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Foreword

Leukaemia Care have been advocating for chronic lymphocytic leukaemia (CLL) patients on 
Watch and Wait for many years. We first launched the Watch, Wait, Worry campaign in 2018 
to highlight issues that we were hearing from patients on a regular basis and we’ve been 
campaigning ever since. Unfortunately, despite our campaigning, the COVID-19 pandemic has 
exacerbated many of the issues people face.

‘Watch and Wait’ or ‘active monitoring’ is the period that many patients encounter when they 
are diagnosed with CLL but don’t immediately start treatment. Instead, they are monitored 
over the course of this period until they reach a point when treatment may be required. This 
can be an uncertain and anxious time for patients as they don’t know when or even if they may 
ever need treatment. This uncertainty can then be exacerbated further by a lack of access to 
information, support and care. 

We have revisited this issue in the light of the COVID-19 pandemic concerning the Watch and 
Wait experience for CLL patients. Unfortunately, many of the recommendations from our 2018 
campaign are still relevant and extremely important to the care and quality of life of all Watch 
and Wait patients currently living with CLL. 

Despite our campaigns, there has been limited improvement and much more needs to be done.
There is an evident lack of support and clinical guidance for patients on active monitoring 
and the effects on emotional wellbeing are significant. And despite our efforts, the COVID-19 
pandemic has amplified existing issues that many CLL patients on Watch and Wait face. 

Leukaemia Care is committed to improving the experiences of CLL patients on Watch and Wait 
and the Left to #WatchWaitWorry campaign is here to ensure Watch and Wait patients feel 
supported during a potentially worrying and anxious time in their lives.

We urge you to join our campaign to help us ensure the people are heard and not left to watch, 
wait and worry.
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Introduction and Executive Summary

What is CLL?

Each year between 3,800 and 4,500 people in the UK are diagnosed with chronic lymphocytic 
leukaemia (CLL)1.

CLL is a slowly progressing (chronic) and currently incurable cancer of the blood (leukaemia) 
that causes over production of lymphocytes, a type of infection-fighting white blood cell.
The leukaemia cells do not function properly and gradually take over space within the blood, 
causing a reduction in other healthy blood cells.

The slowly progressing nature of CLL means that many patients are diagnosed incidentally 
during routine blood tests and there can be many years before patients experience significant 
burden from their disease. Therefore, around two thirds of CLL patients will not require 
treatment straight away and will instead be placed on Watch and Wait2.

What is Watch and Wait?

There are approximately 13,000 people living in the UK with chronic lymphocytic leukaemia 
(CLL) on ‘Watch and Wait’2. A process otherwise known as ‘active monitoring’.

Watch and Wait is a process of regularly monitoring the progression of CLL and only initiating 
treatment once intervention is required. This is done because traditional treatments are very 
intensive and can cause greater issues for patients than the CLL.

Why do people call it ‘watch and worry’?

"‘Watch and Wait’ or ‘Watch and Worry’? How long would this go on? I resigned myself to trying 
to put W&W to the back of my mind and get on with my life despite the restrictions that my 
condition was putting on me."

Half of patients on Watch and Wait express feeling more concerned or anxious since diagnosis, 
with 1 in 8 feeling constantly depressed or anxious. This can often be associated with ‘living 
with the unknown’ and is worsened by a lack of information and supportive care offered to 
patients on Watch and Wait.

Why use the term Watch and Wait?

In this document, and other campaign materials, we use both the term active monitoring 
(when describing the clinical process) and "Watch and Wait" (to describe the experience of 
patients on active monitoring). This campaign shows that many patients do not feel "actively 
monitored", and so whilst we would prefer to say active monitoring, we don’t feel it is an 
accurate representation of patient experience yet.

1https://lymphoma-action.org.uk/types-lymphoma/chronic-lymphocytic-leukaemia-cll-and-small-lymphocytic-lymphoma-sll
2https://www.leukaemiacare.org.uk/our-campaigns/watch-wait-worry/
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How can we help patients to live well on Watch and Wait?

Ensuring that patients know how to find further information and are offered access to support 
could help them to live well on Watch and Wait, as opposed to ‘watching and worrying’.

Additionally, we feel that the dominant political and public discussion about cancer focuses 
on treatment, and it is time to consider the experience and emotional wellbeing of CLL patients 
on Watch and Wait too. Decision-makers should ensure that patients on Watch and Wait are 
considered further in all recovery and longer-term planning by the NHS.

This is also a wider problem in discourse on cancer care; the need for psychological care pre 
and post treatment but does not address the needs of those not facing treatment imminently. 
This is despite a clear evidence base of a specific need for this among patients on active 
monitoring. We need to recognise the distinct challenges faced by Watch and Wait patients 
and ensure this is adequately planned for.

To address these unmet needs of CLL patients in terms of information and service provision 
throughout the chronic cancer journey, we make the following recommendations:

Recommendation 1: Ensure patients who are on active monitoring are adequately 
accounted for in Government and NHS planning for cancer care

Recommendation 2: Timely signposting to resources from trusted sources to help 
patients better understand their diagnosis and Watch and Wait.

Recommendation 3: Improving doctor-patient communication to ensure patients are 
better informed and feel more involved in their care.

Recommendation 4: There is a need for guidance for healthcare professionals, on how to 
support clinical needs and aid patients to navigate some of the challenges involved with living 
with and coping with a chronic blood cancer diagnosis and Watch and Wait.

Recommendation 5: All chronic lymphocytic leukaemia (CLL) patients should have 
access to a named key-worker, normally a Clinical Nurse Specialist (CNS), who can support 
their clinical and holistic needs following diagnosis.

Recommendation 6: Charities such as Leukaemia Care and CLL Support provide 
invaluable support for patients online, over-the-phone, and in-person. Patients need to be 
made aware of the range of support available to them at an early stage in their CLL journey.

Left to
Watch
Wait

Worry
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What are the main issues affecting Watch and Wait 
patients?
In our last report in 2018, we highlighted a number of ways that Watch and Wait patients are 
affected by their diagnosis of CLL and subsequent plan of being actively monitored. Yet they are 
not receiving the support they need nor what their peers who are being treated receive.

Patients did not understand their diagnosis

It can often be very confusing for patients to hear that they have leukaemia, but nothing is 
going to be done immediately, as the common perception among the general public is that 
cancer is a medical emergency that requires treating as soon as possible.

"I was by myself for my appointment and told ‘you have leukaemia’ which immediately scared 
me to death, I thought, this is it, I am going to die, soon."

Two thirds (66%) of patients did not know anything about CLL at diagnosis, even if they had 
heard of it before. Consequently, many patients found it hard to hear what was being said 
and to take in information during their diagnosis due to shock, impacting their ability to 
understand their diagnosis.

2 in 5 patients (41%) are left without a full understanding of the reasons behind Watch and 
Wait after diagnosis.

Patients did not receive any written information

Whilst shock contributes to many patients leaving without a full understanding of their 
diagnosis or the active monitoring process, information provision was also a common barrier 
to the patients. A third of patients did not receive any written information despite wanting it.

It’s possible that not providing patients with a good explanation of Watch and Wait was 
contributing to half (53%) of patients having, to some extent, concern or worries about being 
placed on ‘Watch and Wait’. We also linked having a lack of understandable and good quality 
information to patients being more likely to be anxious or depressed following diagnosis. 
We even found that information they found hard to understand was worse than no written 
information at all.

Patients did not get offered support

Almost 9 in 10 patients on Watch and Wait stated that they would have liked to
have support after diagnosis. Unfortunately, 60% of these patients were not offered any 
additional support from their hospital.

"During Watch and Wait I felt very much alone, until I found a support charity. This was 
important because I really did not have any information. This all changed when treatment was 
needed, as I gained access to a Clinical Nurse Specialist. She held my hand through treatment 
and provided me with all the information and support I needed."

There were differences in the support CLL patients received during the Watch and Wait period 
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compared to after for those who went on to have treatment later. This contributed to the 
common feeling among patients that they were not being monitored as actively as they had 
expected and caused many CLL patients to feel as if they were not deserving of support until 
they reached treatment.

Issues with General Practice (GP) care

"I was discharged and told that I only need 6 monthly blood tests that I can have with my GP 
surgery. I now feel like I have just been forgotten about and I am sometimes scared that I feel I 
don’t have any support."

Instead of the hospital, some patients may see their GP for their regular follow up 
appointments and be referred back to consultant care once their disease progresses. However, 
1 in 4 Watch and Wait patients felt their GP was not given enough information about their 
condition and half of patients said the GP could have done more or was of no help.

This further contributes to feelings of not being supported or actively monitored, resulting in 
anxiety and worry that many patients evidently felt during the Watch and Wait period. 

Patients felt a lack of empowerment

"During the last thirteen years, I have had a lung infection. Two lots of shingles. A few other 
minor infections. I feel fortunate that I was diagnosed during the last six months of working 
as the illness didn’t impact on my work or finances. I can only say how I have managed W&W. 
I have lived a very busy life with travel and socialising. I belong to many clubs. I try to keep 
positive."

Unfortunately, patients who have only been on Watch and Wait (i.e., never treated at the time of 
the survey) were much less likely to feel involved in their treatment decisions than those who 
had been treated, despite 98% of Watch and Wait patients saying they would have liked to have 
more choice of treatment options.

Not giving information and opportunity to Watch and Wait patients to make informed 
decisions about their own care doesn’t allow for patients needs to be considered. Additionally, 
this increases feelings of anxiety that come with the perception of having no control.

"With limited knowledge, you are in a dangerous place, and with previous knowledge about a 
friend but without the understanding of differing types of leukaemia, symptoms or treatment, I 
did not understand that support, respect and medical help could help to manage my life.

Following the Google search, we found the Leukaemia Care site. I was concerned regarding my 
ignorance but excited to link with an organisation that appeared supportive and interested 
in individuals. I finally realised I wasn’t going to die in the next few months and had a better 
understanding of how to live my life with this condition. Thanks to everyone on that day for 
giving me my life back and confidence to succeed."

Left to
Watch
Wait

Worry
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What is the situation for patients on Watch and Wait 
in 2022?
Despite our best efforts in campaigning since 2018, we fear that not much has changed. The 
COVID-19 pandemic has highlighted that many CLL patients on Watch and Wait are often 
not considered or forgotten, much as they were in relation to provision of support before the 
COVID-19 pandemic. 

Advice around vulnerability to the pandemic

Despite the large number of patients who are clearly affected by a diagnosis of Watch and 
Wait, the need for advising the clinically extremely vulnerable to shield has highlighted 
the problems that come from inadequate consideration of Watch and Wait patients in the 
planning of cancer care. Watch and Wait patients experienced delays and difficulties in being 
identified as clinically extremely vulnerable patients in March 2020 and since. These incidents 
are likely to exacerbate the reported pre-pandemic emotional challenges felt by CLL patients 
placed onto active monitoring.  The delay in contacting Watch and Watch patients meant that 
many patients were in a state of confusion and fear, not knowing if they should take extra 
precautions and not receiving the adequate resources to do so. The NHS needs to recognise the 
distinct challenges faced by Watch and Wait patients and consider them as a distinct group. 
This is already done for those who are immediately pre-treatment and post-treatment and 
would ensure their needs are adequately planned for.

"Even though I am extremely vulnerable, I have not had any letters from the government or 
health care professionals about shielding; all decisions have been made by myself being 
guided by CLL zoom meetings or by me telephoning a cancer specialist nurse."

Support from healthcare team

Pre-pandemic, just 24% of patients on Watch and Wait said they had been offered access to a 
CNS. During the COVID-19 pandemic, only 39% of patients on Watch and Wait had successfully 
contacted their CNS compared to 59% of CLL patients who were not on Watch and Wait.

Clinical Nurse Specialists (CNS) are the biggest influencing factor in positive patient
experience, providing emotional and physical support for patients and their families and
act as a patient advocate. However, the recent data collected during the pandemic 
demonstrates that there are still discrepancies in the support Watch and Wait patients receive 
compared to their counterparts such as not getting access to key support like a CNS.

Additionally, since March 2020, Watch and Wait patients have reported that they are more 
likely to have their appointments cancelled, with no alternative arrangements made, than their 
peers on treatment. 

"During Covid, what started as a yearly check-up is becoming a fifteen-month plus one, with 
no outlook as to when my next contact would be. Obviously, Covid is proving to be a significant 
strain on the NHS. Still, I feel ignored, especially when I recently called the Oncology clinic on 
two occasions but did not receive a return call. As no physical examinations have taken place 
in that time, I’m left wondering if it’s better to refer back to my GP. At least there I can manage 
the blood test appointments and follow up myself." 



9

Left to #WatchWaitWorry

This further highlights the discrepancies in care between patients on Watch and Wait and 
those on active treatment. As evidenced by the quote above, many patients felt the need to take 
matters into their own hands, feeling abandoned by the government and healthcare system. 

Opportunities since the pandemic

Whilst the pandemic has put significant strain on the NHS in all nations, it has also brought 
about fresh opportunity to innovate and new ways to support patients. The needs we have 
highlighted of those on Watch and Wait need to be adequately considered urgently. This 
includes in the upcoming plans for a new 10-year cancer plan in England and upcoming new 
strategies for cancer in Scotland. 

We feel that the dominant political and public discussion about cancer focuses on treatment, 
and it is time to consider the experience and emotional wellbeing of CLL patients on Watch 
and Wait too. Decision-makers should ensure that patients on Watch and Wait are considered 
further in all recovery and longer-term planning by the NHS.

"Through Leukaemia Care, I learnt that I needed to register as clinically extremely vulnerable 
which I did online but needed the surgery to register me too. On my first enquiry, they were 
awaiting instructions. The second time they had set up a team to work through the patient list. 
The third time I was given a telephone appointment with a doctor. He said that because I wasn’t 
on treatment, I wasn’t eligible. 

I sent an email to Leukaemia Care advocacy team to ask for advice and I was provided with a 
letter of explanation and CEV eligibility. This I sent with a covering letter to my doctor and 10 
days later I received a text from the local council to say I had been identified as CEV. Eventually, 
this was followed by a NHS letter and guidance sometime later.

I have never had to be so proactive in my health care. I think many patients on watch and wait 
have been left to the mercy of chance. Unless you have spent time and effort to keep informed 
through LC information, LC Facebook groups, webinars etc., then you are at the mercy of how 
informed your GP is or if you have the luxury of a CNS."

Left to
Watch
Wait

Worry
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Summary and Recommendations
The emotional impact of Watch and Wait is something that patients often speak about; the 
findings during our initial campaign clearly demonstrated the extent of this and the evidence 
of the struggles patients faced during the COVID pandemic have exacerbated their feelings of 
not being supported. 

We found that during the pandemic, Watch and Wait patients were less likely to receive the 
support they needed as a group of clinically extremely vulnerable patients. 

Additionally, contributing to poor emotional wellbeing of patients on Watch and Wait is:

The lack of information provided at different stages.

Lack of support provision for patients.

"Once I’d been to Liverpool Royal, I had a clear view and am happy that I always have a way of 
contacting someone if questions arise or advice is required about my condition. Weak and 
worthless were the feelings I had initially, but now I am a warrior and worthy to assist and 
enjoy life."

Recommendation 2: Timely signposting to resources from trusted sources to help patients 
better understand their diagnosis and Watch and Wait.

Recommendation 3: Improving doctor-patient communication to ensure patients are better 
informed and feel more involved in their care.  

Recommendation 4: There is a need for guidance for healthcare professionals, on how to 
support clinical needs and aid patients to navigate some of the challenges involved with 
living with and coping with a chronic blood cancer diagnosis and Watch and Wait.

Recommendation 5: All chronic lymphocytic leukaemia (CLL) patients should have access 
to a named key-worker, normally a Clinical Nurse Specialist (CNS), who can support their 
clinical and holistic needs following diagnosis. 

Recommendation 6: Charities such as Leukaemia Care and the CLL Support provide 
invaluable support for patients online, over-the-phone, and in-person. Patients need to be 
made aware of the range of support available to them at an early stage in their CLL journey.  

Recommendation 1: Ensure patients who are on active monitoring are adequately 
accounted for in Government and NHS planning for cancer care.
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For free, verified information on 
leukaemia and blood cancer:

Phone the helpline: 08088 010 444

•	Order physical copies of our free information
•	Talk to a trained nurse

Go to our website: www.leukaemiacare.org.uk
•	

•	Download free information
•	Learn more about our services

If you would like more information 
about the experience of a CLL 
patient on Watch and Wait or 
would like to know more about 
where to seek advice and support 
from, read Leukaemia Care’s 
patient guidance document Watch 
and wait (also known as active 
monitoring) for CLL.
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