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Welcome to our winter edition of Nursing 
Matters. This edition focuses on the value of the 
Clinical Nurse Specialist role, plus feedback from 
our patient experience campaign. 

The role of the CNS within cancer care is crucial to giving a holistic approach 
to care from diagnosis to remission or death of the patient. 

As a charity, we would also like to recognise the support and care given by 
all nurses within cancer care.

Wishing you all a very merry Christmas and a Happy New Year.

Shirley Aston,  
Leukaemia Care Nurse Advisor 

Shirley Aston
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Keep up with the latest news and patient stories at www.leukaemiacare.org.uk

        / LeukaemiaCareUK                 / LeukaemiaCare                 / LeukaemiaCareUK

Hello Fiona!
Leukaemia Care is 
delighted to welcome 
Fiona Heath to the 
nursing team. Fiona 
was trained at the 

Royal Marsden and worked in New 
Zealand as a haematology nurse. 
She is now joining the Leukaemia 
Care team three days a week and 
will be manning the helpline, live 
chat and will be getting stuck in 
with helping to develop patient 
information, nursing conferences 
and more. You can contact Fiona 
and our nursing team by emailing 
nurse@leukaemiacare.org.uk 

Regional presence extends to the 
North East

Leukaemia Care is extending its 
presence in the north by appointing 
a North East regional co-ordinator. 
Shirley will be joining the team 
from 12 December 2017 and will be 
working to set up support groups in 
that area of the country as well as 
raising the profile of Leukaemia Care 
with local hospitals. You can contact 
the care team by emailing  
care@leukaemiacare.org.uk 

Support groups continue to open

Support groups are being opened 
at a phenomenal rate for patients 
across the country. Since our 
last edition in September, we’ve 
launched Stoke, Newcastle Under 
Lyme, Bristol, Chichester and 
Edinburgh. We’re also looking at a 
transplant group in the Bristol area. 
If you think your area would benefit 
from a new support group, let the 
Leukaemia Care team know by 
emailing care@leukaemiacare.org.
uk or ringing 01905 755977. 

Blood Cancer Awareness Month
Blood Cancer Awareness Month 
(BCAM) saw Leukaemia Care go 
spotty to raise awareness of signs 
and symptoms. We’re delighted to 
announce that we reached over 3 
million people on social media alone 
and sent out over 10,000 GP packs. 
We look forward to telling you our 
plans for BCAM 2018!

Leukaemia Care news

Many thanks to these following people and for their contributions:

Helen Knight, Julie Quigley, Michael and Andy (CLL patients), Sandra (AML patient), 
Shirley Aston, Nicole Scully, Fiona Heath, Lauren Walton, Caitlin Evans and Nick York.
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In 2016, Leukaemia Care partnered 
with Quality Health to develop 
a blood cancer specific patient 
experience survey. 

The questions were developed to 
look at areas not covered within 
the National Cancer Patient 
Experience Survey (CPES), such 

as ‘Watch and Wait’ and stem-
cell transplants. The purpose was 
to gain a greater understanding 
of, and the extent of, issues 
specifically faced by blood cancer 
patients during the journey from 
diagnosis through to living with 
or beyond cancer. 

The 2017 blood cancer patient experience survey will be 
closing on 16 December. We need your help to ensure that 
patients have the opportunity to share their experience 
and improve the future experience of blood cancer 
patients.

Leukaemia Care 
Patient Experience 
Survey 2017
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The survey was one of the 
biggest done to date of blood 
cancer patients, receiving 
2519 responses. 2019 of these 
were leukaemia patients 
and Leukaemia Care was 
able to produce the ‘Living 
with Leukaemia’ report. This 
highlighted the experience 
of leukaemia patients and 
in particular a number of 
differences between those with 
acute leukaemia compared 
to chronic leukaemia. We also 
made 10 recommendations to 
improve patient experience. Three 
of these related to diagnosis 
and informed our Blood Cancer 
Awareness Month campaign, Spot 
Leukaemia. 

This year, we are hoping to have a 
greater number of responses from 
patients. This will enable us to 
gain a greater perspective on both 
regional issues and issues faced 
by patients with different blood 
cancer types, particularly the rarer 
types. 

The 2017 survey is also designed 
with questions that follow on from 
last year and will provide a greater 
level of detail on some of the 
issues highlighted in the previous 
survey. Comparing results from 
this survey to those of last year 
will also flag the issues that could 
be getting worse – prioritising 
the focus of our future work and 
campaigns.

There’s still time to 
share the 2017 patient 
experience survey with 
your patients, so that 
they can share their 
story, inform our work 
and improve the future 
experience of blood 
cancer patients. 

The survey can be accessed at:  
www.leukaemiacare.org.uk/patient-survey
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We have certainly seen a roller 
coaster in CNS numbers since 
the 1980s when the role began to 
become established in the UK. 

However, clinical nurse specialists 
became a target of cost-cutting 
decisions across the NHS. This 
was likely a consequence of the 
lack of clarity within the nurse 
specialist’s role, making it hard 
to prove that clinical nurse 
specialists were a cost-effective 
use of NHS resources.

Studies over the last decade have, 
however, shed light on the value 
of a CNS in cancer care. In 2010, 
the RCN published their report 
covering the activities performed 
by rheumatology clinical nurse 
specialists and identified that 
their outpatients work alone was 
worth £72,128 pa per nurse WTE 

and on top of this, freeing up 
consultant time saves £175,168 pa 
per nurse WTE.1

In 2015 the Independent Cancer 
Taskforce acknowledged that 
clinical nurse specialists are the 
most positively influencing factor 
on patient experience, A factor 
determined through the National 
Cancer Patient Experience Survey 
(CPES). Off the back of this, the 
Five Year Cancer Strategy aimed 
to ensure that all patients have 
access to a CNS, or other key-
worker, by 2020. 

Almost three years into the 
strategy and the CPES survey 
seems to suggest that nationally 
we are doing very well with CNS 
access. Seeing 85% for leukaemia 
patients stating they were given 
the name of a CNS. However, our 

My CNS Matters:  
The Invaluable 
Role of a Clinical 
Nurse Specialist

1https://my.rcn.org.uk/__data/assets/pdf_file/0008/317780/003598.pdf
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latest report ‘My CNS Matters’ 
reveals that access to a CNS is 
probably much lower than this – 
based upon the experience of 2019 
leukaemia patients in our 2016 
patient experience survey. 

Of the patients who had 
previously responded 
to the CPES survey, 
just 41% said they had 
access to a CNS, with 
variations between 30% 
and 50% across strategic 
clinical networks (SCN). 
Include the patients 
who responded to our 
anonymously online 
survey and just 38% of all 
leukaemia patients had 
access to a CNS.

These findings are particularly 
disappointing considering the 
value that a CNS adds to the 
experience of leukaemia patients, 
which is also shown within the 
‘My CNS Matters’ report. Patients 
who accessed a CNS were more 
likely to feel positive compared 
to those who only had access 
to other support services. This 
is likely because a CNS helps to 
improve patient understanding 
at various stages of their journey, 
ensures patients feel involved in 
their treatment decisions, and 
improves the provision of support 
and information.

The report shows quantifiable 
evidence that reiterate the value 
of a CNS for patient experience, 
demonstrating the importance 
in ensuring that all blood cancer 
patients should have access to a 
CNS. To achieve this, the case-load 
and numbers of CNSs across the 
UK must be considered. 

Both the Macmillan Nursing 
Consensus and results from our 
Freedom of Information requests 
suggest that haematology CNS 
numbers have increased in the 
majority of SCNs over the last 
few years. However, this number 
does not appear to be increasing 
in line with the number of 
patients, which could be an issue 
correlating with the huge number 
of nursing vacancies across  
the NHS. 

Improvements are being made 
in CNS numbers, but there is a 
clear need for better processes to 
ensure that patients are able to 
access their CNS. Whether this is 
by ensuring a CNS is present from 
the first diagnosis appointment, 
that patients are introduced to 
their CNS and not just given the 
name of their CNS, or increasing 
the number of leukaemia-type 
specific CNSs. We want to ensure 
that all patients living with or 
beyond leukaemia can turn 
around and say: the CNS  
was invaluable. 
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Following the findings of our ‘My CNS Matters’ report we 
wanted to ensure that the value of a CNS is recognised 
and that heading into the New Year, key stakeholders are 
considering how they will improve CNS access for blood 
cancer patients.

Why you matter 

This Christmas, we wanted to let 
haematology nurses know that they matter 
not only to us, but to their patients too.  
That’s why we launched our 
#myCNSmatters campaign
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December and the Christmas 
period are a time for sharing joy 
and thanks, so Leukaemia Care 
has sent an advent calendar to 
every haematology ward in the 
UK. This is a small token of our 
gratitude for you, the haematology 
nurses that work year round 
caring for patients. 

Have you received your advent 
calendar? Then send us a picture  
of your team with the calendar. 

One of the most important things 
for the #myCNSmatters campaign 
is that nurses, patients and other 
healthcare professionals share 
their side of the story with us 
and others on social media. We 
want to hear what your day-to-day 
routine is, whether you have to 
fight to prove your value as a CNS, 
and the feedback you receive from 
patients and their families on the 
value you add to their care. 

By combining the voices of 
nurses and the experiences of 
patients, we can share a strong, 
personal message to show just 
how important it is for all patients 
to have access to a CNS, not just 
the name of one. We want to 
fulfil the aim of the Independent 
Cancer Taskforce in ensuring that 

all patients have access, but our 
findings show that significant 
improvements are needed to 
achieve this. 

Furthermore, we want those 25% 
of patients who have access to a 
CNS, but do not use them, to know 
just how valuable the resource is 
in front of them. Some patients 
may believe they do not have 
a reason to reach out to their 
CNS. They may be coping well, 
but it’s important that a line of 
communication between the CNS 
and the patient is opened, as this 
will ensure that the patient knows 
exactly how the CNS can help 
them, which could well be in more 
areas than they would expect. 

#myCNSmatters officially 
launched on 5th December at 
Britain Against Cancer (BAC). At 
the conference, we asked patients 
and healthcare professionals to 
share why a CNS matters to them 
and we will be sharing a video 
closer to Christmas. During this 
time, take a moment to read the 
report and join with us to support 
the campaign. 

Thank you for caring for, and 
supporting, blood cancer patients 
across the UK. The work you do is 
invaluable.

Find out more about the campaign at:  
www.leukaemiacare.org.uk/my-CNS-matters or 
find us on social media by using #myCNSmatters
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In this article our Nurse Advisor 
Fiona, is taking a look at the lack 
of clarity surrounding the CNS role, 
and how it impacts on patient care.

Clinical Nurse 
Specialists 
(CNSs) have a 
vital role to play 
in delivering high 

quality and compassionate care. 
However, a lack of awareness 
and understanding of CNS roles 
among the healthcare team and 
the public has contributed to 
ambiguous role expectations. 
The most commonly used titles 
include CNS, Advanced Nurse 
Practitioner, Nurse Practitioner 
and Specialist Nurse. Title 
confusion and lack of role clarity 
pose substantial barriers to the 
full integration of CNSs in the 
healthcare system (Barton et al, 
2012). Despite growing evidence 
that CNSs make a considerable 
difference to patient care, there 
is a distinct lack of clarity in the 
UK about the definition of these 
nurses (Leary et al 2017). 

CNS ROLES

The focus of a CNS may be 
a specific disease area or a 
particular patient group, such 
as palliative care. The CNS role 
may also encompass leadership 
and education of other health 
professionals, such as junior 

doctors and nurses. The primary 
responsibilities of the CNS 
depend on the particular needs 
of the setting and include varying 
amounts of clinical practice, 
consultation, education, research 
and leadership activities. CNSs 
mentor nurses, contribute to 
the development of nursing 
knowledge and evidence-based 
practice, and address complex 
healthcare issues for patients, 
families and other disciplines. 

They are also leaders 
in the development 
of nursing and inter-
professional policies and 
practical guidelines. 

As individual CNSs undertake a 
wide variety of these roles and 
tasks it is difficult to develop 
accurate role definitions (Lowe 
2012). 

ROLE DEVELOPMENT

The CNS role is crucial to 
patient outcomes, but it is 
apparent that the CNS role is 
not being developed or utilised 
in a consistent way across the 
country (Barton et al 2012). A 
national competency framework 
is required to harness CNS 
skills to the full and to further 
develop them (Oliver et al 2012). 

The Clinical Nurse Specialist Role:  
A lack of clarity
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When the role means different 
things to people and there is a 
lack of consensus about role 
expectations, role conflict and 
role overload can occur. The lack 
of clarity of the CNS role limits the 
ability to actualise the full scope 
of the role and in turn leads to 
issues with role sustainability. 

IMPLICATIONS FOR NURSING

Numerous studies have 
demonstrated the effectiveness 
and high levels of patient 
satisfaction with CNSs, and they 
are recognised as key players 
in the drive for a more effective 
health care system (Oliver et al 
2012). Despite its importance, 
the CNS role is at risk because 
the direct impact of this role on 

patient care and the organisation 
is not readily visible to those who 
do not understand the role. Clarity 
around what each of the advanced 
nursing roles offer is paramount 
to taking advantage of this 
opportunity to improve healthcare 
delivery. It is difficult to provide 
evidence of efficiency and cost 
effectiveness without clarity and 
consistency of roles. This is only 
possible when definitions clearly 
articulate the advanced roles and 
functions, indicating how they 
make differences. Clear definition 
then leads to standardised 
measures that can provide 
verification of efficiency, cost 
effectiveness and the realisation 
of patient outcomes with respect 
to healthcare.
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After working in a ward environment 
for 12 years, I was approached to 
cover one of the nurse specialists 
whilst she was on maternity leave. 
I had never considered a move to 
being a CNS before. I have always had 
great respect for the CNSs as being 
extremely knowledgeable, able to 
answer all questions and solve  
all problems.

My training involved shadowing 
and working alongside other 
nurse specialists, attending 
nurse led clinics and sitting in on 
Consultant clinics. Also, having a 
clear job plan gave guidance as to 
what was expected of me in this 
role and the services I would need 
to provide as a keyworker.

I found it difficult to call myself 
a ‘specialist’ as I felt that 
many of the patients had more 
knowledge than I had, and did 
not feel comfortable with the title. 
However, I feel over time I have 
gained experience and definitely 
learnt on the job what works well, 
as well as that no two patients are 
the same and must be treated as 
individuals.

I was also given the opportunity to 
attend a course on psychological 
support at level two and became a 
key member of the MDT. Working 
closely with the consultants 
enabled me to gain a greater 
understanding of the treatments 
and the patient group.

My motivation to be a CNS was 
to be able to make a greater 
difference to patient care and 
experience. Being a CNS, I would 
be able to play a greater part in 
the patient’s whole journey rather 
than just their time on the ward 
as an in-patient.

There are always challenges you 
face as a CNS. No two days are the 
same, and one phone call could 

#myCNSmatters  
– The CLL Clinical Nurse Specialist

Based at Nottingham University Hospitals, Helen Knight 
is one of just three CLL specific clinical nurse specialists 
across the UK. In this article, she talks about how she 
became a CNS, and the challenges she faces.
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then take over the rest of your 
day. Time is also challenging with 
increasing administration, which 
is time-consuming but essential 
in a role that is always expanding.

Newly diagnosed patients 
are increasing each year and 
treatments are improving, 
resulting in the number of 
patients under your care to 
continually rise. As a result, the 
support of a good team is really 
helpful in creating a successful 
service.

Being a CNS can be difficult at 
times, but also very rewarding. 

Being able to make even a 
small difference in someone’s 
experience and making what is 
a difficult time more bearable 
makes it all worthwhile.

We are now trying to create an 
independent Haematology nurse 
forum so that haematology 
nurses all over the country can 
communicate easily, share our 
experiences and share good 
practice. This will hopefully then 
make it easier for nurses new to 
the role of a CNS to have support 
and offer guidance, and in turn 
improve the services we provide 
all over the UK.

#myCNSmatters  
- The CLL Patient Perspective 

In our recent ‘Living with Leukaemia’ report, we looked 
at the differing experience of acute leukaemia patients 
compared to chronic leukaemia patients. CNS access was 
one of the areas of significant difference. Here, three chronic 
lymphocytic leukaemia (CLL) patients give their views.

For Michael, he was assigned a 
CNS from the beginning:

"I have nothing but total respect 
for the CNS assigned to me at the 
Churchill. As far as I am aware, 
those like me who were being 
treated at the Churchill (OUH) 
were/are routinely assigned a 
Key worker (often a CNS) and, in 
my case, it was a CNS. The CNS 
was present both during early 
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appointments during the 6-month 
FCR and sometimes at the Day 
Treatment Unit. I was given a 
contact number for working hours 
Monday to Friday and Triage 
contact out of hours. I assume 
that is still the case even though I 
am in remission. "

Post-FCR, my bone marrow was 
finding it difficult to restart 
good white cells and I was put 
on Filgrastim; I believe it was 
to kick start the bone marrow. 
Subsequently, I had breathing 
problems and called my CNS, 
explaining my situation. 
She called me in for a quick 
medical, and I was diagnosed 
with bacterial pneumonia and 
hospitalised for seven days 
(on antibiotics). Without that 
CNS contact, I would have been 
floundering in my GP surgery 
waiting for an appointment. 

"I am truly appreciative of the 
professional service they give. 
It certainly reduces the level of 
anxiety and stress that a leukaemia 
diagnosis brings, knowing there 
is a professional on the end of the 
phone. Yes, having a CNS certainly 
improved my confidence in the 
treatment."

However, for others, including 
people like Andy, they weren’t 
initially assigned a CNS, and 
would have benefited from the 
extra level of care a CNS brings.

Andy said, "When first diagnosed 
with chronic lymphocytic 
leukaemia (CLL) in 2010, I was 
seen by a consultant without 
any support nurse present or 
mentioned. Certainly, it would 
have been very helpful to have 
had follow-up after seeing the 
consultant.

Diagnosis hit me hard. I had not 
been off-sick all my working life 
and ended up not working again 
due to the fatigue. Having support 
available to ask questions after 
the first appointment would have 
been a great help and might have 
reduced the stress caused by 
being diagnosed. 

I was lucky to find the CLL 
Support Association and 
eventually came to terms 
with the diagnosis and 
learned what I needed 
to know to discuss my 
situation with the doctors. 

A few years later, I changed my 
hospital to Royal Marsden in Sutton 
and had a support nurse in the first 
appointment. I’m still on Watch and 
Wait and never needed to contact 
the nurse but was and still am 
reassured that I have a contact 
number should things change."

He also believes that having access 
to a CNS from the start could help 
not only the patient, but reduce 
the strain on other healthcare 
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services: "Most newly diagnosed 
patients will have questions, but 
mainly immediately after diagnosis 
and during treatment and after. 
If these questions are answered 
quickly, it will certainly help the 
individual and their family and 
likely reduce the cost of treatment 
for depression, which might be 
avoided or mitigated by early 
support."

"Having a CNS might not have 
changed my CLL Watch and Wait 
‘treatment’ but would have made 
the journey easier. It might also 
have avoided the low-mood and the 
cost of medication and counselling 
for my low moods and subsequent 
side-effects."

After now having been appointed a 
CNS, Andy still doesn’t know why he 
was never given that access at his 
previous hospital: "I have no idea, 

but from discussions with others 
at several CLL Service Association 
meetings, it would appear it has 
been rare to have a nurse in the 
first appointment, and still is, even 
though it has been best practice 
for some time. A recent CLL Service 
Association meeting had a CNS talk 
about what she did, which was all 
new to many at the meeting. "

"The original hospital was treating 
the diagnosis; the experience at 
the new hospital was much more 
holistic. Things may have improved 
since 2010, but too late for me."

Some patients unfortunately have 
reported poor access to the support 
of a CNS. One anonymous patient 
told us of her experience: 

"I have been told I can ring 
Haematology any time if I am 
worried about anything, so I did try 
ringing them."

‘LIVING WITH LEUKAEMIA’ SECTION 3.6.6  
ADDITIONAL AREAS / TYPES OF SUPPORT

On average, 38% of respondents said they were given access to a CNS. 
Considering that 85% of leukaemia patients who replied to 2015 CPES said 
they had been given the name of a CNS who would support them through 
their care, and 91% said they found it easy to contact their CNS, it is 
surprising that our results are so low in comparison. 

There are clear differences in provision between the leukaemia types: 49% 
of ALL and 45% of AML respondents reported that they were given access to 
a CNS, compared to 36% CLL and 33% CML. In addition, of those respondents 
who said they were still on ‘watch and wait’, just a quarter said they had 
been given access to a CNS (24% in CLL patients).
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Having heard the experience of CLL 
patients, we wanted to know the 
stories from acute patients too. 
Here are three short snippets from 
AML patients. 

"I have had wonderful 
care from day one. Having 
a named person I could 
contact for advice was 
the best thing. I hardly 
ever needed to, but the 
assistance was there."  
AML patient, 55-64

Sandra was diagnosed with acute 
myeloid leukaemia (AML) 10 
years ago after being blighted by 
infections that just wouldn’t clear 
up. However, her time in hospital 
was made all the more bearable 
thanks to her nurses.

She said, "I was in for six weeks 
for the first time and had the 
chemo, and I just made the room 

like a room that you’d have at 
home. Visitors were allowed 
to visit me any time, it wasn’t 
restricted on visiting hours and 
things like that. So, it was like 
being home from home, as best as 
it could be in a hospital situation." 
"The nurses at the hospital were 
amazing and I still see them once 
a year. Even now they still say, 
"how are you doing?". If I needed 
anything or I thought it was back 
today, I know I could pick up the 
phone and I would go straight in. 
It is like a family, you don’t ever 
move away from them, you’ve still 
got them behind you, supporting 
you. They’re just there as a little 
blanket to keep hold of you and 
just protect you."

"The CNS nurse was 
invaluable."  
AML patient, 25-34

"I had a sore tooth, and was 
unsure whether I needed or 
could take antibiotics (I take 
several heart medicines after 
an MI last year). I carry an old 
prescription for antibiotics from 
the GP for emergencies, but the 
chemist wouldn’t fulfil it when my 
husband took it in because it was 
over a year old. I was a bit anxious 
by then, so rang the Haematology 

clinic, hoping for advice (did I 
actually need antibiotics?) and a 
bit of reassurance. Well, mostly 
the reassurance, if I’m honest. I 
just got told to ring my GP. They 
weren’t unfriendly, just busy."

"It’s a minor thing, I know, but it 
would have been nice to have been 
able to talk to someone."

#myCNSmatters  
- The Acute Leukaemia Patient Perspective
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The Recovery Package,  
Holistic Needs Assessment 
(HNA) and the CNS

The commitment of the 
Independent Cancer Taskforce is 
to ensure that ‘every person with 
cancer has access to the elements 
of the Recovery Package by 2020’. 
Campaigns and Advocacy Officer, 
Nick York, takes a look at the main 
elements of the Recovery Package 
and the role of clinical nurse 
specialists in implementing this. 

Clinical Nurse Specialists 
(CNS) play an important role 
in personalised care planning 
and are becoming increasingly 
involved with treatment review 
and follow up. They are often 
advocating for the patient as a 
key worker whilst liaising with 
the multidisciplinary care team, 
primary care and specialist 
services.

Evidence suggests that there 
is a need for greater CNS input 
to maximise the quality of care 
and the efficacy of treatment. 
This ultimately requires an 
individualised approach to care 
and empowerment of people 

living with and beyond cancer. 
To achieve this, increasing CNS 
involvement in person-centred 
cancer care is required. 

The ‘person-centred’ approach 
to nursing concentrates on an 
individual’s personal needs, 
desires and goals, i.e. their holistic 
needs. This form of nursing 
contrasts with ‘patient-centred’ 
nursing that concentrates on the 
person as a ‘patient’, focussing 
on medical issues and nursing 
problems. The difficulty with 
the person-centred approach is 
that a person’s holistic needs 
are likely to change along their 
cancer journey. A Holistic Needs 
Assessment (HNA) is the solution 
to this. 

A HNA is a simple questionnaire 
that is completed by a person 
affected by cancer. It is designed 
to capture the most important 
issues to them at a moment 
in time. Carrying out a HNA 
helps the CNS to better identify 
and understand a person’s 
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concerns, which continually 
informs the development of a 
care and support plan between 
the patient and the care team. 
This ensures that people’s needs 
are appropriately met within 
acceptable timeframes and that 
resources are targeted. 

The HNA and care and support 
plan are one of four core Recovery 
Package interventions that better 
support and improve the quality 
of life of those living with and 
beyond cancer: 

1. Holistic Needs Assessment and 
Care Planning. Carried out at the 
following key stages: within 31 
days of diagnosis; at the end of 
treatment; during development 
of significant changes to health; 
because of social needs; or when 
requested by patients.

2. A Treatment Summary. 
Completed at the end of each 
acute phase of their treatment. 

3. Cancer Care Review. This 
enables people to identify with a 
GP or nurse what care and support 
they may need to maintain their 
quality of life and wellbeing 
during treatment.

4. Health and Wellbeing Events. 
To empower people to manage 
their own health, with support and 
advice.

The NHS England Five Year 
Forward View and Report of the 
Independent Cancer Taskforce 

‘Achieving World-Class Cancer 
Outcomes a Strategy for England 
2015-2020’ and 2016-17 Progress 
Report state that: ‘By 2020, we 
want all patients in England 
to have access to the Recovery 
Package’.

These reports have been very clear 
about the crucial role of clinical 
nurse specialists and recommend 
that their numbers should be 
increased. The Independent 
Cancer Task Force: ‘Cancer Patient 
Experience Survey (CPES) tells 
us that the support of a Clinical 
Nurse Specialist (CNS) is the most 
important contributing factor 
to people’s positive experience 
of care.’ The Leukaemia Care 
2016 patient experience survey 
similarly concurs and robustly 
evidences improvements in 
patient experience, outcomes and 
quality of life following access to 
CNS care. 

The Cancer Strategy targets for 
Recovery Package uptake require 
higher numbers of CNS available 
nationally to meet these targets. 
While there has been significant 
growth of numbers of CNS across 
oncology over the past 20 years, 
this is not keeping pace with 
the cancer incidence increase in 
the UK. Additionally, with nurses 
and midwives accounting for the 
highest proportion of NHS staff 
shortages (11,400 posts vacant in 
March 2017) you have to wonder 
whether this target is achievable. 

You can find out more about the Cancer Recovery Package and access 
learning resources here: www.macmillan.org.uk/about-us/health-
professionals/programmes-and-services/recovery-package
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Julie Quigley is an advanced 
nurse practitioner with 20 years’ 
experience. However, her nursing 
career was put on hold after she 
was diagnosed with leukaemia. 
Here, she describes her experience 
as a patient, and how it’s impacted 
on her role as a CNS. 

I have 20 years of nursing 
experience, qualifying in 1998. My 
first job was within the regional 
thoracic unit in Birmingham 
and I gained a huge amount of 
experience looking after patients 
undergoing thoracic surgery. 
Many of these required surgery 

due to malignant tumours of 
the lung or oesophagus, and I 
therefore met many patients with 
cancer stories. 

I then decided to develop my 
skills within the broader field 
of cardiothoracic medicine. 
So, alongside studying at 
postgraduate level, I obtained 
my next job at Papworth Hospital 
within intensive care. I have 
been working at Papworth for 17 
years and have developed both 
professionally and academically 
within this time. I am an advanced 
nurse practitioner with an MSc 
in advanced practice, and have 

From Nurse to Patient:  
Julie Quigley’s story
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worked really hard to ensure that 
I have had a direct impact on the 
standards of care and safety that 
patients receive when undergoing 
cardiothoracic procedures, or 
receiving treatment for the vast 
number of diseases which fall 
within the cardiothoracic domain.

Before May 12th 2016, I managed 
a 15-strong team of advanced 
nurse practitioners whose 
responsibilities are to respond 
to deteriorating patients across 
the whole hospital according 
to patients’ MEWS (Modified 
Early Warning Score). My days 
went very quickly. One moment 
I would be reviewing a patient 
requiring regular monitoring 
and stabilisation, and the next I 
would be called to a sick patient 
requiring full intervention and 
potential transfer to other 
departments. I might then be 
preparing for a meeting, writing a 
report, undertaking an appraisal 
or attending a meeting; I had a 
very busy and demanding job, 
which required my full attention. 
I also regularly chaired meetings 
and was part of regional groups, 
involved in a nationally run 
education committee and 
benchmarking ANP level nursing 
against the regional and national 
agenda.

The above responsibilities meant 
that I ignored many of the subtle 
signs that I wasn’t completely 
well and put my tiredness or poor 
concentration down to ‘doing too 
much’. I struggled on for about 
three to four months when, in 

April 2016, I took myself along to 
the GP with what I thought (having 
completed my own physical 
examination!) was tonsillitis. It 
was the fourth GP that I saw that 
decided to expedite some blood 
tests and sent me home thinking 
that it may be glandular fever. 
Anyway, as many of you can relate, 
it turned out to be far more severe 
and, by the following evening, I 
had the absolutely devastating 
diagnosis of acute myeloid 
leukaemia (AML).

I struggle to explain what 
the impact of my nursing 
experience has been 
since being diagnosed. 
Even though I have spent 
every day of the last 20 
years caring for patients 
with life threatening 
situations, I never once 
thought it would happen 
to me, and completely 
underestimated the 
impact of such a diagnosis 
on an individual and their 
family.

I recognise the loss of control 
and powerlessness and realise 
that health professionals take 
their newly assumed position of 
responsibility for granted. 

I went from a highly respected 
senior nurse to being put in a bed, 
given a devastating diagnosis, 
unsure of my treatment options 
and told that I needed to start 
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chemotherapy right away. My 
chances of mortality were quoted 
as 30%, which compared with 
cardiothoracic surgery, seemed 
a very bad place to be. It did 
not matter that I had extensive 
knowledge on MEWS scores, 
aseptic technique, cannulation, 
venepuncture, the management 
of acute kidney injury or sepsis, 
as this now seemed very 
insignificant compared to what 
was now expected of me.

I asked a lot of questions and 
monitored what all of the nurses 
and doctors were doing very 
closely. This could be quite 
stressful, however, as everyone 
does things differently, guidelines 
are different between hospitals, 
dressing choices are different, 
and I started to feel that if I asked 
too many difficult questions or 
questioned somebody’s clinical 
knowledge, then I would become 
labelled as the ‘difficult patient’. 
I asked to self-administer my 
medication and I found this 
empowered me significantly. 
I could keep an eye on all my 
medication, was aware of its 
side effects or interactions and 
found that it kept my brain active, 
ensuring I got the right drugs at 
the right time. I also felt it helped 
me to develop a greater insight 
into my treatment. 

Because of my nursing knowledge 
I think I have been able to pre-
empt situations, tackle nausea 
earlier, report subtle side effects 
as soon as they happen and 

hopefully have enabled the 
medical team to treat things 
easier or more quickly. I was also 
able to realise when the nursing 
staff were busy or short staffed, 
and have empathy when things 
didn’t happen as suggested or 
drugs or treatments didn’t arrive 
when somebody said they would.

I will say though that having nursing 
knowledge and experience has also 
been a burden at times. My family 
have looked to me to describe 
treatments, have knowledge on my 
diagnosis and outcome, have relied 
on me to ask appropriate questions 
and remember finer details, which 
treatment has made increasingly 
difficult as time has gone on. 

Unfortunately, after a stem cell 
transplant in September 2016, 
I relapsed in July 2017 and have 
had to have further induction 
chemotherapy in order to regain 
remission. I am continuing to 
receive treatment with great 
uncertainty about my future, 
but feel that I can draw huge 
positives and benefits from the 
last 18 months. I am about to 
start back at work part-time 
because of financial constraints, 
and feel that I will be much 
better placed to have empathy 
and understanding for every 
patient I am involved with. I have 
huge insight into being both an 
inpatient and outpatient, and can 
use my experiences to try and 
improve the services and care 
given to patients within my own 
field of nursing.
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Winter can be a particularly difficult 
time for the NHS, putting extra 
strain on services and staff. Here, 
we take a look at what nurses can 
do to best support their patients 
during the colder months.

This winter, the NHS are preparing 
for one of the worst on record, 
following a particularly bad 
winter-season in hospitals across 
Australia and New Zealand. Last 
winter, the British Red Cross 
declared a ‘humanitarian crisis’, 
with regular black alerts being 
declared and patients waiting on 
trolleys for 12 hours or more. The 
NHS England chief executive has 
stated that hospitals are better 
prepared this year, but how does 
the winter period affect patients 
and what can you do to help ease 
the strain?

SUPPORTING PATIENTS

It is important to ensure that 
patients feel supported during 
the winter period, despite 
the extra pressure on staff. 
Unfortunately, in some of your 
organisations, CNSs may be 
required to undertake normal 
ward duties during the busy 

period, which means less time 
and access available for patients. 
Furthermore, the Christmas 
period can often mean additional 
support services are operating 
at restricted times or are indeed 
overwhelmed with patients. 

Sandra was diagnosed with 
AML at the age of 32 years old 
and relapsed 18 months later 
in December. She had much 
praise for the nurses caring 
for her and generally reflected 
positively on her hospital stays, 
but Sandra described this 
winter period as a low point 
of treatment. She said: "I tried 
ringing [support organisation], 
but no one came back to me 
because it was Christmas. But I 
was going through treatment, it 
didn’t matter to me that it was 
Christmas." 

FUEL POVERTY

Fuel poverty refers to people who 
spend 10% or more of their income 
on energy to heat and power their 
home. The worry of paying bills 
throughout the winter period 
can be difficult for patients who 
cannot work or are on low income. 
Cancer patients are likely to feel 

Caring For Blood 
Cancer Patients 
during the Winter 
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the cold more, and the cold can 
also pose an increased risk of 
developing infections for patients 
with weakened immune systems. 
In 2010, Macmillan identified that 
1 in 5 people living with cancer 
turn off their heating, despite 
feeling cold. 

Macmillan was campaigning 
for additional financial support 
for cancer patients, and this led 
to the introduction of the Warm 
Home Discount scheme. The 
scheme, funded by the six biggest 
energy companies, provides 
a £140 deduction to bills for 
customers who are living in, or at 
risk of, fuel poverty.

SEASONAL VACCINES 

It is recommended that blood 
cancer patients on ‘Watch and 

Wait’ and undergoing treatment 
should have the influenza 
vaccine due to the complications 
that could arise from having a 
weakened immune system. As the 
influenza vaccine uses an inactive 
form of the virus, it is perfectly 
safe for patients to have. Other 
vaccines, however, such as the 
shingles vaccines, use live forms 
of the virus and are not safe for 
blood cancer patients. 

An additional layer of prevention 
also comes from healthcare staff 
ensuring they are vaccinated. 
Known as herd immunity, spread 
of a virus is much slower if a large 
proportion of the population is 
vaccinated meaning the risk of 
immune-compromised patients 
catching the virus is much 
smaller.

Tea break - Spot the difference!
Can you spot the 10 differences between these images?

ANSWERS: 1. Orange/apple 2. Small cone next to candle 3. Santa’s nose 4. Reindeer antlers (bottom gift) 
5. Gingerbread angel’s eyes 6. Gingerbread angel’s buttons 7. Fairy light (bottom left) 8. 2 Christmas tree 
on placemat missing and 9. Christmas tree on placemat orange 10. Reindeer pattern (top right gift)

You can help your patients this winter by sharing our winter blogs: 
- FAQ on the Flu Vaccine: http://bit.ly/FluJabArticle 
 - A patient’s winter tips for staying health: http://bit.ly/WinterTipsBlog  
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Feeling 
the winter 
pressures 

this festive 
season?

Call the help line on 08088 010 444
Available weekdays from 9.00am - 10.00pm and Saturdays 
9.00am - 12.30pm

Speak to a care advisor on LiveChat at leukaemiacare.org.uk

Email a nurse at nurse@leukaemiacare.org.uk

Free from landlines and most major mobile networks

There is 
someone 
around to 

listen if you 
need it.


