
diagnosed at stage 1 is 91%, yet this falls to  
79% at stages 3 and 46.

Lymphoma-What’s that?

26%

17%

5%

9%

Non-Hodgkin lymphoma

Hodgkin lymphoma

Female breast cancer

Prostate cancer

Yet, as another example of lymphoma’s differences 
to some types of solid tumour, there are exceptions 
to this. There will be cases where the lymphoma 
will be at stage IV at the very earliest possible 
point of diagnosis, whereas other lymphomas may 
have developed bulky tumours which may not have 
spread into other parts of the body and so will  
not be late stage. There will be situations where  
a delayed diagnosis will not always lead to a  
worse outcome.

Without an increased focus on reliable primary 
care diagnostic tools and greater awareness and 
education, it is unlikely that we will be able to 
reduce the number of lymphoma cases identified 
during A&E presentation. We wholeheartedly 
support the proposals in the Cancer Taskforce’s 
proposed Cancer Strategy for England (Achieving 
World Class Outcomes for Cancer 2015 to 2020 
(published July 2015) that call for an audit in 
the future of all cancer cases detected in A&E 
departments. We would go further, however, and 
call for evidenced and documented follow up 
between A&E departments and local GP networks 
on the learnings from such audits, given the high 
numbers of lymphoma cases detected in this way.
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About Treatment  
and Care
Recommendation 2: Commit to ensuring lymphoma 
patients have guaranteed access to appropriate and 
adequate psychological support services. 

Recommendation 3: Commit to ensuring the NHS 
works more closely, collaboratively and supportively 
with the voluntary sector in order to deliver more and 
better support services for those affected by lymphoma.

Access to effective treatment has a significant 
role to play in improving lymphatic cancer survival 
rates, but also in improving lymphoma patients’ 
experience of care. Improving the quality, 
coordination and access to treatments is,  
however, an on-going challenge.

About Treatment 
Access to new treatments

The Cancer Drugs Fund (CDF) was set up by the 
Government in England to pay for cancer drugs 
that have not been approved by the National 
Institute for Health and Care Excellence (NICE) 
and are not available within the NHS in England. 
However, the system does not adequately 
accommodate rare and less common cancers 
(which include some types of lymphomas) and 
those cancers that do not fit the solid tumour 
norm and are often treated with a curative intent. 
At present, the CDF budget tends to allocate 
more funding to these types of cancers as 
they will, by nature, cater for larger numbers of 
people, although there may already be a range of 
treatments already available for those forms of 
cancers, whereas for rare or less common  
cancers there will be fewer treatment options. 

The new treatments being developed for 
lymphomas are typically innovative, less 
understood, used in smaller populations, less likely 
to be approved by NICE for use within the NHS 
and often much more expensive. At the same 
time, the CDF’s scoring system disadvantages rare 
and less common cancer treatments as it places 
a stronger emphasis on Phase III clinical trial data 
(which is collected in larger trial populations). While 
understandable for common cancer treatments, 
where large numbers of people are affected and 
can be entered into clinical trials, such data is 
much harder to obtain for rare and less common 
cancers, such as lymphomas, where potential 
trial populations may number in the tens or low 
hundreds. Such treatments may therefore have to 
rely more on Phase II clinical trial data, which the 
CDF’s current scoring system will not accept and 
thus the treatment cannot be scored on certain 
criteria – even if the marketing authorisation of the 
drug has recognised the innovative or breakthrough 
status of the drug. 

Therefore, such treatments are less likely to be 
accessible through the CDF. This makes a mockery 
of the system and is disservice to patients who 
require rapid access to new treatments, as they 
become authorised.
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Lymphoma-What’s that?

Pat, diagnosed with follicular lymphoma in 2000.

‘Most people think I am 
cured, and knowing that  
I will never be cured has  
been a really big hurdle  
to get over.’



In this respect, arguably the CDF is not fit for 
purpose, as it does not incorporate the flexibility 
to meet the treatment needs of people with rare 
and less common cancer. 

Furthermore, according to the Investigation into 
the Cancer Drugs Fund report published by the 
National Audit Office, the CDF has also failed to 
collect usable data on the impact of the Fund’s 
treatments on patient outcomes, including 
survival.  

At the time of writing, NHS England has just 
begun consulting on proposals for the CDF 
to evolve into a managed access fund, with a 
closer working relationship with a new, more 
streamlined version of the NICE technology 
appraisal process for assessing cancer 
treatments – all planned to come into effect in 
April 2016. While there is much to be welcomed 
in the new proposals, including the ideas around 
more efficient entry to and exit from the fund for 
new treatments, and the collection of real world 
outcomes data, it is still not clear that treatments 
for rare and less common cancer, including 
lymphoma, will fare any better than under 
the current system. For instance, the current 
consultation does not cover how to handle the 
transition of the current CDF treatments into  
any new fund.

In summary, we would like to see the following 
from a new NICE/CDF appraisal and access 
system:

•  A system that is rooted in the real world for 
real people and that reflects the needs and 
priorities of people affected by rare and less 
common cancers, such as lymphoma. In this 
way, we’d like to see NICE and CDF processes 
focused on patient needs and priorities, 
such as treatments where there are few 
treatment options or outcomes are poor (eg, 
for diffuse large B-cell lymphoma or mantle 
cell lymphoma) or where particular groups of 
people will benefit (eg, children, teenagers  
and young adults)

•  An assessment system that is fit for purpose  
for people with chronic cancer (such as many 
forms of lymphoma) and not just for those  
being treated with curative intent or at the  
end of their lives.

•  Flexibility in the evidence that is considered in 
assessments, given the smaller populations 
that are affected by lymphoma (e.g. the c2,000 
people diagnosed with Hodgkin lymphoma in 
the UK each year).

•  An understanding that some of the newer 
targeted therapies for lymphoma, while 
probably not being curative on their own, can 
induce complete remissions in patients who 
have failed to respond to previous therapy. This 
can then open up the window for stem cell 
transplantation, which can be life-saving. One 
such example is that of brentuximab vedotin for 
relapsed/refractory Hodgkin lymphoma, which 
was almost removed from the CDF towards  
the end of 2015.

•  Genuine and meaningful patient involvement, 
including following the lead taken by the Scottish 
Medicine Consortium Patient and Clinical 
Evidence system.

It should also be noted that the NHS and health 
spending is a devolved matter and the governments 
of Northern Ireland, Scotland and Wales so far have 
not implemented a CDF or similar programme. This 
means there is a huge disparity in the availability 
of treatments not just across England, but across 
the UK. There needs to be equity of access to new 
treatments across all four nations. 

Treatment 
Understanding lymphoma

Around 40% of lymphoma patients responding 
in the 2014 NCPES reported that they did not 
completely understand what was wrong with 
them7. Similarly, fewer lymphoma patients said 
they were given clear information about what they 
should or shouldn’t do after being discharged from 
hospital compared to all cancer patients.
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Andy, diagnosed with follicular lymphoma in 2009.

‘I found it difficult to come to terms with the treatment 
plan they had for me. They weren’t going to do 
anything about the cancer straightaway, but that they 
would adopt a ‘watch and wait’ strategy.  
It felt more like ‘wait and worry’.’

Lymphoma-What’s that?



To address these issues, the Lymphoma 
Association would like to see haematology 
services provide or direct patients to access  
an information service, such as that provided 
by us, to help people understand and cope with 
their diagnosis. This could involve being linked 
with a trained buddy or befriender or advocate, 
who could help explain lymphoma in terms that 
patients can understand, and at a time when  
they are better able to absorb the information  
(e.g., in a non-hospital setting).

Clinical trials

As highlighted in the 2014 NCPES, the opportunity 
to take part in a clinical trial was discussed with 
only 27% of lymphoma patients, compared to 
31% of all cancer patients. Clinical trials are a 
fundamental part of the process for making new 
drugs and treatments available to all patients and 
for improving treatments for future patients. 

We also know that there is no formal or coordinated 
plan to recruit patients on to lymphoma trials, 
although there is an acknowledged shortage 
of trial participants; nor is there a dedicated 
resource or service that provides clear, accessible, 
lay information to patients and potential trial 
participants on clinical research and individual trials. 
The Lymphoma Association is working on meeting 
these needs and plugging these gaps, including 
through discussions with the National Cancer 
Research Institute’s Lymphoma Clinical Studies 
Group. However, further support and resources  
are required to ensure we can make these  
plans a reality.

About Care

As the UK’s only charity focussing exclusively on 
supporting people affected by lymphatic cancer, we 
hear first-hand that many patients feel neglected 
once their treatment is over and find it hard to 
move on emotionally, especially if they are suffering 
with the lasting effects of treatment. At this stage, 
many people will contact us. Concerns about 
relapse or contracting a secondary cancer can be 
overwhelming. 

Additionally, the number of people living with a 
lymphoma on a ‘watch and wait’ basis is rising. 
For these people, living with a long-term, indolent 
cancer can cause distress and create a need for 
psychological support. It’s hard to get on with your 
life, when you know that you have cancer and  
need chemotherapy at some point in the future – 
but not know when.

‘I found it difficult to come to terms with the 
treatment plan they had for me. They weren’t going 
to do anything about the cancer straightaway, but 
that they would adopt a ‘watch and wait’ strategy.  
It felt more like ‘wait and worry’. 

Andy, diagnosed with follicular lymphoma in 2009 

It has been recognised in NHS England’s Five Year 
Forward View (FYFV) that services need to be 
integrated around the patient, specifically citing the 
example ‘a patient with cancer needs their mental 
health and social care coordinated around them’. 
Furthermore, Cancer Research UK has stated 
that depression is said to be the least recognised 
symptom in people with cancer8. 
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they were given clear information

Lymphoma patients who completely
understood explanation of what was wrong

Other cancer patients who completely
understood explanation of what was wrong
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2014 National Cancer Patient Experience Survey



Almost a third of people who used the Lymphoma 
Association’s services in 2014 contacted us about 
emotional support. Each month thousands of 
people turn to the Lymphoma Association for 
information and support. In an independent survey, 
commissioned by the Lymphoma Association, 89% 
of respondents told us they want more help and 
information about living with lymphoma. 

‘I remember the panic I felt when I knew my 
treatment had come to an end. During chemo and 
radiotherapy, I just carried on, but afterwards I felt 
so abnormal. I was almost relieved when I was told 
that my type of low-grade lymphoma meant I would 
be kept under hospital review, as I knew then that I 
would have continued support and advice.’

Sharon, diagnosed with non-Hodgkin lymphoma in 2003

75% of people with cancer experience anxiety  
as a result of their diagnosis9. Because of the 
diverse, chronic nature of some forms of non-
Hodgkin lymphoma, which can lead to greater 
anxiety and uncertainty, patients need to be able 
to access tailored information to cope with the 
varying nature of the disease. Moreover, people 
who have low grade non-Hodgkin lymphoma may 
not be in treatment immediately but many are 
still unable to continue employment following 
diagnosis, need to miss days of work or require 
support from a caregiver. This can compound  
the need for emotional support. 

This is an area where the role of the voluntary 
sector has a place. The Lymphoma Association, 
responding to demand, is currently developing a 
range of counselling and psychological support 
services. Because of our in-depth knowledge of 
lymphatic cancers and close connection to people 
affected by lymphoma, we are in a valuable position 
to offer support services and meet the needs of 
this population group. 

The NHS is under considerable pressure and we 
know from our service users that their needs 
are not always met by NHS services. To ease 
the burden, those charged with commissioning 
services should realise the value in voluntary  
sector service provision. 

Although NHS England, in partnership with 
Macmillan Cancer Support, is running a new 
Living with and Beyond Cancer programme, which 
has a psychological support element, we know 
that people affected by lymphoma and other 
haematological cancers (especially ones that 
behave in a similar way to chronic diseases) feel 
that their experience is different from other cancers 
and consequently want lymphoma-specific support. 

Our Live your life – living with and beyond  
lymphoma programme, a support programme of 
online, print, audio-visual and educational resources, 
has been designed to help people affected by 
lymphoma when they might feel isolated, neglected 
and finding it hard to move on with their lives. This 
is just one example of many where the voluntary 
sector can offer specialist services above and 
beyond what statutory services alone can achieve 
and is just one illustration of why we want to see a 
commitment from the NHS to commissioning more 
support services in collaboration with the voluntary 
sector and the local authority social care sector.

While this philosophy is recognised by NHS 
England in its FYFV report, which recognises that 
the voluntary sector is often ‘better able to reach 
underserved groups’, more needs to be done to 
ensure that stronger, local partnerships between 
the NHS and the voluntary sector are established, 
that there is local uptake of voluntary sector 
services to prevent patients falling through the 
gaps that currently exist in service provision and  
to ensuring that this philosophy is rolled out  
across the UK in order to put an end to the  
NHS postcode lottery. 

Survival 
As with the majority of cancers, relative survival 
rates for lymphoma are improving. This can be 
generally attributed to more effective treatment 
and improved supportive care. Overall, lymphoma 
patients today have a much better prognosis 
compared with people diagnosed in earlier 
decades. However, an on-going challenge lies 
in improving the diagnosis and treatment of all 
lymphomas and supporting and improving the 
quality of life for those living with and beyond 
lymphatic cancer.  

Lymphoma-What’s that?
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International comparison
While the diagnosis, treatment and management 
of lymphoma in the UK have all improved massively 
over the last 40 years, our survival and mortality 
rates continue to lag behind those for other 
countries in Europe, as well as some parts of  
the rest of the world.  

The most recent Europe-wide five-year survival 
data for non-Hodgkin lymphoma (all subtypes 
combined) in 1995-1999 show that all four nations 
in the UK are below the average for Europe  
(which is 55%)10. 

In 2000-2001, the UK’s five-year survival rate was 
52.2%. Across the European countries, five-year 
survival rates range from 44% to 63%. However, 
as with international incidence estimates, differing 
data collection practices throughout Europe may 
contribute to the ranking of individual countries.

For Hodgkin lymphoma, UK mortality rates are 
estimated to be the 19th lowest in males in 
Europe, and 13th highest in females. These data 
are broadly in line with Europe-specific data 
available elsewhere11.

The NCIN Older People and Cancer report records 
that survival rates for several cancer types are 
lower in the UK compared with other countries 
across Europe and the rest of the world and that 
gap is wider for older people (aged 65 and over  
and 75 and over) than for younger people12.

Reasons for the gap (beyond differences in stage  
at diagnosis) may be:

•  Variation in access to the best  treatments

•  Variation in general fitness of patients (e.g. UK 
patients having more comorbidities and are 
potentially less fit for aggressive treatments)

•  Variations in the patient/diagnostic pathway 
(e.g. UK patients experiencing longer intervals 
between steps along their care pathway).

•  Inconsistencies in the data collected in each 
country (e.g. countries “starting the clock” for 
survival calculations at different points in the 
diagnostic pathway).
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Within the UK
Levels of improvement in treatment vary between 
the different forms and subtypes of lymphoma. 
Survival rates are good for some forms of 
lymphoma but very poor for others. For instance, 
survival rates for patients diagnosed with Hodgkin 
lymphoma tend to be higher in comparison to  
non-Hodgkin lymphoma. 

During 2010-11 in England and Wales, 91% of 
people with Hodgkin lymphoma survived for at 
least one year and 85% survived for five years13.  
The highest mortality rates are within older men 
and women. Between 2010 and 2012, two-thirds  
of Hodgkin lymphoma deaths were in those  
aged 60 years and over14. 

The picture for non-Hodgkin lymphoma is very 
different and illustrates the complexity of the 
disease and its subtypes.  

One-year relative survival is significantly better 
for follicular lymphoma than for diffuse large 
B-cell lymphoma or mantle cell lymphoma for 
patients diagnosed during 2004-2011 in the 
Haematological Malignancy Research Network 
(HMRN) region. 

Marginal Zone
lymphomas

Mantle Cell
lymphoma

Follicular
lymphoma

Diffuse large B-cell
lymphoma

76%

92%

27%

71%

87%

96%

55%

65%

One-year and five-year survival rates for NHL in 
England and Wales, 2004-1115

Five year One year



Five-year survival follows a similar pattern  
and is significantly higher for follicular  
lymphoma and significantly lower for mantle  
cell lymphoma in comparison with the two  
other main NHL subtypes. Mantle cell lymphoma, 
a low-grade lymphoma, but one that can grow 
quickly and may be treated more like a high-grade 
lymphoma, shows the largest decrease in survival 
between one and five years after diagnosis.

Similarly, survival rates decrease with age. 
Mortality rates for non-Hodgkin lymphoma  
increase massively for males and females in  
the older age groups16.  

Regional variation
Why do the age-standardised rates for mortality  
in non-Hodgkin lymphoma vary to the extent  
they do across the four nations?

The rate for the whole of the UK was: 
4.8 (per 100,000 head of population in 2012)17  

The same figures split across the four nations are:

Lymphoma-What’s that?
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Age-standardised 
rates for mortality  
in NHL across the UK

This represents a difference of nearly 20% 
between the mortality rates in the different  
nations of the UK.

It is clear – more needs to be done to achieve 
consistent practice throughout the UK that 
matches the outcomes of the best performing 
countries in Europe and elsewhere.

End of life
People dying from haematological cancers (of 
which lymphoma is one) are among those who will 
spend the least time at home in the last six months 
of their life. While some of this is down to the 
complexity of the disease and the treatment and 
support that may be required, this is much worse 
than for other forms of cancer, and denies many 
patients the opportunity of being at home towards 
the end of their lives. 

England

4.7

Scotland

5.0

Wales

4.9

Northern 
Ireland

5.5



The National Cancer Data Repository (NCDR) holds 
cancer data collected by eight individual cancer 
registries. While the registries work to a common 
set of polices, there have been variations between 
registries in the recording of data. Furthermore, the 
classification of blood cancers has changed over 
time with clinicians and registries adopting new 
forms of classification at different points in time.18

Blood cancers, including lymphomas, are a 
very diverse range of diseases that differ in 
presentation, diagnosis, treatment and outcomes. 
All these factors affect the quality of information 
available and how it is recorded by the registries. 

The NCDR Blood Cancers Data Quality Report 
2010 (NCDR BCDQR), which aims to assess the 
data quality and completeness of cancer registry 
data, shows a large variability in the distribution of 
recorded treatment. This could indicate substantial 
under-recording of cancer registration, staging and 
treatment in some registries.

Indeed, the NCIN Equality Metrics Report 2015 
shows that the proportion of cancer patients with 
a recorded stage is increasing, with particular 
improvements since 2012 (less than 40%) for non-
Hodgkin lymphoma. However, in 2013 just over 
70% of registered non-Hodgkin lymphoma cases 
in England had a recorded stage, yet the figure 
for other cancers including breast, lung, colon and 
malignant melanoma was well above 80%19. 

Without consistent and reliable data, further 
opportunities to improve the diagnosis, treatment 
and aftercare for lymphoma will be missed. 

About Data Collection
Recommendation 4: Commit to ensuring the accurate 
collection and completeness of cancer registry data 
for lymphomas (and other haematological cancers), 
so that full, proper and informative analysis of 
diagnosis, staging and treatment can take place. 

To achieve collection of accurate and complete 
data, the registries should implement protocols 
and procedures that encourage consistent, 
standardised practice. 

Postcode lottery
Cancer registries seek to record treatment received 
by patients in the first six months following 
diagnosis and then classify the treatment received 
into broad categories: chemotherapy, radiotherapy, 
hormone therapy and surgery.

Chemotherapy, in its various forms, is the major 
treatment received by patients with all types of 
blood cancer (including lymphomas). However, 
the NCDR BCDQR highlights a large variability in 
the distribution of recorded treatment for people 
with Hodgkin and non-Hodgkin lymphoma. 
Furthermore, radiotherapy may form part of the 
primary treatment received by some patients with 
lymphomas, yet, the report, again, shows levels 
of variation between registries as to whether 
radiotherapy was given. This may indicate that 
substantial under-ascertainment of radiotherapy is 
occurring in some registries.

When analysing the Systemic Anti-Cancer Therapy 
12 Month Benchmark Report, the regional 
variation is further highlighted. For example, the 
data received for lymphoma patients for the time 
period October 2013 to September 2014, shows 
that for the top three treatment regions there is 
huge disparity of use across the UK. For example, 
R Chop, a common treatment for low grade 
lymphoma, was given to approximately 25% of 
lymphoma patients in England overall.  
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However, in the London Commissioning Region 
it was given to approximately 18% of patients 
compared to around 30% of patients in Cumbria, 
Northumberland, Tyne and Wear. 20

The use of Rituximab tells a similar story 
with approximately 20% of patients receiving 
it in England overall but in Birmingham it is 
administered to around 20% of patients compared 
to around 35% in Cumbria, Northumberland, Tyne 
and Wear. CVP R is used in around 10% of cases 
in England overall, yet in only 7% of patients in the 
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London Commissioning Region compared to 
12% in Cheshire, Warrington and Wirral.  

The reasons behind these variations are unclear 
but given that these three treatments account 
for close to 60% of treatments in England, we 
would like to see a more informal analysis of 
the variation and a better understanding of the 
impact on outcomes. 

According to the National Cancer Intelligence 
Network’s work, the Cancer Outcomes and 
Services Dataset (COSD) and Systemic Anti-
Cancer Therapy (SACT) chemotherapy dataset 
have some of the lowest levels of completeness 
of data in relation to lymphoma and other 
haematological cancers. Part of this will be 
down to the complexities of diagnosing and 
categorising lymphoma but, without reliable 
data, improvements in diagnosis, treatment and 
outcomes will be slower and much reduced.

We call upon the Government to ensure that 
Public Health England and the NCIN ensure a 
standardised system of recording data related  
to lymphoma. 

Lymphoma Association Policy Report and Recommendations 21

Without consistent 
and reliable data, 
further opportunities to 
improve the diagnosis, 
treatment and aftercare 
for lymphoma will  
be missed. 



What can you do? 
Help us to increase awareness and improve outcomes  
for people affected by lymphatic cancer. 

We need all parliamentarians, policymakers, opinion 
leaders and influencers to: 

  Pledge your support – ‘Join Us’ and sign up to receive 
regular updates from the Lymphoma Association and learn 
how you can get involved with our campaigning work. 

www.lymphomas.org.uk/joinus 

  Write to your local Clinical Commissioning Group, 
hospital trust, NHS Board, Health Board, or Health and 
Social Care Trust to ask what steps they are taking to 
ensure lymphoma patients have guaranteed access to 
psychological support.  

  Share this report and help us to raise awareness of 
lymphoma and the issues faced by people affected by 
lymphatic cancer. 

3

3

3
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Lymphoma – what’s that? is authored by Jonathan 
Pearce, (chief executive, Lymphoma Association) and 
Erika Murigi, (PR and public affairs manager,  
Lymphoma Association).
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