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We hope you enjoyed the first 
ever copy of Nursing Matters.  
 
We’re back with a content filled edition 
looking at the latest campaign for blood 
cancer awareness month, how to support 
patients with hair loss and palliative care. 
On the subject of palliative care, we have a 
conference this November called "Palliative 
Care: The hidden challenges in haematology".  
 
We would love to see you there. You can find out 
more about this conference by flipping to the  
back page.

Until next time,

Nurse Shirley Aston
Leukaemia Care Nurse Advisor 

Many thanks to the following people for their contribution to this magazine:

Contents 
 
4–5  Blood Cancer Awareness Month update

6–7  Living with Leukaemia report

8–9 What is campaigning and advocacy?

10  Where do blood cancer patients die?

11 Palliative care: What are the hidden   
 challenges in haematology?

12–13 Palliative Care: A history

14–15 What is the Leukaemia Care help line?

16–17 Supporting your patients with hair loss

18 Nurse bursary update

P.2



Caitlin Evans, Nicole Scully, Beth Torr, Manos Nikolousis, Jasmin Julia Gupta

NEWS

New ward support for Sutton Coldfield 
After a successful pilot at Heartlands hospital in Birmingham, 
Good Hope Hospital in Sutton Coldfield will become the second 
hospital to receive ward support from Leukaemia Care.

Sally will be in place at a haematology clinic one day per week 
to offer advice and support to patients and their loved ones.

Would your department benefit from ward support of this 
kind? We would love to hear from you.  
Email Care@leukaemiacare.org.uk.

More co-ordinators to raise regional profile 
Leukaemia Care is expanding its regional presence across 
the UK. Karen Eilbeck will be representing the charity in the 
North West, Donna Munro in the South East and Lyn Maggs 
in Wales. The role includes informing hospitals about new 
patient information booklets that are available, upcoming 
conferences and will act as a friendly face at support groups. 
You can contact any of the above co-ordinators through the 
Care team by emailing care@leukaemiacare.org.uk

Three new support groups launched for patients 
June saw the launch of a brand new support group for patients 
in Bath. The inaugural meeting was a huge success and 
members will meet again in October. Luton and Dunstable 
support group launched on 13th September at the Royal 
United hospital and Dundee held its first meeting on the 6th 
September at the Maggie’s centre. Our fourth group, based in 
Stoke, is set to launch on October 4th.

We are keen to open up more haematology support groups 
across the UK. We are also particularly interested to hear from 
those of you that feel your area needs a more specialist group, 
for example, a chronic or acute leukaemia group. If you would 
like to discuss support groups further, please email care@
leukaemiacare.org.uk

Booklets available to order
Are you looking for more 
patent information booklets? 
Leukaemia CARE currently 
have 21 different titles for 
patients, carers and health 
care professionals. They are 
supplied free of charge.

Our current titles are:

Adult ALL

Childhood ALL

Watch and Wait

The Next Stage

CLL

AML

Childhood AML

APL

Aplastic Anaemia

Caring for Carers

CMML

CML

Common side effects of 
treatment

Hairy Cell Leukaemia

Late Effects of Treatment

MDS

Myelofibrosis

PV

Emotional Impact of Treatment

Essential Thrombocythaemia

Order yours by emailing:
Care@leukaemiacare.org.uk 
or ring 01905 755 977

Leukaemia CARE updates



September is Blood Cancer 
Awareness Month (BCAM), a 
month dedicated to raising 
awareness and understanding 
of blood cancers, including 
leukaemia, which are 
relatively rare. This year at 
Leukaemia CARE we are 
running our ‘Spot Leukaemia’ 
awareness campaign that 
particularly focuses on raising 
understanding of leukaemia 
and increasing awareness of 
the signs and symptoms to 
improve early diagnosis. 

The high proportion of 
leukaemia patients being 
diagnosed upon emergency 
presentation, 32%, compared 
to the national cancer average 
of 22%, highlights the huge 
problem of late leukaemia 
diagnosis. More specifically, 
acute lymphoblastic leukaemia 
(ALL) sees the highest rates of 
emergency diagnosis of any 
cancer type (64%). 

Lack of understanding of 
leukaemia and lack of symptom 
awareness were both revealed 
as potential reasons behind 
the patient delay in leukaemia 
diagnosis in our 2016 patient 
experience survey. We identified 
that despite 83% of people 
having heard of leukaemia, over 
half of them (68%) were not 
aware of what leukaemia was 
prior to diagnosis. 

Further findings revealed that 
many people do not associate 
the symptoms with cancer, with 
as many as 83% of patients 
stating they did not suspect 
cancer before diagnosis. 

The survey revealed that over 
1 in 5 patients (22%) visited 
their GP three or more times 
before being diagnosed 
with leukaemia and more 
concerning results revealed 
that 24% of ALL patients 
and 22% of acute myeloid 

leukaemia (AML) patients 
were treated for something 
else before being diagnosed, 
suggesting a delay in spotting 
and diagnosing leukaemia at 
primary healthcare level could 
also be contributing to high 
rates of late diagnosis.

These survey findings have 
been used to inform our 
‘Spot Leukaemia’ campaign 
for BCAM. We are working to 
improve understanding of what 
leukaemia is and ensure that 
both the public and GPs are 
more aware of the signs and 
symptoms of leukaemia. We 
want to see lives saved and 
improved by early diagnosis.

What are we doing for Blood 
Cancer Awareness Month?

BCAM
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We are turning social media, 
Leukaemia CARE events and 
fundraisers spotty to raise the 
profile of Spot Leukaemia to the 
public. We have also developed 
symptoms cards that explain 
the different types of leukaemia 
and give an indication of the 
most common symptoms 
reported by patients of different 
age groups.

You can find out more about Spot Leukaemia at: 
leukaemiacare.org.uk/Spot-Leukaemia

What has #SpotLeukaemia achieved so far?

Parliament 
launch of our 

report, ‘Living with 
Leukaemia’”

Worked with a 
number of football 

league clubs to 
help educate fans 

about
leukaemia

Reached over two 
million people on 

social media

Sent out over 
10,000 symptoms 

cards to raise 
awareness of the 

symptoms of
leukaemia

Appeared in the 
national press 
with statistics 
from our report

Organised a 
number of 

fundraising 
events – turning 

the UK spotty!

In August we sent out 10,000 
packs to GPs across the UK 
that will encourage them to get 
involved with Spot Leukaemia 
and take our e-Learning 
modules on blood cancers 
developed in collaboration with 
the Royal College of General 
Practitioners.



‘Living with Leukaemia’ Report 
Leukaemia CARE partnered 
with Quality Health to undertake 
a patient experience survey 
of individuals who had, or 
were undergoing, treatment 
for blood cancer. We had over 
2000 responses from leukaemia 
patients, making the survey one 
of the biggest in the UK.
 
Our ‘Living with Leukaemia’ report provides an 
overview of the survey findings and highlights 
a number of themes where patient experience 
requires improvement.

Awareness of leukaemia as an aid to early diagnosis
These findings have been used to inform our 
Blood Cancer Awareness Month Campaign, ‘Spot 
Leukaemia’, which you can read about on pages 
4-5. 

Different types of leukaemia
Acute leukaemia patients reported significantly 
different experiences compared to chronic 
leukaemia patients, throughout all the stages of 
a leukaemia journey.

Recommendation: Support and information 
given to patients should be tailored to patients 
with different leukaemia types.

Understanding a leukaemia diagnosis
Only half of patients reported a full 
understanding of what was wrong with them 
following an explanation of their leukaemia 
type; the other half of patients felt they lacked 
understanding at diagnosis.

Recommendation: The information and 
explanation given to patients at diagnosis 
should be improved and, also, supported with 
the provision of written material at each stage of 
their journey.

Watch and wait
Most patients understood why they had been 
placed on ‘watch and wait’ but there was a 
correlation with the level of information patients 
received and how concerned they were about 
being on ‘watch and wait’.

Recommendation 1: Patients on watch and 
wait should be given full and understandable 
explanation of what this means, including the 
provision of written material.

Recommendation 2: Patients on watch and 
wait should be given access to a Clinical Nurse 
Specialist to provide support.

LIVING WITH LEUKAEMIA
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Clinical trials
Less than half of leukaemia patients were 
offered the opportunity to join a clinical trial 
and the likelihood of being offered one was 
lower for chronic leukaemia patients or those 
of older age.

Recommendation: Where appropriate, health 
professionals should give patients the option 
to take part in clinical trials.

Living with leukaemia
Living with leukaemia has a number of 
emotional, physical and financial challenges 
for patients. Disappointingly, only 16% of 
leukaemia patients were offered counselling 
for support and only half of patients were 
offered financial advice by their hospital.

Recommendation: Hospitals need to provide 
greater signposting to services that care for 
patient’s emotional, physical and financial 
needs.

Leukaemia Care CEO Monica Izjmajlowicz is joined by Head of Campaigns and Advocacy 
Zack Pemberton-Whiteley and GP Officer Nick York at the launch of the "Living with 
Leukaemia" report at the House of Common’s.

Further support  
Two-thirds of patients were not directed to 
further online support from charities, but 
the majority of those who accessed online 
support found it useful. Furthermore, only 
38% of patients were given access to a cancer 
nurse specialist (CNS).

Recommendation: All leukaemia patients 
should have access to a CNS from diagnosis.

The information from the report will now 
inform Leukaemia Care’s strategy to ensure 
that patients and health care professionals 
are better supported.

You can access the full ‘Living with Leukaemia’ 
report or the executive summary at the 
following link: www.leukaemiacare.org.uk/
living-with-leukaemia

Please ask your patients  
to fill in the survey at  

www.leukaemiacare.org.uk/patient-survey

You can also order flyers  
to hand out in your hospital.

To find out more, email the team on  
advocacy@leukaemiacare.org.uk

2017 survey  
has now launched



The campaigns and advocacy 
team at Leukaemia CARE work 
to represent patient interests 
and views when decisions are 
made that affect them. They 
do so alongside other blood 
cancer charities and patient 
advocate groups. This year the 
C&A team have expanded to 
three members: Zack, head 
of C&A, and two C&A officers, 
Nick and Bethany. So, what do 
they do to improve the lives of 
patients? 

Campaigns
Campaigns focus on a 
particular issue in the blood 
cancer journey. The latest 
campaign ‘Spot Leukaemia’ 
(pages 4 and 5) focuses on 
the diagnosis experience of 
patients.

Previous campaigns have 
focussed on other areas. For 
example, during the ‘Cancer 
Lottery’ campaign we were 
inviting people to sign a 
petition calling for NICE to 
introduce a fair appraisal 
process to consider drugs 

developed for patients with 
rarer cancers. 

Advocacy Toolkit
The advocacy toolkit is a 
monthly piece of advice written 
for patients to help them 
self-advocate. Some of the 
topics available are: ‘The NHS 
constitution – what are my 
rights?’; ‘Health Technology 
Appraisals’; ‘Discrimination 
and Cancer’; and ‘What is 
immunotherapy?’. 

Health Technology 
Appraisals (HTA)
We are involved in HTA 
processes across the UK 
by NICE (England), the SMC 
(Scotland), and the AWMSG 
(Wales). We independently act 
as a voice for blood cancer 
patients, providing information 
on how treatments could 
improve quality of life for 
patients and ensuring their 
interests remain at the centre 
of the decision making process. 
You can read the latest updates 
on HTAs in the news section: 

leukaemiacare.org.uk/news 

Patient Advocacy Groups
Both global and UK advocacy 
groups are networks of 
advocates that act as one 
voice to bring about change 
for the patients and ensure 
their opinions are represented 
across all relevant areas of 
healthcare.

UK groups for rare cancers 
include Cancer 52 and the 
Cancer Campaigning Group 
(CCG). There are also global 
groups, which the team are 
involved with. Zack is chair 
of the Acute Leukaemia 
Advocates Network (ALAN) and 
the European representative on 
the steering committee of the 
CML advocates network. Nick is, 
also, on the steering committee 
of the chronic lymphocytic 
leukaemia advocates network 
(CLLAN).

What is campaigning and advocacy?

ADVOCACY
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GP Tool 
Our GP tool contains two 
e-Learning modules on 
blood cancer, developed in 
collaboration with the Royal 
College of General Practitioners. 
The modules are designed 
to help empower primary 
healthcare professionals, who 
may only see one case of blood 
cancer every 2/3 years, to 
recognise potential cases and 
send patients for relevant tests 
quicker.

If you have a patient who 
needs help in self-advocating, 
or advice in accessing 
treatments, you can refer them 
to the advocacy team in the 
following ways: call our office 
line on 01905 755977; send 
them an email at advocacy@
leukaemiacare.org.uk; or call 
the CARE line, free of charge on 
08088 010 444 anytime. They 
will pass your enquiry onto 
the Campaigns and Advocacy 
team.

Please note that our 
Campaigns and Advocacy 
team are unable to provide: 
detailed medical advice or 
recommendation; legal advice; 
or advocacy for a course of 
action which is contrary to 
the aims and objectives of 
Leukaemia CARE.

A day in the life of…

Campaigns and 
Advocacy Officer 
Bethany Torr gives 
us the flavour of a 
typical day in the 
busy Leukaemia Care 
department.

One of the great things 
about working in 
Campaigns and Advocacy 
is that two days are never 
the same. Unless you have 
10,000 envelopes to pack 
with campaign material, 
which takes 3-4 days 
even with the whole office 
helping! My role largely 
focusses on producing 
content for our work, such 
as the advocacy toolkit, 
articles and materials 
relating to the campaign 
and news posts on HTAs. 
While the formats may stay 
the same, there’s always 
a new topic that needs to 
be learnt and a tailored 
approach needs to be taken 
to suit the varied audiences 
we communicate and work 
with.

This is my favourite part 
– we have the opportunity 
to work with people from 
all areas of the blood 
cancer community. Even 
in my short period of time 
working at Leukaemia CARE 
there’s been numerous 
meetings with other 
charities, advocates, and 
healthcare professionals 
who join together with the 
collective goal of improving 
the lives of cancer patients. 

Ultimately, this is what our 
work is for. I’m honoured 
to get to speak to and 
meet with patients, hear 
their stories and use their 
experiences to improve the 
future experiences of blood 
cancer patients.

To speak to Beth or anybody from the 
advocacy team, please email  
Advocacy@leukaemiacare.org.uk  
or ring 01905 755977.



Where do blood cancer patients die? 
A blunt headline maybe – but 
a question which has been 
examined in a number of 
studies. 

Blood cancers account for 
approximately one in 10 of all 
newly diagnosed cancers in 
the UK1. According to research 
undertaken by Marie Curie, 
those with a blood cancer 
tend to be less likely to access 
specialist palliative care 
services.

Patients with cancers are more 
likely to die in a hospice setting 
than in a hospital2.

Despite most people having 
a preference not to die in 
hospital, the majority do.

However, this is not the case in 
all cancers and haematology, 
in particular, bucks this trend. 
Mortality data for England and 
Wales collected between 2001 
and 2009 was analysed by the 
team at NCRAS revealed that 
of the 94,962 haematological 
cancer deaths, 68% occurred 
at a hospital, 15% happened 
at home, 9% died in a hospice 
and 8% died in another 
location (mainly care or 
nursing homes). This is in stark 
contrast with the averages 
for any other cancer death, 

with 47% non-haematological 
cancer deaths happening in a 
hospital, 25% at home, 17% in 
a hospice and 12% in another 
location. 

In a worldwide context, this 
pattern is not unusual. It is 
also seen across Europe, the 
USA and Australia. In research 
undertaken by Dr Debra Howell, 
Senior Research Fellow at the 
University of York for Marie 
Curie, she sought to establish 
the key factors as to why blood 
cancer patients were more 
likely to die in hospital.

There are several key factors as 
to why blood cancer patients 
die in hospital, the main 
one being the complex and 
unpredictable nature of blood 
cancers which mean patients 
can become severely ill very 
quickly. This eliminates the 
chance to plan and set up care 
at home.

Haematology departments and 
their patients can also form a 
very strong bond and this can 
lead to the reluctance to go 
elsewhere for end of life care.

While progress may be slow 
in this area, palliative care in 
haematology now has a "focus 
on the how rather than the 

is it possible?"3. To optimise 
end-of-life care, it is important 
for clinicians to rethink 
the palliative care needs of 
haematological malignancy 
patients and to call for 
development of collaboration 
between palliative care and 
haematology4.

1Marie Curie, "Why are 
people with blood cancers 
more likely to die in 
hospital?"” 

2NCRAS, ”Where do patients 
with blood cancers die?”

3McGrath P. Haematology 
and palliative medicine: 
moving forward. Ann 
Palliat Med 2014;3(1):16-18. 
doi: 10.3978/j.issn.2224-
5820.2013.12.01 

4Optimizing End-of-Life 
Care for Patients With 
Hematological Malignancy: 
Rethinking the Role of 
Palliative Care Collaboration

Cheng, Hon-Wai Benjamin

Journal of Pain and 
Symptom Management , 
Volume 49 , Issue 5 , e5 - e6

PALLIATIVE CARE



What are the  
hidden challenges  
in haematology?

Consultant Haematologist 
Manos Nikolousis has kindly 
shared his thoughts with 
Nursing Matters about the 
challenges between the 
concept of palliative care 
and haematology.
The majority of patients with 
haematological malignancies 
may experience troublesome 
symptoms and complicating 
clinical syndromes 
throughout all phases of 
disease. Comprehensive 
awareness of presenting and 
ongoing symptoms by GPs, 
Haematology doctors and 
nurses is of great significance 
in achieving the best outcomes 
for these patients. However, 
palliative care should exert 
a more ever expanding role, 
in particular in the advanced 
phases of disease, as there are 
special clinical needs (such 
as blood transfusions and 
anti-infective treatments), 
presented by this particular 
category of cancer patients. 
This aspect has been further 

accentuated by the availability 
of novel haematological drugs 
with a better tolerability profile 
and limited toxicity.

Moreover, the treatment 
approach applied with curative 
intent may not be appropriate 
for haematology patients in 
palliative situations, resulting 
in futile over medicalization 
and inappropriate therapeutic 
aggressiveness in the last days 
of life.

Therefore, a comprehensive 
MDT approach between 
haematology doctors, nurses 
and palliative care will be 
helpful to expedite the best 
management pathway for 
those patients. Although efforts 
to provide a scoring system to 
estimate survival in advanced 
haematological malignancies 
have been provided, no formal 
definitions or diagnosis of 
terminal disease may be 
applied in this setting. With 
this regard, a haematology 
patient may be considered as 
being terminally ill as the result 
of the physician’s perception, 
the inefficacy of causal 

treatments and the patient’s 
symptoms burden.

However, in many cases, the 
illness trajectory may not be 
clearly defined, and the disease 
progression variable in time 
and a non-linear process as a 
result of the partially residual 
response to causal treatments 
which may improve the 
patient’s subjective status and 
symptom burden.
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Learn more about 
palliative care issues 

in haematology at 
our conference this 

November. Turn to 
the back page for 

details.



In this article, we’re taking a look at the history 
of palliative care, and how it can help blood cancer 
patients.

PALLIATIVE CARE

Palliative Care: A history

Palliative care is provided to 
patients who are living with 
a terminal illness that can no 
longer be cured. It is designed 
not only to manage a patient’s 
physical symptoms and pain, 
but to help them emotionally 
and spiritually. It also includes 
supporting patients who are 
nearing the end of their life.

How did palliative care 
begin?
Palliative care began in the 
hospice movement. Hospices 
themselves have been around as 
early as the 4 th century, and were 
simply a rest stop for travellers. It 
is only recently that they took on 
the roles we associate with them 
today, regarding treating the 
terminally ill and the dying.
The creation of hospices as 
we know them today began in 
1900. However, Dr Mary Baines 
explained that ‘the patients in 
them received excellent nursing 
and spiritual care but there was 
minimal medical input, for it 
was generally believed that the 

doctor’s role was to cure’ (Baines, 
2011).

The first official hospice was set 
up by Dame Cicely Saunders in 
1967, and she is widely regarded 
as the founder of the modern 
hospice and palliative care 
movement. Her hospice, St 
Christopher’s Hospice in London, 
was the world’s first modern 
hospice and brought together 
patients from across the country 
to assess how best to care for the 
terminally ill and dying.

St Christopher’s Hospice 
described how, ‘Cancer was the 
most feared diagnosis. Physical 
pain afflicted at least three 
quarters of cancer sufferers 
and appropriate painkillers 
were rarely used. Morphine was 
considered addictive and too 
dangerous’ (St Christopher’s, 
n.d.).

Cicely Saunders had seen the 
benefits of oral opioid from visits 
to a London home for the dying, 
so she set about researching it 
properly at St Joseph’s Hospice. 
Her research went on to prove the 
benefit of oral opioid, and when 
she left St Joseph’s, ‘she had 
carefully documented records 
of over 1,000 patients dying of 
cancer. The first research project 
in what was to become palliative 
care’ (Baines, 2011).

Now at St Christopher’s 
Hospice, Saunders went on to 
do more research on pain relief, 
comparing diamorphine and 
morphine. She believed that 
diamorphine was the superior 
drug, as it had fewer side effects 
and was generally believed to be 
better at controlling pain.

Dr Robert Twycross was 
appointed Clinical Research 
Fellow at the hospice and 
conducted a study on pain relief. 
The results revealed that there 
was in fact no difference between 
the drugs in terms of how well 
they relieved pain, and Twycross’ 
study began the standardisation 
and simplification of managing 
cancer pain (Baines, 2011).

Saunders also inspired the 
concept of ‘total pain’. This was 
considered ‘revolutionary’ at the 
time, as it recognised that pain 
was not just physical, but also 
emotional and spiritual.

Saunders understood that 
patients needed to be supported 
emotionally as well as physically, 

Dame Cicely Saunders



especially since emotional pain 
could not be so easily helped by 
the use of drugs.

Baines described how, ‘Spiritual 
pain may be due to guilt about 
the past or a fear of what happens 
after death. It was explored with 
all patients on admission by 
asking about the importance 
(or not) of faith, so that spiritual 
anxieties could be addressed’ 
(Baines, 2011).

What does palliative care 
involve?
Palliative care, at its core, aims to 
improve quality of life. As Dame 
Cicely Saunders discovered, this 
could be managing physical 
pain and controlling symptoms, 
alongside providing emotional 
support.

It also aims to improve quality 
of life by keeping the patient as 
active and healthy as possible, 
and supporting the family of the 
patient through treatment and 
bereavement. End of life care in 
particular focusses on allowing 
the patient dignity in death, as 
well as assisting with any legal 
matters. End of life care is usually 
given to patients who are believed 
to be ‘in the last year of life’, 
although this can be difficult to 
predict (Marie Curie, 2014).

Who provides palliative 
care?
Palliative care is provided by two 
distinct groups:

•    Those who give day-to-day 
support to patients and carers 
at home or in hospital, such as 
GPs and community nurses

•    Those who specialise in 
palliative care, such as 
‘consultants in palliative 
medicine and clinical nurse 
specialists in palliative care’ 
(The National Council for 
Palliative Care, 2015).

Those providing day-to- day 
support are expected to support 
the needs of the patient and 
family on a physical, emotional 
and spiritual level. They are 
expected to meet these needs 
within the limit of their abilities, 
and then refer the patient to a 
specialist if any further care is 
required.

The specialists in palliative 
care can provide support in the 
patient’s home, in a hospital, a 
care home, or indeed a hospice. 
Specialist services are made up 
of a multi-disciplinary team that 
not only includes consultants in 
palliative medicine and clinical 
nurse specialists, but also 
‘physiotherapists, occupational 
therapists, dieticians, 
pharmacists, social workers and 
those able to give spiritual and 
psychological support’ (NCPC, 
2015). They provide the services 
for more complex needs that 
cannot be dealt with by generalist 
services.

Palliative care and blood 
cancer
For blood cancer patients, 
palliative care usually involves 
transfusions of red blood cells 
to keep the patient feeling fit, 
along with treatments that are 
most often used to destroy the 
cancer cells, but can also assist 
with relieving symptoms, such as 
radiotherapy to reduce bone pain.

However, it has been documented 
that there’s a disconnect between 
haemato-oncology and palliative 
care. Biren Saraiya, Assistant 
Professor at the Cancer Institute 
of New Jersey, has explained 
that ‘there are at least two 
factors for this disconnect. One 
is of perception. Many non-
leukaemia professionals” have 
the perception that leukaemia 
doctors push patients too 
hard, while many leukaemia 

doctors may feel that the patient 
population they serve, even the 
elderly, can benefit from very 
aggressive therapy. This may 
be related to the differences 
in potential outcomes. With 
leukaemia, the other "c" word, 
cure, is possible even in the poor-
risk group. In the case of a typical 
solid tumour patient, the goal 
of therapy becomes palliative 
in nature once the cancer is 
metastatic.

‘The other disconnect is of time 
— by the nature of the disease, all 
decisions for therapy are made 
in a very short amount of time as 
compared to other solid tumour 
malignancies. This obviously 
creates a situation where a 
patient who until very recently 
had been feeling well needs 
to make a decision regarding 
therapy in a relatively short period 
of time or they could potentially 
die’ (Biren Saraiya, 2009).

As Saraiya details, due to the 
often aggressive nature of acute 
leukaemia, and the subsequent 
aggressive treatment, 
palliative care can sometimes 
be overlooked or seen as not 
necessary, as a cure could be 
possible. However, palliative 
care does not always mean end 
of life care, but instead simply 
managing symptoms to keep the 
patient comfortable.

Aggressive treatment for 
leukaemia will often result in 
aggressive side effects. Yet 
if these side effects are well 
controlled, the patient’s quality 
of life is inevitably improved, and 
their ability to better withstand 
treatment increased. As such, it 
is important that there is more 
integration between blood cancer 
treatment and palliative care so 
as to give the patient the best 
chance of survival.care so as to 
give the patient the best chance 
of survival.



What is the Leukaemia Care helpline? 
The 24/7 help line is there to 
support patients, carers and 
loved ones with blood cancer. 
 
Being diagnosed with a blood cancer can change 
everything. Some people find it hard to talk to 
their loved ones about their diagnosis, or even 
talk about it at all.

Sometimes, a chat with someone impartial, 
outside of your family or friendship circles can 
help.

Our CARE Line is the only UK support line that 
operates 24 hours a day. This means we’re only 

a phone call away, no matter what time 
of the day or night whether you’re a 
patient, family member or friend. 

Why do people call the help line?
The content of calls to the help 

line can be put in three broad 
categories. 

•    Medical 
These callers are seeking further 
information or support with a blood cancer 
diagnosis. Some people may be looking for 
further explanation about something they 
have been told by their medical team or they 
simply may be requesting a booklet about a 
disease type.

•    Emotional 
Many of our calls are surrounding the 
emotional impact of a blood cancer 
diagnosis. Some callers simply want an 
empathetic ear that understands the issue. 
Some callers may have unfortunately been 
affected by blood cancer as a person close to 
them has died or is dying, and they may be 
ringing to talk about how this has happened 
or to understand the process going forward. 

•    Financial 
Some callers to the help line are looking 
for information about financial support or 
directly for grants or help. While Leukaemia 
Care doesn’t offer financial assistance 
directly, the team works to sign post a caller 
to the most appropriate service for their 
need. 

LC HELP LINE
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Nurse led service
In offering a robust, quality service the team at 
Leukaemia Care recognised that patients and 
their loved ones would appreciate being able 
to talk about their diagnosis with a trained 
professional.

This service has now developed further with 
people being able to book a call back from the 
nurse. The call back can be booked over the 
phone or alternatively, can be booked online.

Help line cards
Leukaemia Care produces business-card size 
information cards with the number of the care 
line printed on them. If you would like some for 
your hospital, simply email  
care@leukaemiacare.org.uk.

Do your patients prefer typing to talking? 
There may be patients who do not want to use a 
phone line service. For those who would rather 
send a message, there are three ways of doing 
so;

Email the nurse
You can contact our nursing team on nurse@
leukaemiacare.org.uk.

Please feel free to pass on this email address 
to patients or indeed use it yourself to keep in 
touch with the Leukaemia Care team.

LiveChat
Patients can access a live chat service by 
heading to the desktop website (not mobile) 
where they can talk to a Leukaemia Care advisor.

Many of our LiveChat conversations are from 
overseas patients seeking information or advice. 
Patients can access this service by heading to 
the Leukaemia Care website – a chat box will 
appear on the homepage when the LiveChat 
service is available.. 

Patient forum
Leukaemia Care has its own patient forum which 
is located at healthunlocked.com/leukaemia-
care. Patients can talk to other patients, as well 
as leaving a message for the nurse to answer. 
There are currently nearly 300 members of this 
community and growing.

Find out about the full range of Leukaemia Care 
patient services by heading to the website  
www.leukaemiacare.org.uk



Supporting patients with…hair loss

It’s all in the planning
As a nurse you are such a rich source of valuable 
comfort and support for your patients.  Many 
nurses ask me at what point would patients 
benefit most from hair loss guidance?  My 
answer is as soon as the patient is diagnosed. 
Even if their treatment path means that hair 
loss will not be a side effect of their treatment 
I guarantee most women will have assumed it 
will be.

Women in particular benefit from being handed 
a booklet or simple document that will give 
them further reading and understanding as 
soon as they are diagnosed. Whilst most cancer 
units will eagerly provide their patients with 
hair loss information at their pre-chemo chat/
consultation it’s often too late in terms of 
actually reducing anxiety. Most women will have 
been busy sourcing their own information that 

can be misleading and heighten their sense of 
fear around treatment.

We can help patients by offering them the most 
likely perspective about the side effects, for 
example, it’s likely that your treatment regime 
will mean that you will lose your hair – here is 
some information so that you can get organised 
with your thoughts. We will offer you more 
support once your treatment plan is in place.

Additionally, if you are a lead nurse it’s well 
worth checking that your team haven’t become 
desensitised about hair loss. It’s easy to lose the 
individual perspective when as professionals we 
have become used to seeing people without hair. 
For most female patients it is the first time they 
will have seen themselves without hair. It can 
trigger huge shame and self-confidence issues. 
Making sure that your team treat the subject 
with sensitivity is essential.

Jasmin Julia Gupta has become the UK’s leading 
cancer hair loss specialist. Her charity Cancer 
Hair Care provides a host of services including 
clinics within NHS hospitals. Here she shares with 
us some insights into helping to reduce anxiety 
around hair loss.

HAIR LOSS



Scalp Cooling – Let patients know that 
it’s not suitable.
 

Scalp cooling can be used with solid tumour 
cancers which are treated with chemotherapy 
drugs such as taxanes (e.g. docetaxel), 
alkylating agents (e.g. cyclophosphamide) 
and anthracyclines intercalating agents 
(e.g. doxorubicin). These drugs target rapidly 
dividing cells and the matrix keratinocytes, 
which results in hair loss. It’s really important 
to let patients know that it’s not suitable 
for people with the following conditions: 
haematological malignancies (leukaemia, 
non-Hodgkins and other generalised 
lymphomas). By letting the patient know in 
advance, this helps to reduce the frustration 
that patients can experience when they can’t 
have this type of hair loss reduction method.

 Men
•   When it comes to chemotherapy it’s helpful to let 
men know that hair loss is likely everywhere on the 
body including facial and scalp hair. Many men say 
that they were shocked when their eyebrows fell out 
as they had thought hair loss was only on the scalp. 

•   Whilst it is rare for men to have deep concerns 
around hair loss, for those men who are worried 
anxiety can be reduced by signposting. Men who 
have suffered image anxiety have told us that they 
didn’t know about any services for men. My charity 
Cancer Hair Care has a help line. Men can feel free 
to call in confidence to discuss their concerns and 
options. All NHS wig suppliers are also duty bound 
to provide services to men.

•   The most common tip we give out to men who 
are worried that hair loss will take away their 
privacy is suggesting that they have a sponsored 
head shave. They can pick a charity, shave off their 
scalp hair and eyebrows if they dare, raise some 
money for charity and when anyone asks about 
hair loss they can refer back to their fundraising. 
This simple idea has helped many men who want 
to keep their diagnosis private, especially in the 
work environment.

•   If you would like me to write an advice sheet for 
men – let me know! You can contact the charity by 
heading to the website: cancerhaircare.com

Here are my top 5 
sources of support 
1. Provide your patients with a clear 
document about your hospitals NHS 
wig supplier: who, where and when 
appointments can be made. For example, 
most patients need to wait until their referral 
letter is sent from the hospital 

2. Cancer Hair Care offer publications with 
guidance for adults and children (parents) 
about hair loss and ideas for covering up 
as well as new hair growth. You can ask for 
booklets to be sent to your hospital. Contact 
support@cancerhaircare.com 

3. Look Good Feel Better is a charity service 
offering free makeovers and workshops 
throughout the country to help women deal 
with changes in appearance  
http://www.lookgoodfeelbetter.co.uk 

4. Medical staff, parents and guardians 
of children and young people can call our 
Cancer Hair Care team for a pack of free 
headwear, dollies and age appropriate items 
to help with hair loss – call 01438 311322 

5. You! As a cancer professional you will have 
lots of helpful tips and ideas of how to help 
your patients manage. Perhaps arrange a 
coffee morning to share some insights and 
ask local providers to come along and share 
ideas and products. For example, you may 
have seen a fake fringe that can cleverly tuck 
inside a headscarf to create a look of hair, 
but most patients will have never seen one. 
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This autumn, we are investing 
further into the Professional 
Bursary Scheme to support 
nurses who work with blood 
cancer patients and their 
carers.  You can apply for a 
grant of up to £5,000.

Your proposal must impact on 
the quality of care and support 
you provide to patients with 
a blood cancer and/or their 
carers.  

This can be a course of study, 
attending a conference 
or a research project, for 
instance.  However, you must 
demonstrate what you believe 
the impact will be on the blood 
cancer patients you support.

We are especially interested in 
supporting any research that 
improves the care and support 
provided to blood cancer 
patients and if successful, 
how this could be adopted 

Leukaemia CARE’s nurse bursary programme in 
partnership with the Royal College of Nursing 
Foundation is back for a second year.

NURSE BURSARIES

Nurse bursaries are back 
for 2017

more widely.  This can be a 
standalone project or part 
funding towards an existing 
one.

You should also include in your 
proposal how you will share 
any learning with other nurses 
supporting blood cancer 
patients.

If you are successful, you may 
be invited to speak about the 
outcomes of your proposal at 
our annual nurse’s conference.

Applications open 31 August 
and close 30 November 2017. 
All applications must be made 
through the RCN Foundation.

Grants in 2016 were 
awarded for the following 
activities: 
•    Travel costs to attend 

the course in stem cell 
transplantation at the Royal 
Marsden

•    Non-medical prescribing 
modules parts 1,2 and 3 at 
Masters level

•    Advanced assessment for 
nurses – history taking and 
top-to-toe examination

•    Three modules of a Masters 
in Clinical Leadership in 
Cancer, Palliative and End of 
life Care

•    Post Graduate Certificate in 
Clinical Trials

If you are interested, please 
apply through the RCN 
Foundation website here 

http://www.rcnfoundation.
org.uk/how_we_can_help/
bursary_schemes/rcn_
foundation_professional_
bursary_scheme 

If you wish to speak to 
someone about the bursary 
at Leukaemia CARE, please 
contact Monica Izmajlowicz 
(CEO) on 01905 755977.

Please share this nurse 
bursary story with your 
colleagues!



One for the tea break! 
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Agenda
Palliative Care: The hidden challenges for haematology
London
17th November 2017

10:00am - 10:30am  

10:30am - 10:40am  

10:40am - 11:20am 

12:10pm - 1:10pm  

2:10pm - 2:50pm

12:00pm - 12:10pm  

2:50pm - 3:20pm  

 1:10pm -  2:10pm  

4:40pm - 4:45pm  

Welcome and opening remarks
Shirley Aston

Overview of palliative care services for cancer patients
Alison Allsop, Marie Curie
Palliative care issues relating to haematology patient
Nicky Clack, Matron
Guys and St Thomas’

MDS Debate - Why we treat ‘v’ when do we stop?
Professor Mufti, Head of Department/Professor of haemato/oncology
Kings College Hospital

Supportive care for the patient with relapsed disease
End of life care
Leanne Boyle CNS and Connie Jackson Palliative Care CNS
Kings College Hospital

Break

Lunch

Closing remarks
Angela Watts

Registration and refreshments

Timings in this agenda are subject to change.

11:20am - 12:00pm   

2:30pm - 3:30pm  

3:20pm - 3:30pm  Break

Caring for the family - before and after
Dr Ros Taylor MBE, Palliative Physician
Royal Marsden Hospital

3:30pm - 4:00pm  Looking after you!
Dave Roberts, Senior lecturer in cancer and palliative care 
Oxford Brookes University


